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ABSTRACT OF THE DISSERTATION

“They didn’t believe me”:
Mental Healthcare Experiences of Autistic LGBTQ+ Young Adults-

A Community-partnered Study

by

Lauren Marie Baczewski
Doctor of Philosophy in Education, Human Development & Psychology
University of California, Los Angeles, 2023

Professor Connie L. Kasari, Chair

Autistic LGBTQ+ people are at a greater risk for mental health challenges than their
autistic non-LGBTQ+ counterparts and experience disparities in access to healthcare (Wallisch
et al., 2023). Yet, we know little about the first-hand experiences of autistic LGBTQ+ people in
the mental healthcare context. This community-partnered phenomenology explored the mental
healthcare experiences of Autistic LGBTQ+ young adults, including barriers and facilitators to
receiving care. This study was built in partnership with 5 autistic LGBTQ adults who co-
designed each aspect of the research, from development of the interview protocol through data
coding and interpretation of findings. Twenty autistic LGBTQ+ young adults (18-28 years old,
Mage= 23.3 years) from across the United States participated in semi-structured online or written
interviews about their mental healthcare experiences. Almost half of those interviewed identify

as nonbinary, gender fluid, or gender expansive, and the majority identify as transgender. Eighty-



five percent of interviewees reported that they have anxiety, 70% endorsed depression, and over
half (55%) reported that they have ADHD. Although some participants had affirming mental
healthcare experiences, the vast majority faced barriers in accessing services. Six themes
emerged from participant’s descriptions of their experiences with the mental healthcare system,
including: 1) disbelief & denial of autistic LGBTQ+ identities, 2) intersectional identities and
multiple diagnoses complicate the road to an autism diagnosis or self-identification, 3) accessing
care through existing relationships & systems I am already part of, 4) ‘reading’ potential
therapists for safety, 5) providers’ lack of fluency in supporting diverse autistic clients, and 6)
alternatives to the traditional mental healthcare system. After being dissatisfied with their care
and at times actively turned away by providers, participants found and created their own
pathways to healing through both individual practices and community care. These findings
emphasize the importance of community connectedness in supporting autistic LGBTQ+ mental
health. We describe several implications for provider training, addressing diagnostic disparities,
and investing in avenues of community care. In the context of increasing anti-LGBTQ+
healthcare legislation in the United States, it is critical that we implement changes to make

mental healthcare accessible and affirming for autistic LGBTQ+ young people.
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Introduction

Over the course of the next decade, a half million autistic young adults in the U.S. will
enter adulthood and this number is growing (Roux et al., 2015). Autism and other disabilities
shape a person’s life experiences at every age; however, the majority of studies focus on
children, not adults. Given that individuals are adults much longer than they are children,
research should focus on adolescence and adulthood in particular (National Institute of Mental
Health, 2016). As studies begin to focus specifically on autistic adults, researchers are starting to
recognize that autism is an aspect of identity and people hold multiple intersecting identities
simultaneously. Recent work has begun to explore the experiences of autistic young people
regarding multiple-held identities (i.e., race/ethnicity, sexual orientation, gender identity, and
first-generation status, among others; Cascio et al., 2021). However, few studies have examined
the experiences of autistic LGBTQ+ young adults, or their mental health needs and experiences.

Increasing evidence suggests an over occurrence of autism among transgender and
gender diverse people (de Vries et al., 2010), and an over occurrence of gender diversity among
autistic populations (George & Stokes, 2018). Autistic people are also more likely to identify
with a sexual orientation other than heterosexual (Dewinter et al., 2017). LGBTQ+ young adults
and autistic young people are at an increased risk for negative mental health and physical health
outcomes (Jackson et al., 2018; Russell & Fish, 2016), and their interactions with the healthcare
system are different from their peers (Hall et al., 2020a).

Autistic people experience substantial disparities in access to adequate healthcare, with
stigmatization and other barriers contributing to poorer physical health outcomes and quality of
life (Maddox et al., 2019; Nicolaidis et al., 2015). As a result of their multiple-minority status in

a heteronormative and neurotypical-dominant culture, autistic LGBTQ+ individuals face an



increased number of systemic barriers to accessing affirming healthcare (Lewis et al., 2020).
Recent work underscores these evident disparities in care, as LGBTQ+ autistic adults report
significantly higher rates of unmet healthcare needs and rates of being refused care by a medical
provider (Hall et al., 2020a). Insufficient access to necessary care can lead to a myriad of health
problems, including mental health challenges. In fact, LGBTQ+ autistic adults are more than two
times as likely to report having a psychiatric diagnosis compared to their straight, cisgender
counterparts (Hall et al., 2020a). In order to support the physical health and wellbeing of autistic
LGBTQ+ individuals, it is critical that we better understand the barriers of this population in
accessing healthcare services and supports.

Although recent years have seen an increase in the number of studies focused on the
prevalence of intersectional autistic and LGBTQ+ identities, few studies have examined the
experiences of autistic LGBTQ+ individuals in their own words. As the literature begins to
highlight glaring healthcare disparities for this population, it is critical that we understand the
experiences of this community as they receive or attempt to receive mental health supports.
Although recent phenomenological studies have included participant voice through semi-
structured interviews (Lewis et al., 2020), this is one of few studies to examine mental health that
was co-designed and conducted in partnership with autistic LGBTQ+ partners. The purpose of
this community-partnered phenomenology was to interrogate the following question: what are
the firsthand experiences of autistic LGBTQ+ young adults in the mental healthcare system?

A Note on Terminology and Language

Many autistic people have expressed preference for identity-first language (i.e., autistic

person; Kenny et al., 2016), and thus identity-first language will be predominately used here.

Some variation in terminology may appear in descriptions of studies that utilize different



terminology (e.g., person first language; “person with autism”). A glossary of key terms relevant
to this study (e.g., gender identity, neurodiverse, trans, cisgender) is included in Appendix B.
Intersectional identities of autistic people

Recent work increasingly considers the intersectional identities of autistic people (e.g.,
race/ethnicity, gender identity; Cascio et al., 2021), and gives us a framework for understanding
autism as a marginalized identity (Botha & Gillespie-Lynch, 2022). This intersectional lens
pushes the field of autism research to focus on the diversity within the autistic community, and
conduct studies that acknowledge that diversity of experience. As such, work that focuses on
sexual and gender minorities in the autism community is steadily increasing.

Autistic individuals are more likely than their non-autistic counterparts to identify as
LGBTQ+ (Dewinter et al., 2017; Strang, Powers, et al., 2018). The majority of early studies in
this area aimed to understand and record the over occurrence of LGBTQ+ identities among
autistic people, and these studies are described in the section that follows. Additionally, I
highlight evident gaps in the extant body of work on the intersection of LGBTQ+ and autistic
identities.

Gender Diversity in Autism

The past decade has seen a substantial increase in empirical studies that focus on the
topics of gender diversity or gender dysphoria among autistic people. Between the years 2015 to
2018 alone, the number of empirical studies published on these topics more than doubled
(Nordahl-Hansen et al., 2019). Many of these studies assess autistic traits among individuals who
are referred to receive gender-related care (e.g. van der Miesen et al., 2018) or assess those who
are referred for gender care for an autism diagnosis (e.g., Nahata et al., 2017; Shumer et al.,

2016). As quantitative data on the intersection of autism and LGBTQ+ identities grow, studies



more commonly report prevalence estimates. Among gender diverse individuals of multiple age
groups, rates of a clinical autism diagnosis appear to range from 6-25.5% (Strang, Janssen, et al.,
2018). This range in rates of autism diagnosis among gender diverse people may be in some part
because available data comes from studies that pull both community and clinic-based samples.
Among those who are referred to gender clinics to receive care, autism screening measures
suggest that having an autism diagnosis was 3-6.4 times more common in transgender or gender
diverse people than their cisgender counterparts (Warrier et al., 2020).

As a whole, this body of research suggests that there is an over occurrence of autism
among those who identify as gender diverse (e.g., Glidden et al., 2016; Strauss et al., 2017) as
well as an overrepresentation of gender-diverse characteristics among autistic individuals
(George & Stokes, 2018). Clinically, accurately diagnosing and understanding intersecting
LGBTQ+ and autistic identities can be complex. Social differences or challenges resulting from
the experience of gender dysphoria can impact or complicate the diagnosis of autism (Strang,
Powers, et al., 2018). Additionally, most autism diagnostic tools were developed for use with and
normed using cisgender male samples, which can complicate giving a diagnosis of autism among
cisgender females as well as gender diverse people (Strang, van der Miesen, et al., 2020). These
factors among others can result in one’s gender diverse identity being invalidated as a result of
their autism, or vice versa (Strang, Powers, et al., 2018). Few studies examine the inner
experiences of gender diverse autistic individuals or the nature of their gender diversity and/or
dysphoria, although Strang and colleagues have produced the first papers on this topic (see
Strang, Powers, et al., 2018; Strang, van der Miesen, et al., 2020). I review these papers and their

contributions in sections to come. Despite increasing work in this area, there is still much to be



understood regarding the firsthand experiences of gender diverse autistic people, and studies
need to use interview and focus group methods to look beyond prevalence rates.
Sexual Orientation in Autism

Like work on gender identity in autism, much of the emergent literature on sexual
orientation aims to assess the prevalence of non-heterosexual orientation using large samples of
autistic people. A recent study examined sexual orientation among autistic adults compared to
the general population using the Netherlands Autism Register and responses from a broader
sexual health population survey (Dewinter et al., 2017). Results showed that autistic adolescents
and adults (n= 675) reported non-heterosexual attraction more often than peers in a large general
population sample (n= 8064). Autistic female participants in particular were more likely to report
same-sex attraction than their male peers (Dewinter et al., 2017). Overarchingly, available
studies suggest that autistics are more likely to identify as sexual minorities compared to their
non-autistic counterparts (Lewis et al., 2020). Echoing trends seen in literature on gender
diversity in autism, there are few studies that examine lived experiences of autistic sexual
minorities.
The Impact of Minority Stress on Health Outcomes

Individuals who are members of minoritized groups experience a series of unique
stressors, including but not limited to discrimination and harassment (Meyer & Frost, 2013).
Those with multiple marginalized identities face additional stressors (Balsam et al., 2011), and
recent work in the field of sexual and gender minority research underscores this point. Mallory
and colleagues found that sexual minority youth of color confront intersectional stressors

including racial discrimination and LGB (Lesbian, gay, bisexual) victimization, resulting in a



greater risk for negative mental health outcomes including depression and suicidal ideation
(Mallory & Russell, 2021).

The Minority Stress Model was originally developed to conceptualize the path to
increased health risks of marginalized groups, including LGBTQ+ people. Botha and Frost
recently extended the original Minority Stress Model to understand the mental health challenges
of the autistic community. They argue that autistic people are exposed to additional stressors as a
result of the discrimination and stigma they face as a result of their social status (Botha & Frost,
2020). This model provides rationale for the elevated rates of mental health challenges among
autistic people.

Considering autistic and LGBTQ+ communities separately, each population is faced with
unique stressors as a result of their minority status in a largely ableist and heteronormative
sociocultural context. These stressors lead to a greater risk to develop depression, anxiety, and
suicidal ideation (Cassidy et al., 2014; Layland et al., 2020; Strauss et al., 2017). LGBTQ+ youth
experience significantly higher rates of emotional distress, suicidal ideation, suicidal behavior,
and symptoms of mood and anxiety disorders compared to their heterosexual and cisgender
counterparts (Russell & Fish, 2016). Autistic people are more likely to experience suicidality
compared to non-autistic people (Cassidy et al., 2014), and their health disparities are pervasive
(these disparities are described more in depth in the section that follows). Taken together, this
literature on health disparity highlights the need to understand the experiences of those with
intersectional autistic and LGBTQ+ identities regarding mental health and access to mental
healthcare. This research is an important intermediary step that can facilitate the development of
healthcare programs that improve access to and quality of mental health care.

Health Status of Autistic Young People: High Levels of Unmet Need



The health disparities of autistic individuals across ages are well described in the
literature. The physical health needs of autistic people are often unmet, and this trend increases
as autistic individuals age (Liu et al., 2017). Health disparities in this population are evidenced
by rates of emergency department use, hospitalization, and high incidence of co-occurring
mental health diagnoses. Autistic adolescents access emergency department services four times
more than their non-autistic counterparts (Liu et al., 2017), and emergency department use
increases across the life course for autistic individuals (Nicolaidis et al., 2013). Of those utilizing
emergency department care, a large volume of cases require behavioral health or psychological
services, pointing to the specificity of mental health concerns in this population (Liu et al.,
2017). Rates of hospitalization are high among autistic individuals of all ages (Mandell, 2008).
This data illustrates the high rates of mental health challenges among autistic individuals.
Autistic individuals commonly have co-occurring mental health diagnoses (Camm-Crosbie et al.,
2018) and are at a high risk for non-suicidal self-injury and suicidality (Cassidy et al., 2014).

Many apparent barriers to accessing needed mental and physical healthcare exist for the
autistic population. The cost of healthcare services increase as autistic young people age (Croen
et al., 2006), and the cost of services for autistic youth is approximately 3-7x greater than for
non-autistic counterparts (Croen et al., 2006; Peacock et al., 2012). To identify more barriers to
care beyond the financial, Crane and colleagues recently conducted a mixed method community-
based participatory study with autistic young adults in the UK. Participants reported a general
lack of available mental health services for autistic people and expressed general feelings of
unhappiness with the available standard of services, although they were grateful to have
something (Crane et al., 2019). Similar barriers were described in a 2019 thematic analysis of a

large online survey of autistic adults’ healthcare experiences (Camm-Crosbie et al., 2018).



Participants expressed difficulties accessing treatment and support, a lack of understanding
amongst their providers about autistic people and mental health, and noted that access to
appropriate treatment directly impacted their wellbeing (Camm-Crosbie et al., 2018). Taken
together, these studies demonstrate the clear health disparities of autistic individuals across the
life span and challenges in accessing appropriate and affirming care. Although many studies
have examined autistic experiences with healthcare utilizing a range of methodologies, much of
the available work does not assess the experiences of those with additional marginalized
identities within the autistic community.
Health Disparities of Autistic LGBTQ+ Individuals

Studies have only recently begun elucidating the substantial disparities in healthcare that
autistic and LGBTQ+ individuals face. Using data from the National Health Interview Survey
(NHIS) 2018, Hall and colleagues examined the healthcare experiences of autistic individuals
aged 18-62 years who identified as LGBTQ+. LGBTQ+ autistic respondents reported
significantly higher rates of mental illness and a greater number of poor physical health days per
month compared to their non-LGBTQ+ autistic counterparts (Hall et al., 2020). Additionally,
participants who identified as LGBTQ+ reported higher rates of both unmet healthcare need and
incidences of being denied or refused care by a medical provider. Just this year a study by
Wallisch and colleagues examined results from the 2019/2020 version of the same NHIS survey
and found results consistent with Hall et al. LGBTQ+ autistic people had both more co-occurring
mental health diagnoses and more unmet healthcare needs compared to straight/cisgender autistic
people (Wallisch et al., 2023). Large-scale survey studies that collect gender identity and

sexuality data alongside disability status are few and far between, and thus the Hall and Wallisch



studies are an important first step towards a deeper understanding of the healthcare experiences
of autistic LGBTQ+ adults.
Exploring the Experiences of those Under the “Double Rainbow”: Autistic & LGBTQ+

Although the healthcare disparities of LGBTQ+ autistic individuals are becoming
increasingly apparent in the literature, there is a general lack of information about the
experiences of this community. Two recent studies that employ focus group and interview
methods begin to examine the in-depth firsthand experiences of autistic LGBTQ+ people. Hillier
and colleagues asked four LGBTQ+ and autistic focus group participants about the unique
benefits and challenges of holding their dual identities. Although many participants noted that
their dual identities served as a connection point with others of shared experience, they also
reported pervasive challenges with accessing needed physical and mental healthcare and services
due to a lack of acknowledgement and understanding of LGBTQ+ and autistic identities (Hillier
et al., 2020). Providers and family members often dismissed or discredited the sexual orientation
and gender identity of individuals because of their autism status. “People assume when you are
autistic you don’t know yourself, but even people I know with intense symptoms, know
themselves” (Participant 1; Hillier et al., 2020).

Expanding on this work, Lewis et al. (2020) conducted online interviews with 67 autistic
adults (aged 18-57 years) who identified as sexual minorities. Lewis and colleagues conducted
the first phenomenological study of the autistic LGBQ experience, aiming to understand the
experiences of queer autistic individuals with respect to their multiple identities. Six themes
emerged, including “1) self-acceptance is a journey, 2) autistic traits complicate self-
identification of sexual orientation, 3) social and sensory stressors affect sexual expression, 4)

feeling misunderstood and isolated, 5) challenges finding mutually satisfying relationships, and



6) difficulty recognizing and communicating sexual needs” (Lewis et al., 2020). Taken together,
these themes highlight the unique experiences of autistic sexual minorities and illustrate the
complexity of identity formation and meaning making around those identities.

Participants in each of these studies discussed their experience with living at the
intersection of autistic and LGBTQ+ identities and challenges associated with holding “double
minority” identities and stressors. Overarchingly, these studies provide support for considering
the multiple identities of autistic people as intersecting and interacting, rather than as separate or
parallel (Hillier et al., 2020). Importantly, the vast majority of participants in the Lewis and
Hillier studies were White. In examining the multiple identities of LGBTQ+ autistic individuals,
we must ensure that we are learning about these experiences from samples that are diverse in
terms of race/ethnicity, socioeconomic status, and education level.

The Hillier and Lewis studies represent a critical step forward in prioritizing participant
voice in research conducted with LGBTQ+ autistic populations. Very few studies to date have
examined the experiences of autistic LGBTQ+ individuals using community partnered research
designs. These limited studies are discussed in the section that follows. The use of community
partnered methods is a critical next step in developing ecologically meaningful research that is
tied to the needs and priorities of the community.

Community partnered research: an under-utilized approach

Although scholars across fields of study have recognized the importance of including the
community of interest in the research process for several decades, community participatory
studies are rare in autism research (Croen et al., 2006). This may in part be due to evident
challenges with conducting this type of research (e.g., greater financial costs to compensate

partners, reliance on established relationships). Despite evident obstacles, the benefits of
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involving the community in research outweighs these challenges (den Houting et al., 2021). The
use of community partnered methods facilitates a focus on ecologically-meaningful outcomes for
the study population and works towards closing the research to practice gap (Jones & Wells,
2007; Strang et al., 2019). As research focused on autistic adults becomes more common in the
field of autism research, community participatory methods are essential (Nicolaidis et al., 2019).
Community partnered participatory research (CPPR) is a form of community based
research that focuses on academic-community partnership across all phases of the research
process- design, implementation, and ownership of products (Jones et al., 2009). A main goal of
this specific approach is to engage a range of community stakeholders with diverse experiences
in a collaborative research process. While CPPR approaches have been used in autism research
(e.g., Smith et al., 2017), only two studies to our knowledge have employed community-based
methods to partner with the autistic LGBTQ+ community. In the first study of its kind, Strang
and colleagues partnered with autistic gender diverse adolescents to characterize their gender
trajectories across time and to learn about salient themes in their lives (Strang, Powers, et al.,
2018). Subsequently, Strang et al. 2020 used community based methods to develop a clinical
program and recommendations for gender diverse and trans autistic adolescents (Strang, Knauss,
et al., 2020). These studies serve as examples for how community-based and community-
partnered methodologies can facilitate a greater understanding of the autistic LGBTQ+
community and their priorities for research. As the mental health disparities of the autistic
LGBTQ+ community become increasingly clear in the literature (Hall et al., 2020a), community
partnered research provides a path forward to help us understand the barriers that these

individuals face in accessing affirming mental healthcare and support.
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Thus, a fundamental component of this study is its community partnered approach. Five
autistic and LGBTQ+ adults from across the United States were recruited and interviewed to be
part of an advisory group for the current study. The Autistic LGBTQ+ advisory group and I
worked collaboratively on each aspect of this research study, from creating, piloting, and testing
the interview protocol to coding and interpreting results. The inclusion of autistic LGBTQ+
individuals as co-researchers and collaborators allows this study to be guided by voices of the
community to promote understanding of specific experiences in the mental health care system.
Positionality

I come to this work as a non-autistic queer white cisgender woman and, therefore, aim to
learn more through partnership and collaboration. The paucity of literature around the
experiences of queer-identifying autistic young adults in the mental health care system is what
drives me to this collaborative work. Additionally, I am the family member of an autistic adult
with intellectual disability and bipolar disorder. My experiences growing up alongside my family
member shaped my interest in the intersection of mental health and autism. In many ways this
study is a marriage of my two passions- LGBTQ+ advocacy work and autism research that
centers the voices of those in the autistic community.

Current Study

To expand and build upon existing work on the LGBTQ+ autistic experience, this study aims
to provide in-depth, nuanced information about the barriers and facilitators to accessing mental
health care among this population. The purpose of this qualitative, phenomenological study is to
answer the research question: What are the experiences of LGBTQ+ autistic young adults with
regards to their mental health status and mental health care?

Theoretical & Conceptual Frameworks

12



Theoretical Framing: Crip Theory & Neuroqueerness

This study integrates several theoretical approaches that shape the study design, analysis,
and interpretation of findings. Figure A is a visualization of the approaches that support and
guide this study, and how they are situated in relation to one another. The overarching theory that
guides this work is Crip Theory, which posits that autistic behavior cannot be separated from
sexual and gender deviancy, as both autistic and queer identities deviate from the norm under the
existing majority systems of oppression and power. McRuer writes that “compulsory
heterosexuality, including the stereotyped genders that undergird it, and ‘compulsory able-
bodiedness’ are interlocking and mutually-constituting systems of power” (McRuer, 2006). In
this way, neurological variance is inherently intertwined with gender and sexual variance.

Scholars from queer and disability studies have expanded on these ideals in recent years,
writing about the interconnectedness of queer, disabled, and neurodivergent identities. M. Remi
Yergeau echoes the above musings from McRuer: “autism and queerness are implicated in one
another, are mutually sustaining- even if at times radically diverging- conceptions of what it
means to demi-rhetorically move and defy” (Yergeau, 2017). In 2014, M. Remi Yergeau, Nick
Walker, and Athena Lynn Michaels-Dillon collectively coined the term “neuroqueer” or
“neuroqueerness”’, which points to the interconnectedness of queer and neurodivergent identities,
which both “frustrate norms” (Walker, 2015; Yergeau, 2017). To be neuroqueer is to identify as
both queer and neurodivergent, “with some degree of conscious awareness and/or active
exploration around how these two aspects of one’s being entwine and interact (or are, perhaps,
mutually constitutive and inseparable” (Walker, 2015). Walker and colleagues push forward and
expand upon the work of McRuer and others, creating a term that embodies the intersection of

neurodivergence and queerness.
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Taken together, this body of disability-gender-sexuality work is foundational to this
study. Crip theory and neuroqueerness give us a lens through which to view the experiences of
the autistic LGBTQ young adults in this study. These frameworks emphasize that to be disabled
in current society means that you are othered—your existence stands in contrast to a world that is
built for people who are able-bodied and non-autistic. If you are both disabled and
simultaneously queer, your existence challenges additional norms—for example, how you are
supposed to dress and behave if you are born a certain sex, who you are expected to marry to
become a ‘successful’ and ‘functioning’ adult in the eyes of society, how you are supposed to
communicate and interact socially. To be an autistic queer young adult is to ‘frustrate’ multiple
societal norms simultaneously, just by existing as yourself.

McRuer’s conceptualization of Crip theory, whose work is continued and expanded upon
by current neuroqueer scholars, serves as the overarching theoretical framework for this study. In
addition to this overarching theoretical framework, I employ two smaller-scale theoretical
models that help us situate the autistic LGBTQ+ person in the current sociopolitical and
healthcare contexts.

Intersectionality & Minority Stress Model (MSM)

Intersectionality is a theory and tool that describes how multiple forms of inequality
combine to produce compounded experiences of oppression and subsequent discrimination for
those with multiple-marginalized identities and experiences. Coined by Kimberl¢ Crenshaw,
intersectionality is grounded in Black feminism and Critical Race Theory and its application
spans fields of study (Carbado et al., 2013). We can apply the theory of intersectionality to this
study to acknowledge and make space for multiple salient identities that participants may

describe as important to their experiences in the mental healthcare context. Semi-structured
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interviews were chosen as a data collection method under guidance of this conceptual framing, to
make space for participants to describe their multiple identities, and how the intersection of these
identities impacts their mental healthcare experiences.

The Minority Stress Model (MSM) posits that individuals in minority groups, particularly
sexual minorities, experience unique stressors that are both distal (e.g. harassment,
discrimination) and proximal (e.g. perceived stigma) (Meyer & Frost, 2013). Individuals with
multiple marginalized identities face these additional stressors that can have a series of negative
effects (Balsam et al., 2011). The Minority Stress Model, as adapted by Botha and Frost, informs
why autistic LGBTQ+ young people may have more mental health challenges and different
experiences within the mental health care system compared to those who do not hold the same
marginalized identities. The MSM informs the lens through which I view autistic mental health
struggles in this study.

In sum, Crip theory serves as the overarching umbrella theory for this study and is
grounded in work that discusses the intersection of disability and queerness. Intersectionality and
MSM are theoretical models that aim to help the reader conceptualize more specifically how we
situate the autistic LGBTQ+ person in context. Intersectionality helps us understand the
compounded forms of oppression that our participant face as a result of their social identities,
while MSM helps us understand these marginalized identities in our current socio-cultural and

healthcare context.
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Crip Theory
(Dis)ability-gender-sexuality

Minority Stress
Model (MSM)

Intersectionality

Figure A. Visualization of the overarching theoretical framework and nested models that guide
this study.

Conceptual Framework

With influence from the theoretical framings discussed above, we conceptualize the
autistic LGBTQ+ young person alongside their multiple, intersecting identities within the current
social, political, and healthcare contexts. The conceptual framework for this study is visualized
in Figure B. This framework takes into consideration the impact of dominant cultures and ideals
(e.g., heteronormative, cis, white ideals and norms) and the results of deviating from those norms
(e.g., experiences of oppression, discrimination, harassment). Both the physical and mental
health of the autistic LGBTQ+ person is impacted. This study focuses specifically on the
healthcare context, and how having multiple marginalized identities impact experiences
accessing appropriate care.

Taken together, these theoretical and conceptual models influenced the way that I
gathered data for this study (semi-structured interviews offered in a variety of modalities with
accommodations), and how data were analyzed and interpreted (acknowledgement of multiple
marginalized identities, within the healthcare context, and how oppression and harassment may
shape the experiences of autistic LGBTQ+ individuals).
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Figure B. Conceptual Framework. The autistic LGBTQ+-identifying individual alongside their
multiple, intersecting identities. They are nested within the healthcare system and broader
cultural, social, and political contexts.

Oppression & Discrimination

Methods

Research Design & Methodology

This study employs a phenomenological approach, as this work aims to investigate how
several individuals commonly experience a phenomenon or interest or the essence of a
phenomenon (Creswell & Baez Creswell, 2015). This study spotlighted specifically the mental
health care context, and the barriers that LGBTQ+ autistic young people face in accessing care.
Participants who have experienced the phenomenon of interest (receiving or attempting to
receive mental healthcare) were specifically recruited to take part in the study, and their accounts
serve as the data (Colaizzi, 1978).

Community Partnered Participatory Approach
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Five autistic LGBTQ+ adults from across the United States were recruited to be members
of an advisory group for this study. To collaboratively design and execute this study, myself and
the Autistic LGBTQ+ Advisory Group (referred to as AG from here on) used the community
partnered participatory research (CPPR) approach developed by Jones and Wells (Jones &
Wells, 2007). There are three major stages to CPPR, including 1) vision (collectively envision
and articulate the goals of the research), 2) valley (work together to collect data), and 3) victory
(celebrate success and disseminate agreed upon products) (Jones et al., 2009).

Jones and Wells created a foundation for the application of community-partnered
research in health and clinical fields. Others have followed in the footsteps of their work to
create guidelines for partnership with autistic community partners. The Academic Autistic
Spectrum Partnership in Research and Education (AASPIRE), founded in 2006, brings together
academic researchers and the autistic community to conduct community-based research
(Nicolaidis et al., 2019). We used several of the practice-based guidelines for the inclusion of
autistic individuals in research as co-researchers developed by AASPIRE. The AG collaborated
with me on each part of the research process- from development of measures (e.g., semi-
structured interview questions), to data collection methods and accommodations, through the
creation of the codebook, and discussion of key themes/findings.

Autistic LGBTQ+ Advisory Group (AG) Details

The Autistic LGBTQ+ Advisory Group is made up of 5 self-identified autistic LGBTQ+
adults from across the United States, ages 26-39 years old. The majority of the AG (3/5) identify
as White, 1 person is multiracial, and 1 member is Hispanic/Latine/Latinx. The AG is diverse in
terms of gender identity, as 2 members identify as women, 1 identifies as a man, 1 as

nonbinary/gender fluid/gender expansive, and 1 as not sure or questioning. One member out of
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the 5 identifies as transgender. The AG have a variety of sexual orientations, and the majority
identify as either Lesbian/Gay (2 out of 5) or Asexual/Ace/Ace spectrum (2 out of 5). They live
throughout the United States, including in West, Midwest, South, and Northeast regions. The AG
is made up of people from multiple fields and professions- two members work for a disability
nonprofit/autistic advocacy organization, 1 member works in academia/higher education, 1
member is a clinical social worker, and 1 member is a visual effects specialist working in film.
Overall, the AG is highly educated, as the majority have completed a graduate or bachelor’s
degree, and 1 member completed high school. All 5 AG members report having a formal
diagnosis of autism from a clinician or health professional, and they were a wide range of ages
when they received that diagnosis (range = 2-34 years old, Mage = 14.4 years old).

This dissertation study is funded by an AIR-P Scholars Pilot and Feasibility Grant. The
Autism Intervention Research Network on Physical Health (AIR-P) is an interdisciplinary
research network funded by the Maternal and Child Health Bureau. More specifically, this
project falls under the Gender, Sexuality, and Reproductive Health node of the AIR-P network.
The Gender, Sexuality, and Reproductive Health node has its own autistic advisory board. This
study was discussed at their regular meetings, and autistic board members passed along
information to their contacts and friends. Additionally, I advertised the AG positions through
emails to my contacts and network at UCLA. I made a purposeful effort to recruit AG members
from racial/ethnic minority backgrounds but only 2 members are non-White, which is a
limitation of this work.

AG Meetings
From February 2022 to February 2023, I met with the AG every 2 weeks for 1 hour (with

the exceptions of holidays and other short, planned breaks). Advisory group members were paid
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$50/hour to attend 18 team meetings total. Members were also paid for ad hoc work outside of
formal meetings, including responding to emails, editing conference posters, authoring the semi-
structured interview guide, piloting interview questions, recruiting participants through partner
organizations, developing the codebook, and providing feedback on themes. During the first
meeting we worked together to create shared understanding of the project’s overarching goals
and co-create community guidelines as well in the form of an “Advisory Group Charter” (in line
with the vision stage of Jones & Wells CPPR approach). All meetings took place via Zoom. AG
members participated in meetings in a variety of ways, including using exclusively the chat to
type, verbal participation, or a combination of the two. One member participated predominately
through written modes of communication (i.e., chat function, written emails). All other members
participated through a combination of verbal and written modes. About a week before each
meeting, | sent out an agenda and any materials for AG members to review. After each meeting,
I sent an email with action items and due dates. I used the structured email template developed
by AASPIRE for all community-related communications, including the meeting agenda, which
follows the following format: purpose, actions, deadline, compensation, details (Nicolaidis et al.,
2019). AG members were not eligible to be participants in the study.
Participant Eligibility

Participants self-screened for eligibility to participate in this study. Participants were
eligible if they: 1) self-reported that they are autistic (including those with both formal diagnoses
and those who self-identify), 2) identify as LGBTQ+ or questioning, 3) live in the United States,
and 4) have received or tried to receive mental healthcare (e.g., counseling, therapy).

Additionally, participants were required to have access to a device (computer, mobile phone) that
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can access the internet, and be able to independently communicate regarding their mental health
experiences and care (through verbal or text-based modalities).
Recruitment

The AG and I recruited participants through two primary methods: 1) advertising the
study on email listservs of organizations for and by autistic young adults (i.e., College Autism
Network, the Autistic Women & Nonbinary Network, Autistic Self-Advocacy Network), and 2)
social media. The recruitment flyer is included in Appendix A. We recruited participants through
both a study-specific Instagram account as well as through postings to the research team’s
personal Instagram and Twitter accounts. To allow for the most equal opportunity for
participation across a wide range of possible participants, the AG and I chose to do intensive
recruitment postings across a 3-day period. From July 6-8, 2022, we posted to all recruitment
avenues and social media sources simultaneously.

We reached our target recruitment of 25 participants within 48 hours and continued to
accept survey responses until 29 participants had completed the survey and signed up for an
interview. Those who were interested in participating after we reached 29 participants were
directed to enter their contact information into a survey with the potential to be contacted for
future related studies. 15 people over and above the 29 participants entered their contact
information. These numbers demonstrate the level of interest in studies focused on LGBTQ+ and
autistic identities within the broader autism community, presenting avenues for continued work
in this area.

Participant Characteristics
Twenty-nine young adults self-screened for eligibility and signed up to take part in both

the survey and interview. We excluded data from 1 participant after they completed the study as
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we were unable to verify that they were a United States resident, and the geocode location
recorded from their survey submission was outside of the United States. Thus, our final sample
includes 28 young adults between 18-28 years old (M = 23.3 years, SD = 2.8) who identify as
Autistic and as LGBTQ+ (Lesbian, Gay, Bisexual, Trans*, Queer and/or Questioning, Intersex,
Asexual, or Two-spirit). All 28 participants completed the demographic survey and consented to
be contacted to schedule an interview. 20 out of the 28 participants responded to our research
team’s follow up communications and completed a semi-structured interview with me. Eight
participants either did not respond to our attempts to schedule an interview or indicated that they
no longer wanted to take part in an interview. See Table 1 (in appendix) for detailed
demographic information on the full sample of 28 participants, as well as separate demographics
of those who took part in interviews (n=20) and those who only completed a survey but did not
complete an interview (n=8).

Almost half of the full sample (13/28 participants) identify as nonbinary, gender fluid, or
gender non-conforming and over half (16/28) identify as trans. In terms of sexual orientation, our
participants largely identify as queer or lesbian/gay. The majority (18/28) identify as White, and
12 out of 28 participants report having just enough to meet their basic needs (e.g., food, housing,
transportation). In terms of education level, most participants completed some college (8/28) or
hold a bachelor’s degree (10/28). While the majority report being employed full time (12/28), 6
out of 28 participants report that they are not working (unemployed or unable to work due to
disability or other reasons). Over half (15/28) report having a formal diagnosis of autism by a
clinician or other health professional, 7 report being informally identified by a provider as
autistic, and 4 report that they self-identify as autistic. On average, participants were adults when

they received an autism diagnosis or began to self-identify as autistic (M4g.= 18 years, SD= 6.2).
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Interview Participant Characteristics

Those who participated in semi-structured interviews (n=20) were largely nonbinary or
gender expansive, identify as trans, and were assigned female at birth. The interview sample is
largely White, have a bachelor’s degree or some college, and report having just enough to meet
their basic needs. Like the overall sample, co-occurring diagnoses were common amongst this
group, with the most common reported diagnoses being ADHD, anxiety, depression, and PTSD
(see Table 1, appendix). The vast majority were formally diagnosed as autistic in adulthood
(M4ge=18.9 years). Many interviewees received their diagnosis or began to self-identify within
the last few years, and for some this journey to autism occurred within the same year as the
interview. Thus, for many interviewees, their autistic identities were salient, and they spent
substantial time considering this aspect of who they are. Interviewees were on average 23 years
old and therefore also in a stage of life when identity formation and development are central to
one’s experience (Arnett, 2000). Most interviewees reported having experiences of masking their
autistic traits either presently or at some point during their lives and reflected on the impact of
those experiences. The findings from the thematic analysis largely represent the perspectives and
lived experiences of this group in receiving or attempting to access mental healthcare, and
findings may be different for samples that are largely made up of others in the autistic
community. Table 2 (appendix) includes pseudonyms and demographic descriptors to provide
additional context for each interviewee.
Procedures

Participants followed a link or QR code from the recruitment flier to access a secure
Qualtrics platform with information about the study. The Qualtrics home page included a list of

frequently asked questions about the study (e.g., why are we doing this study? What will we ask
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you to do for this study?). All text on the Qualtrics platform was written in plain language.
Participants then moved through the following tasks: 1) check if they qualify (answer 5
eligibility questions based on the aforementioned criteria), 2) review consent form, 3) decide/ask
questions (decide if they want to do the study or if they need to ask questions before deciding),
4) survey (complete demographic survey), 5) schedule interview (choose between written or oral
interview format).

In entirety, the IRB process took 6 months from submission to approval. Due to the
mental health subject matter and participant population, the study was designated to be reviewed
by the full board. Both a suicidality protocol and abuse protocol were developed for this study in
case a participant disclosed during the interview. We obtained a Waiver of Consent for this study
from the UCLA IRB and thus a signed consent form was not required.

Participants viewed the consent form through the Qualtrics platform and were able to
download a copy of the consent with contact information for the study leads. After reviewing the
consent form, participants were asked to confirm that they wanted to participate in both parts of
the study (survey and interview), or if they wanted to talk with a research team member before
deciding. Participants received a $50 electronic Amazon gift card for completing both the online
demographic survey and the semi-structured interview. If participants completed only one part of
the study (survey or interview), they did not receive any compensation and were given this
information before consenting to the study.

Measures
Measures included semi-structured interviews and demographic surveys. All data were collected
online.

Demographic Information
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Participants responded to a 25 question Qualtrics survey with demographic questions (see
Appendix for full measure).
Semi-structured Interviews

Semi-structured interviews are a commonly used qualitative interview method that allows
the research team to ask pre-designed guiding questions but adapt and supplement the interview
with follow-up questions when appropriate (Ravitch & Carl, 2019). Participants were presented
with a variety of options for taking part in the semi-structured interview including both text-
based and oral formats (i.e., Zoom video interview, phone interview, in person, or text-based via
WhatsApp, an encrypted synchronous chat platform). Preferences among the autistic community
for text-based communication options have been well outlined in the literature and other
phenomenological published studies have employed similar offerings for participation (see
Lewis et al., 2020 for example). Ten of the 20 interviewees chose zoom video interviews, 7
chose phone interviews (zoom with no video), and 3 chose written interviews. None of the
interviewees chose to do their interview in person. Interviews ranged in length from 1 hour to 3.5
hours (average duration = 1.95 hours). The written interviews were the longest in duration
(average duration = 2.83 hours). Interviews took place between July 18, 2022- January 10, 2023.

All interviews conducted verbally were audio-taped for later transcription and coding
with the permission of the participant, and written interview transcripts were additionally
collated. The interview framework was adapted from Seidman’s 3-part framework for
phenomenological interviewing (Seidman, 2006). Part one of the semi-structured interview
served as an adapted form of a focused life history and included questions pertaining to the
participant’s identities and journeys to understanding those identities. Details on participant

experiences with seeking and obtaining mental health care were elicited in part 2 of the interview
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(e.g., barriers and keys to accessing care). The third part of the interview asked the participant to
reflect on their mental health care experiences and what they would like to tell policy makers and
healthcare providers about their experiences accessing services. The areas of focus and order of
questions were decided upon in collaboration with the AG. See appendix for copy of the
interview protocol.

Interview Approach. I began each interview by reviewing the main points of the consent
form with the participant and reminding them that they were welcome to skip any question they
did not feel comfortable answering. To establish rapport and begin to develop trust, I shared my
own positionality at the start of each interview during our introductions. I disclosed my own
queer identity and position as a family member of an autistic person with intellectual disability
and bipolar disorder. Additionally, I emphasized the community partnered study approach,
highlighting the AG and their work in co-constructing this study. Following the input of the AG,
I provided a list of all interview questions to participants before the interview so that they were
able to review them in advance. I also used a visual aide/schedule detailing the interview parts to
guide the conversation and serve as an anchor. Finally, to add to participant comfort, I
encouraged participants to take breaks when needed throughout the interview.

Analysis

The AG and I analyzed interviews using a thematic analysis framework, as suggested by
Braun and Clarke. Thematic analysis is a widely used process that allows the researcher to
identify patterns in the data, leading to the creation of central themes (Braun & Clarke, 2006).
We used an inductive approach to coding, which allows for data to be segmented into codes and
themes without a pre-existing coding scheme, centering participant voice in the process

(Creswell & Baez Creswell, 2015). In following this approach, the goal is to identify themes that
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are linked to the data itself, rather than the preconceptions of the researchers (Braun & Clarke,
2006). We employed Braun and Clarke’s 6-phase approach to thematic analysis, which includes
1) transcribing and familiarizing yourself with the data, 2) generating initial codes, 3) searching
for themes, 4) reviewing themes, 5) defining and naming themes, and 6) extracting examples and
producing the report. Although described as a linear 6-phase process, in practice Braun and
Clarke’s approach is iterative, reflective, and involves moving back and forth between phases
(Nowell et al., 2017). Our thematic analysis process is detailed in the sections that follow.
Step 1: Transcription

Interviews were audio-recorded and transcribed verbatim using a 3-step process: 1) audio
files were uploaded to an automated transcription software program, Otter.ai, 2) undergraduate
research assistants reviewed each automated transcript and checked the text against the audio
recording for accuracy, noting questions and unintelligible segments, and 3) I checked each
transcript for accuracy and generated a finalized transcript for each interview. Text-based
interviews were exported from WhatsApp and transcripts were checked for accuracy.
Step 2: Generating Codebook

Two members of the AG opted into assisting with creation of the codebook. The 3 of us
independently read 4 transcripts 2-3 times each, noting down initial ideas and keywords. Next,
we met to discuss key ideas and generate initial codes. By the 6" meeting, we achieved
consensus on a series of initial codes, which became the first draft of our codebook. Table 3 lists

the primary and secondary codes. Figure C shows a visual version of the final codebook.

Primary Code Secondary Codes

Identities Identity journey, disconnect from gender,
gender expression, coming out, autistic
experience, my multiple identities.

Mental Healthcare Diagnosis, Access to care, Reflections on
therapy/care.
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My Mental health Mental health diagnosis as part of identity vs.
condition I suffer from, alternative mental
healthcare practices, impact of mental health
on my life.

Community & Family Internet/Media, in group discrimination,
external oppression & discrimination
experiences, advocacy & activism, support &
connection, others’ denial/disbelief about who
[ am.

Table 3. Primary and secondary codes that make up the codebook.

. Mental My Mental Community/
imary : Identities !
Primary codes Healthcare Health (MH) Family
Secondary e Identity journey e Diagnosis e MH diagnosis as ¢ Internet/Media
f identit:
codes: Partioficentity
e Disconnect from e  Accessto care vs. condition | O |l'.| SFPU? .
gender suffer from discrimination
e Reflectionson
e Gender therapy/care e Alternative MH e External
expression care practices & oppression &
tools for MH. Discrimination

e Comingout Experiences

e Impact of MH on

e Autistic daily life . :d\{szcy &
experience ctivism
e My Multiple . Suppor‘t.&
Identities Connection
e Others

denial/disbelief
about who |l am

Figure C. Visual of primary and secondary codes.
Step 2 (continued): Coding & Inter-rater Reliability

Due to the volume of data, we used NVivol2, a computer-assisted qualitative analysis
software program to apply codes to text excerpts in accordance with the codebook. Paragraphs
were used as the unit of analysis, and thus we applied 1 code to each paragraph of interview text.
A graduate student researcher (DG) and I coded the interview transcripts. To prepare for

reliability coding, DG and I coded 2 transcripts together to develop a shared understanding of the
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codebook and coding process. We made edits to the codebook as appropriate to make codes
clearer and more specific. Next, we independently coded 2 transcripts and measured reliability
(practice coding round) and met to discuss discrepancies and come to consensus on all codes.
Finally, DG and I double coded 6 transcripts (chosen at random), achieving substantial interrater
reliability (Cohen’s Unweighted Kappa = 0.69). Cohen’s Kappa is a robust statistic used for
interrater reliability testing with values ranging from -1 to +1, where 0 represents the amount of
agreement expected from random chance, and 1 representing perfect agreement. A Kappa value
0f 0.21-0.40 indicates fair agreement, 0.41-0.60 as moderate, 0.61-0.80 as substantial, and 0.81-
1.00 as almost perfect agreement (McHugh, 2012). Cohen’s Kappa is considered a more robust
measure of inter-rater reliability than percent agreement, which does not account for agreement
due to random chance (McHugh, 2012; O’Connor & Joffe, 2020). After reliability was
calculated, we met to discuss discrepancies and come to a consensus on all codes within the 6
transcripts.

Across the practice and final reliability rounds, a total of 10/21 (48%) of interviews were
double coded by DG and I, which exceeds the 10-25% of data units that are typically double
coded in qualitative research (O’Connor & Joffe, 2020).

Steps 3 & 4: Searching for & reviewing themes

Once all data were initially coded, we began the process of searching for links between
the codes to collate them into potential themes. I reviewed all data excerpts within each code to
draft an initial thematic map. Next, I met with the AG to review and modify the initial thematic
map. Several codes were collapsed into one another, and the themes were condensed and
simplified.

Steps S5 & 6: Defining themes & extracting examples
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After incorporating the AG’s feedback and edits, a final set of themes were drafted. We
chose and collated exemplar quotes for each theme.
Reflexivity

Reflexivity is a critical tenant of qualitative research that asks the researchers to write
about their biases, experiences, and values and how they impact the research process (Creswell
& Baez Creswell, 2015). Throughout each step of the research process, members of our team
(undergraduate transcribers and all coders) used analytic memos and reflexive journaling to
document reflections. Directly following each interview, I documented my reflections in an
analytic memo. While transcribing the interviews, each undergraduate researcher took detailed
notes of their thoughts and reactions to the data and shared them with me. During the coding
process DG and I independently wrote analytic memos, shared them with each other, and
discussed reflections. In addition to writing memos, we engaged in reflexivity through zoom and
in person meetings with both the AG and the student research team. During each meeting, we
allotted time for collaborative brainstorming and discussion to make meaning from the data.
After each interview, participants were invited to share additional thoughts and clarifications via
email. No participants chose to add additional reflections or thoughts following the interviews.
Future Directions for Analysis

Thematic analysis allows us to see the breadth of ideas and concepts in the dataset and to
understand and visualize connections between themes. In the future, I plan to conduct a second
phase of coding using narrative analysis to cultivate a deeper understanding of individual stories
present in the data.

Trustworthiness
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The AG co-designed this study and gave detailed feedback on all aspects, including the
drafted themes. This ongoing collaboration ensured that the data were interpreted from the

perspective of a team with diverse neurotypes and life experiences.

Findings

This phenomenology explored the experiences of Autistic LGBTQ+ young adults ages
18-28 years old regarding their mental health care experiences. Interviews touched on multiple
subjects and topic areas, including identities, mental health, mental health care experiences, and
reflections on community connectedness and sense of belonging. The results presented here are a
deep dive into participant stories and reflections on their mental health and healthcare
experiences. In the sections that follow, we will: 1) briefly describe participant reflections on
their mental health, 2) present the process through which many of our participants navigated the
mental healthcare system and 2) describe 6 themes that emerged from the interviews that
represent participant interactions with the mental healthcare system. Table 2 (appendix) includes
interviewee pseudonyms and demographic descriptors to provide additional context for the
quotes presented here.
Reflections on mental health

Almost 90% (25 out of 28) of our overall sample reported that they have anxiety, 80%
(22/28) endorsed depression, and over half (15/28) reported that they have ADHD (see Table 1,
appendix). When asked to describe their current mental health status, several participants
contextualized their answer in the present historical moment (emerging from the pandemic) and
described the impact of current events such as the murders of Black lives and Black Lives Matter
movement. Many interviewees reflected on the impact of the pandemic on their mental health. In

addition, people described that their mental health was continually impacted by past experiences
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of trauma during childhood (i.e., bullying in school, instances of relational trauma, therapy-
related trauma via conversion therapy or being infantilized by a therapist). Many participants
wrestled with the question of whether their mental health was an aspect of their identity, or a
condition that they suffer from. These contrasting viewpoints on this topic are reminiscent of
debates in the field around whether being “mad” [having mental illness] is a form of disability
similar to neurodivergence that some may view as an aspect of their identity (McWade et al.,
2015). Taken together with the high rates of co-occurring mental health conditions in this
sample, these reflections underscore the salience of mental health challenges in participants’
daily lives.
Navigating the mental healthcare system

Our participants described their road to getting mental health support as a multi-step,
nonlinear process. This process is visualized in Figure D (see below). We will first provide a
description of this road to support for participants, followed by an in-depth analysis of themes

that emerged from their experiences in the healthcare system.

Navigating the Mental Healthcare System: The Road to Getting Support

There must be another
way?
Alternative Practices that
3 help my mental health
People find other tools:

Journaling, special interests,
community care, addiction.

|

START 1

Mental Health challenges

Mental health diagnoses
are very common in our

samp|e' Many peop|e Traditional Mental y
share about how their Healthcare System
mental health impacts People try to get support FINISH
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Figure D. Visual process map of participant’s path in navigating the mental healthcare system.
As a starting point, autistic LGBTQ young adults described struggling with their mental
health (often because of co-occurring diagnoses). The impact of their mental health on their
physical health and daily lives motivated them to seek support from the mental healthcare
system, which includes services such as individual therapy, group therapy, psychiatry, and in-
patient programs. In attempting to access services, participants described hitting several
roadblocks or barriers that made it harder for them to receive care. Most commonly described
barriers include the cost of therapy and issues navigating insurance networks, as well as the
substantial executive functioning burden of making and attending a medical appointment (e.g.,
planning out which bus route to take to the building, backwards planning the time they need to
leave home to arrive on time). There were also ‘green flags’ or facilitators to accessing care. A
common facilitator that several participants mentioned was support they received from friends
and family in connecting them to vetted providers and setting up therapy appointments.
Although some participants described positive experiences with the traditional mental
healthcare system, many felt that their needs were not met for a myriad of reasons (described in
detail in the sections that follow). As a result of this unmet need, participants describe searching
for alternative supports and ways of coping with their mental health. They describe 2
predominant forms of coping and support strategies: 1) individual practices (e.g., using special
interests to regulate, using music as a tool to process difficult emotions) and 2) collective,
community-based care. Although this road is depicted here as linear, in reality this was the not
case for participants- they experienced many ‘round-abouts’ and road closures. Six themes
related to participants’ mental healthcare journeys emerged from the interviews (see Table 4).

Each theme is described in the sections that follow.
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Theme 1: “People don’t believe me”: Disbelief & Denial of Autistic LGBTQ+ Identities.

Theme 2: “If I was a white boy growing up in the U.S...”: Intersectional Identities and
multiple diagnoses complicate the road to an autism diagnosis or self-identification.

Theme 3: “College can pay for that”: Accessing care through existing relationships &
systems I am a part of.

Theme 4: “Mentioning my pronouns to them as a pretest”: ‘Reading’ potential therapists for
safety.

Theme 5: “I can get someone knowledgeable in autism or in the LGBT area but not both™:
Providers’ lack of fluency in supporting diverse autistic clients.

Theme 6: Alternatives to the Traditional Mental healthcare system

e 6.1: “Vectors of Autistic Joy”: Individual practices & special interests that sustain me.
e 6.2: Community care

Table 4. Overview of themes.

Theme 1: “People don’t believe me”: Disbelief & Denial of Autistic LGBTQ+ Identities.
Across contexts, and particularly in the healthcare setting, participants described

experiences where others denied or disbelieved their autistic and LGBTQ+ identities.

Overarchingly, interviewees told 3 types of stories around this idea of disbelief and erasure: 1)

people denying or not believing that they are autistic, 2) others claiming that they don’t know or

can’t understand their sexuality and gender as a result of being autistic, and 3) instances of

providers disregarding their opinions, needs, and preferences about their medical care. Below are

examples of each experience.

Sam and I met for the interview via phone. When I asked her to describe her gender
identity, she shared, “for as long as I’ve had conscious thoughts I have known myself to be
without a gender”. Sam identifies with the term “genderless” but is often “typically assumed
femme” by strangers. Throughout our interview, she spoke about her experience being from a

Jamaican immigrant family, and how that impacted her path to discovering her queer, autistic
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identities. In relation to her experiences in the mental healthcare system, Sam described the
interplay of her autistic, queer, and multiracial identities on her interaction with her neurologist:

Even recently...I met with a neurologist for something entirely unrelated. But I was like,

okay, it’s a neurologist, and she’s asked me about past things, I should just mention it

[being autistic]. Like, it’s a neurodevelopmental disability so like, maybe this is relevant

information. So I mentioned it, and then, like, at the end of the meeting, she was like,

‘Why are you so sure that you’re autistic?” and I was like, ‘well, like, I just know. I do

also have a diagnosis, but like what do you mean by that?” And I was like, [laughs under

breath] ...the frustration...or she said something else about how she’s had other patients
who have been autistic and I’'m not like them. And I was so confused, so perplexed by
that. I think in medical spaces at all, I'm already a minority. I kind of don’t really look
like any of your patients anyways. — Sam [age 22, genderless,

Black/Jamaican/Cuban/English].

Many people in addition to Sam had their autistic identities denied by people in their lives
because they did not “look autistic” or exhibit stereotypical autistic traits or behaviors. Luna is an
18-year-old nonbinary person who received a formal diagnosis of autism in 2022, the same year
as our interview. They described their interactions with people who have a family member on the
spectrum, saying: “...their like, you’re nothing like my nephew or cousin, so you must not be
autistic.”

Participants experienced disbelief and denial about not only their autistic identities, but
many spoke or wrote about how their autism was used to negate their ability to understand their
gender and sexuality. This was the case for Kennedy, a gay trans man who received a provisional
diagnosis of autism as a child and then a formal diagnosis at 16-years-old. Kennedy came out as
trans and queer to his parents towards the end of high school. Kennedy reflects on this coming
out process:

My parents were fine with the queer bit, but the gender piece was much tougher, they
kept getting hung up on the autism piece and blaming that for my gender and suggesting
that I didn’t really understand my gender fully. And then they also for a while were

convinced that being trans had caused the autism...- Kennedy [age 24, nonbinary/gender
expansive, White].
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This idea of invalidation was echoed by Amanda, who I spoke to via phone for our interview.
About a year before our conversation, Amanda started seeing videos of autistic creators and
experiences on TikTok, and from there, started to take self-assessments for autism and research it
further. “Watching anecdotal stories” told by autistic people on social media and doing her own
reading were critical parts of her journey to self-identifying as autistic. Amanda describes
watching others be denied gender-affirming or reproductive health care because of their queer
autistic identities, and the interplay between them:
...I haven't experienced this because I don't really talk about my autism very much. But
I've seen a lot of people get invalidated for their gender identity or their sexuality because
they're autistic too. And they're just like, oh well, you are just an autistic person. You
don't know what's going on...you're just mimicking someone else. And, you know, that's
hurtful, and it's not correct...but that's something that I've seen other people go
through...to have someone just tell you, oh you--you know, you can't be trans because
you're autistic. And we don't want to help you go through your transition because you're
autistic and you're disabled. And we don't want to, you know, you don't have the bodily
autonomy that other people do. -Amanda [age 25, woman, White].
Participants describe being painted as a kind of unreliable self-reporter in the healthcare setting,
describing instances where their opinions, wants, and needs were disregarded by providers in the
context of their care. Alex is a transmasculine genderqueer 18-year-old who started to explore
that he might be autistic during the pandemic through online research and received a formal
autism diagnosis from his provider a year later. He is a first-year community college student and
an artist of multiple modalities, including make up artistry. In describing his experiences with
mental healthcare, he commented on this idea of the ‘unreliable self-reporter’, saying:
I see so often that queer autistic people, especially queer autistic people who have a
psychiatric disorder, we’re always doubted about our self-knowledge and self-
understanding, which is so not fair. You know, trust the people that you’re treating to
know who they are. And even if they’re questioning their identity, or they’re not totally
sure that they’re autistic, they are sure that they’re questioning so then they have
understanding. The lack of understanding is, in and of itself, self-understanding. So being

able to just listen and understand and acknowledge when you don’t get something...that’s
super important, because it will happen. -Alex [age 18, genderqueer transman, White].
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These experiences of erasure led to some participants feeling less comfortable coming out as
queer and/or autistic to providers and family members. Aidan and I had our conversation via
zoom video, and he shared his thoughts as both an autistic queer person and as a healthcare
provider, as he works at a psychological testing clinic. Aidan describes the preparation that many
autistic people do to try to ‘prove’ their autism in the healthcare setting, and to counteract this
narrative of the “unreliable reporter’. He describes how this fear of being disbelieved can deter
people from seeking and accessing care that they desperately need.

I have a friend who’s about to get evaluated for autism who’s going in with five pages

worth of history notes of her childhood and things she’s experienced just to make sure

that she’s coming in with everything she needs and she isn’t going to be gaslighted or
demeaned in her experience as an autistic woman. Because there are so many stigmas
against folks like us. It’s just...it’s definitely been my own experience. And I’ve heard
endless experiences of my friends and clients I’ve worked with of just having so much
reservations, skepticism of receiving care, because they know that people might not
understand those intersections [of identity] going in and dismiss them because of it. -

Aidan [age 23, Man, White].

Across contexts, participants shared experiences of one or more aspects of their identities
not being recognized or actively denied and disbelieved by providers, family members, and
others. Ryan describes this in relation to her experiences walking through the world as a
nonbinary person on the spectrum:

Sometimes people don’t believe me when I tell them because I am high functioning, uh,

and I don’t really like that and I don’t really want to have that conversation, um, where

I’m trying to convince somebody else- of the way that my brain works. -Ryan [age 26,

Nonbinary/gender expansive, White].

Jasmine, who was diagnosed with ADHD and OCD before receiving a formal autism diagnosis
after graduating college, echoed this experience with both acquaintances and in coming out as

autistic to her family:

I’ve had people tell me, ‘Well, autism is not a disability’ and I’m like, really though? Or
like, ‘you’re not like my autistic cousin, niece, whatever’ and I’m just like okay, well, all
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right. Now I know, [this is a] off limit topic, you know because I think...I’ve always felt
like I’ve had to convince people, even my parents when I found out I was [autistic]...it
took 2 months before I finally told them. I told them first like, I just have an ADHD
diagnosis. And then I wrote them an email because I knew if I told them on the phone
they were gonna think it’s a debatable conversation, and that was not what I was for. It
was more like, ‘I had a doctor give this to me, it is not up for debate. This was their
outcome. My therapist has always thought this.” -Jasmine [age 26.5, Woman, White].

Theme 2: “If I was a white boy growing up in the U.S...”: Intersectional ldentities and
multiple diagnoses complicate the road to an autism diagnosis or self-identification.

Most interviewees were diagnosed as autistic or began to self-identify in early adulthood,
and many described the path towards discovering their autistic identity as nonlinear and
complex. Disparities on the basis of race/ethnicity, location, gender, and access to resources were
mentioned as major barriers to getting an earlier diagnosis. This was the case for Luna, who is an
18-year-old Latinx nonbinary international student here in the United States. They received their
autism diagnosis earlier in the year of our conversation. They reflected on their experience as an
undiagnosed autistic child growing up in a South American country:

If I was a boy, if I was a white boy growing up in the United States, I would have easily

gotten my diagnosis as a baby. Because I was a nonverbal toddler. I didn’t speak, I didn’t

have friends...I stimmed a lot...I would have had a completely different childhood.

Latinas are the most under diagnosed demographic when it comes to autism. A lot of

barriers come with 1) not having resources in our home countries in Latin America, but

also social barriers. Latino families are more likely to blame everything except a

neurodivergence on the struggles of their children. Like their like, ‘It is because our

family is struggling as well.” You know, it’s a behavioral problem, or it’s a religious
problem. It’s everything except autism.- Luna [age 18, Nonbinary/gender expansive,

Latinx].

Others described how being LGBTQ+, and specifically a trans person who was assigned female
at birth, made them question whether they would be able to receive an official autism diagnosis:

Then in the fall of 2021, I received an official diagnosis, which I sought for the sake of

accommodations for school. And...I knew for a fact that I was autistic before I was

diagnosed- after that full year of being able to reflect and learn about it. But it was nice to

have that confirmation. Like, ‘yes!’...especially being trans, you know, assigned female
at birth, being hyperlexic at an early age, being able to speak, being able to mask...the
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fact that I could get diagnosed at all was like, alright, even though a lot of doctors
wouldn’t say you’re autistic, this one does, which definitely helped solidify my identity a
bit. We did a lot of research...I met with an autism and ADHD specialist who specializes
in autism in adults and people who are assigned female at birth. They’re autistic
themself.”- Alex [age 18, genderqueer transman, White].
In addition to disparities due to intersecting identities, many people felt that their road to autism
was complicated by the fact that their providers attributed their early autistic traits to their other
diagnoses or disabilities. Lucia is a 25-year-old Lesbian woman who received an autism
diagnosis when she was 20 years old. Throughout the interview, she described her experiences as
an autistic queer person, mental health provider, and disability justice activist. She told stories of
growing up with a severe skin condition, which impacted and ultimately delayed her road to an
autism diagnosis:
...as a child I had a lot of health conditions. Specifically, I had a form of dermatitis, just
like a skin condition that was very, very severe. So I had like a 504 plan, and I had in
school accommodations, and I was very much like, experiencing disability from birth.
And so [ think that a lot of things that could have been, perhaps, signs of autism were
attributed to my skin, because they were seen as behavioral things, they were seen as me
reacting to the discomfort of my skin, sensitivity against skin. I recently was reading a
neuropsych eval that I received when I was 6, which I got for my 504 plan. And it’s
fascinating to read, especially as a clinician, they are naming sensory seeking behaviors,
lack of eye contact, but they’re attributing lack of eye contact to visual problems...so I
was formally diagnosed [as autistic] when I was like, 20. And that was something I
sought in college. -Lucia [age 25, Woman, White].
Several participants were diagnosed with another neurodevelopmental disability before
eventually receiving an autism diagnosis. Jasmine describes being diagnosed with OCD as her
“first journey in the mental health sphere” before receiving ADHD and autism diagnoses years
later. For her, “...there were just a bunch of things that kind of evolved to those diagnoses but
were harder to get because they were...being a female, you know- less textbook, in some ways.”

Over half of the interviewees (11 out of 28) report having ADHD in addition to autism, and

several spoke or wrote about the overlap in ADHD and autistic traits, and how that complicated
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the road to an official diagnosis or self-identification with autism. Aidan was, “very hesitant to
self-diagnose myself [as autistic]...I didn’t feel comfortable taking that label when it had not
actually been bestowed on to me because there’s such a big overlap in ADHD and autism and the
way that trauma plays into that can be super complex and I didn’t want to take a seat at the table
that wasn’t mine, essentially.” In these cases, the overlap in traits and behaviors associated with
co-occurring conditions and disabilities complicated the road for many to an autism diagnosis.

Theme 3: “College can pay for that”: Accessing care through existing relationships & systems
I am a part of.

Participants described several facilitators to accessing care or a diagnosis, including
getting connected to services through existing relationships and systems that they are already
part of. The college campus health system is one avenue through which several interviewees
were able to access 1) an autism assessment/diagnosis and 2) free individual or group therapy
services. This was Aidan’s experience:

And [college] has this program called Engage- it’s an academic support services for

neurodivergent students. And so I was involved in that. And I found- my service

coordinator let me know, she was like, ‘We can give you updated diagnostic papers and
you don’t have to pay’, because I mentioned I was like, ‘I’m interested in getting
diagnosed...so expensive.” And she was like, ‘Well, [college] can pay for that, actually.’

And so I was like, ‘Oh, sick!” So I got booked for a psych evaluation with them

completely free for me, which was awesome. -Aidan [age 23, Man, White].

Sam also pursued an autism diagnosis in college and was, “only able to do that in the first place
because I applied for a grant from [university] ...so I was able to get the grant to pay for the
assessment, since it didn’t take insurance as it was like a teaching school.”

Although the college campus healthcare system helped connect people to care, participants

lamented that they wished they had more sessions than the small number provided by their

university as part of the short-term covered care.
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Another system that Alex was a part of was his local LGBTQ+ community health center,
or “Pride Center”, where he found a therapist that felt like a good fit:
Yeah, I had heard that the [state of residence] Pride Center had, you know, therapists, and
I was like, ‘well, I’ve had some queerphobic therapists in the past, we’ll give that a
shot....” Just kind of a coincidence that she ended up being so like, accidentally
neurodiversity affirming, you know, even though she never used that word or brought up
anything like that. -Alex [age 18, genderqueer transman, White].
Being already connected to or embedded within a system that includes mental health services
allowed many participants to access diagnostic and care services, often for the first time. In
addition to these systems, several participants got connected to care through existing
relationships with family members or colleagues. Ryan describes how her mom, who is a
psychologist, made it easy for her to get into therapy:
Yeah she was the best therapist that I’ve ever seen...that felt like a really really good time
and I hadn’t really had many experiences that felt so helpful, um, this—so my mom being
a psychologist, um, and knowing me very well, uh, she knew a lot of people working in
the area and she- she knew of this woman and since she was the one kind of having an
intervention with me being like, ‘you need to go to therapy,” um, she was like, ‘listen, I’ll
hook the whole thing up and you just go.’...so yeah that was great, it- that’s she’s always
made it very accessible for me, I feel like if it was just up to me to try and find somebody,
that would suck. But to like have the privilege of you know, a doctor in my house, who
has known me forever being able to just set it up for me...very cool. -Ryan [age 26,
Nonbinary/gender expansive, White].
Others had a similar experience, where existing relationships or connections acted as a facilitator
to accessing mental healthcare. This was the case for Kris, a transmasculine nonbinary queer
person. Kris pursued and received and autism diagnosis several months before our conversation
but in reflecting on his childhood noted that he, “always knew I was different”. Kris and I spoke
about our shared passion for bringing queer inclusivity into research and medical spaces, and the
importance of mental healthcare access for autistic people. Kris reflected on his own mental

health and past experiences of trauma, describing that ultimately their relationship with their

colleague led them to get support for PTSD:
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Oh, and then my colleague actually connected me with the psychologist. So I, we were

literally in a booth at [hospital of employment]. I'm like, ‘I think I have, I think I have

PTSD.’ And she’s like, “Why do you think that?’ I’m like, I like pulled out my phone.

I’m like this, this this. I'm like, experiencing all of these. And she was like, ‘Okay, let’s

like, let’s go.” So she helped me like, pull up, you know, Psychology Today and comb

through people. She was like, I want to make sure they have the certifications that will

specifically treat this. And then she taught me about CBT therapy. -Kris [age 28,

transmasculine nonbinary, White].

In addition to the examples above, countless other interviewees described being connected to
care through family members or colleagues who served as supports for them in navigating the
mental health care system.

Theme 4: “Mentioning my pronouns to them as a pretest”: ‘Reading’ potential therapists for
safety.

Many described challenges in finding a therapist that felt like a good fit, and that they
deemed “safe” to hold and meet both autistic and LGBTQ identities and experiences.
Participants found themselves ‘reading’ their potential therapist; looking for clues that show how
the therapist views autism, how they relate to neurodivergent people, and their understanding of
LGBTQ+ identities. This was the case for Jamie, who uses the uses the pronouns ‘per/per/pers’,
which originates from the word “person”. Jamie and I had our conversation over WhatsApp, a
synchronous text-based chat platform. Per identified as asexual “before anything else” and
“internally knew that since middle school”. Jamie was diagnosed with social pragmatic
communication difficulties earlier in life. During graduate school, Jamie spoke with per therapist
about a potential autism diagnosis and eventually switched to another provider who specialized
in autism, who gave per a formal diagnosis. Jamie described this process of ‘reading’ or testing a
potential therapist:

Lots of therapists will claim to be LGBT friendly as a marketing thing but then will have

no idea what anything means. I try to ask people in advance on the phone how they feel
about me being transgender and mentioning my pronouns to them as a pretest. It can be

42



exhausting trying to educate someone while also trying to receive help, even if they have
the best intentions. -Jamie [age 23, Nonbinary/gender expansive, White].

Amanda described a similar process of trying to sense or ‘read’ whether potential providers are
LGBTQ-affirming in this excerpt from our conversation:
Amanda: It's not necessarily about like, oh, are you able to just provide, you know, the
help for me. It's like, 1) are you able to provide the right help for me, but 2) do we just
have mesh-- you know personalities that mesh. Are we--you know, do I feel comfortable
with you? Do I feel like you will understand, at least to some degree, what I'm going
through. Like if I talk to a therapist, and they're like, yeah, I'm not LGBTQ but my
brother is or, you know, my best friend is or something. It's like, okay, so I know you're
fine with that.
Lauren Baczewski 1:00:13
Yeah, absolutely. Like just kind of wanting to get to know that person, it sounds like, so
you have a sense of where they stand. And if you're aligned in similar sort of viewpoints
of the world.
Amanda 1:00:24
Yeah. And it's like, it's--it feels very taboo to talk about politics, in that sort of sort of
situation, but like, I'm sure you are probably on the same page of if you're going to a
therapist, and they are super pro Trump, it's like uh no [both laugh]. You're-- we're not on
the same page here [chuckles]. This is not gonna work.
Participants described trying to understand the political, moral, and in some cases religious
beliefs of their potential therapists, in an effort to ensure their safety during sessions and consider
the possibility of unmasking or not having to mask during therapy. Kim is a nonbinary queer
person who was raised in an Evangelical Christian household and describes that they have
“religious trauma...[that] was exacerbated by the fact that [ am autistic” because they took the
words of the Bible “literally”. They describe a childhood where they “told my parents that
reading the Bible made me so bored I wanted to cry, and they were like, ‘That’s Satan
influencing you.’ I was like okay, guess I’m a permanent sinner.” Kim describes how they try to

gauge a potential therapist’s religio