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Abstract 

Transgender is a term used to describe people with gender identities which are 

different to their birth sex. Gender dysphoria is a term which describes a subset of 

transgender people who experience distress in relation to the incongruence between their sex 

and gender. The National Health Service (NHS) provides Gender Identity Clinics which offer 

treatment to this group. Between 5-26% of people accessing gender clinics are autistic. 

Autism is a life-long developmental condition defined by atypical social communication and 

repetitive behaviours, interests, or activities. As the rate of autism in the general population is 

1%, autistic people are significantly over-represented in gender clinics. However, there is 

little research about the lived experience of gender dysphoria in autism to guide clinical 

decision making for this patient group. Since autism is a developmental condition, and gender 

dysphoria typically onsets by puberty, it is important to consider gender dysphoria in autistic 

people across the lifespan. Furthermore, parents of autistic young people, and clinicians 

working with autistic adults and young people with gender dysphoria, play important roles in 

the treatment decision-making process, and so it is necessary to understand their perspectives. 

The overall aim of this PhD thesis was to understand the lived experiences of autistic people 

with gender dysphoria, and of accessing NHS support for gender dysphoria.  

In order to achieve this aim, a series of qualitative studies were conducted. Chapters 

One and Two describe the background literature and methods. In Chapter Three, a systematic 

review and meta-synthesis was conducted about the lived experience of gender dysphoria in 

adults. In Chapter Four, an interpretative phenomenological analysis (IPA) study was 

conducted with autistic adults, investigating the lived experience of gender dysphoria and of 

accessing healthcare. In Chapter Five, an IPA study asked the same questions of autistic 

young people aged 13-17 years old, and their parents. Chapter Six was an IPA study with 

NHS clinicians who work with autistic adults and young people who experience gender 

dysphoria, to better understand their perspectives on the co-occurrence of autism and gender 

dysphoria, and how they adapt their practice when working with this group. Chapter Seven 

was a multi-perspective synthesis of the previous three studies to compare the perspectives of 

all participant groups. Chapter Eight is a general discussion of the findings.  
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Chapter One: Introduction 

The aim of this PhD thesis is to understand how autistic young people and adults 

experience gender dysphoria and accessing gender healthcare. The introduction comprises 

three parts; the first introduces autism, and provides a developmental account, making the 

case for the need to investigate the experiences of both autistic young people and adults in 

this thesis. The evidence about the general healthcare experiences of autistic people is also 

reviewed, to demonstrate the need to investigate the transgender healthcare experiences of 

autistic people. The second section introduces transgender identities and gender dysphoria, 

providing an overview of transgender healthcare provision, and providing important 

contextual information which is needed to understand the landscape which has to be 

navigated by autistic individuals who have gender dysphoria. Finally, section three introduces 

the evidence for the co-occurrence of autism and gender dysphoria. This section demonstrates 

that autistic people are more likely to present to gender clinics, and that there is a paucity of 

evidence to guide clinicians working in this area, arguing for the need for more qualitative 

research investigating the experience of autistic people of having gender dysphoria, and 

accessing healthcare for this, from multiple perspectives, including autistic adults and young 

people who have experienced gender dysphoria.  

1. Introduction to autism 

In the following section, I will introduce autism diagnostic criteria and terminology, 

issues surrounding access to healthcare, and autistic experiences across the lifespan.  

1.1 Defining autism 

Autism Spectrum Disorder is a lifelong neurodevelopmental condition which affects 

around 1% of the population (Brugha et al., 2016). It is defined in the Diagnostic and 

Statistical Manual of Mental Disorders (5th ed.; DSM-5; American Psychiatric Association, 

2013) as characterised by difficulties with social communication and interaction, alongside 

repetitive, restricted behaviours, interests, or activities. The focus of this PhD research is on 

the experiences of autistic people without intellectual disability, who make up 69% of the 

autistic population (Baio et al., 2018). Autism diagnoses are more common in males than 

females at a ratio of 3:1 (Loomes et al., 2017). In recent years researchers have endeavoured 

to better understand the female phenotype of autism, following the hypothesis that the way in 

which autism has historically been defined and measured has allowed for better identification 

of males over females (Lai et al., 2015). Autism diagnostic tools may miss differences in 
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autistic girls and women including higher motivation for friendship and more camouflaging 

of autism traits, and clinicians may be a barrier to timely diagnosis of girls and women 

through a bias for seeing autism as a male condition (Lai & Szatmari, 2020). 

In the UK, diagnosis is available across the lifespan to people who are suspected to be 

autistic. To meet diagnostic criteria, autistic individuals will experience the following social 

differences: difficulties with reciprocal interactions, which includes having back-and-forth 

conversations, problems initiating social interactions, and difficulties with sharing interests 

with other people; difficulties maintaining relationships; differences in nonverbal 

communication through eye contact, facial expressions, use of voice and use of gestures.  

Autistic people will also experience at least two out of the following four characteristics 

linked to repetitive behaviour: repetitive or stereotyped speech or movements; preference for 

routine, ritualised behaviours, or dislike of change; restricted interests which are unusually 

focused; sensory interests or different reactivity to sensory input. From a diagnostic 

perspective, autism is classified as categorical, that is to say, autism is either present or not 

present, based on the above criteria. However, evidence from epidemiological research 

indicates that there is a broader autism phenotype, with the features of autism existing on a 

spectrum, and some individuals having autism traits, but without meeting the full autism 

diagnostic criteria (Abu-Akel et al, 2019). 

While the autism diagnostic criteria focus on the challenges associated with autism, 

there is increasing awareness of the strengths which come along with these differences, for 

example, having restricted and focused interests can lead to developing expertise in a 

particular area, a strength which has been endorsed in qualitative research with autistic adults 

(Cooper et al., 2021). Those who receive an autism diagnosis should be able to access post-

diagnostic support to better understand the impact of autism on their lives, and reasonable 

adjustments in educational and work settings so that the individual can access the same 

activities as non-autistic people (Autism Act, 2009).  

The terminology used to describe autism has shifted in recent years to move away 

from the medicalised, deficit-focused language which used to dominate in research and 

clinical settings. A landmark study by Kenny et al. in 2016 investigated the opinions of the 

UK autism community, which included autistic people, their families, and professionals 

working with autistic people (n=3470). The study found that there was a wide range of words 

used to describe autism. There was consensus on using the terms ‘autism’ and ‘on the autism 

spectrum’. While autistic people and family members tended to use identity-first language 
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(‘autistic person’), professionals more often used person-first language (‘person with 

autism’). Autistic people endorsed the idea that autism was an intrinsic part of who they are 

and that they did not want language which distanced autism from their identity, which might 

suggest that autism is a negative label from which the individual needs distance. Similar 

findings were identified in a study of almost 200 Australian autistic adults, with ‘autistic’, 

‘person on the autism spectrum’ and ‘autistic person’ endorsed as the preferred terminology 

and seen as least offensive (Bury et al., 2020). Therefore, in this PhD, I use autism-first 

language, as endorsed by autistic people themselves, and in using the term autistic people, I 

am referring to individuals who meet the diagnostic criteria for Autism Spectrum Disorder. 

Autism is increasingly seen as a social identity as well as a diagnosis. This means that 

some people self-identify as autistic, without choosing to go through the lengthy process of 

accessing a diagnostic assessment with a professional (Lewis, 2017).  Social Identity Theory 

(Tajfel & Turner, 1979) provides one frame to understand this process; whereby belonging to 

the social group ‘autistic people’ is recognised as an important part of the self, from which 

one derives a sense of self-esteem and well-being. This conceptualisation of autism as an 

identity is arising alongside shifts in how autism is seen, with an increase in awareness of the 

strengths of autistic people and increasing self-advocacy in the autism community (Rosqvist 

et al., 2015). There is some evidence that autistic people who are more accepting of their 

autism diagnosis have better mental health than other autistic people (Cage et al., 2018). 

Therefore, forming a positive sense of autism identity may be a protective factor for autistic 

individuals, who unfortunately are more likely to have adverse social experiences including 

harassment and discrimination (Weiss & Fardella, 2018). It is important to foster awareness 

of the strengths associated with autism after decades of research and clinical practice which 

has been deficit focused. However, it is also important that a balanced conceptualisation of 

autism is maintained. Den Houting (2019), an autistic researcher, argues that the difficulties 

experienced by autistic people with and without intellectual disability must be acknowledged. 

At present, research suggests that autistic people attribute some strengths, but more 

difficulties, to autism (Cooper et al., 2021). Developmental stage and environment may 

influence the extent to which an individual sees the strengths in being autistic (Macleod et al., 

2013). 

1.2 Autism from adolescence to adulthood 

The age of autism diagnosis can impact on the extent to which an individual is 

motivated to learn about autism, and to understand the condition and assimilate this into their 
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self-concept. The mean age of autism diagnosis is 14.5 years old in the UK, which has 

increased over the past two decades from 9.6 years (Russell et al., 2021). Although diagnosis 

typically occurs in childhood and adolescence, autism is a lifelong neurodevelopmental 

condition which impacts on individuals throughout the lifespan, from childhood to later life. 

Adolescence is a particularly challenging time for autistic young people due to the ways in 

which the features of autism interact with the social and physiological changes that come 

with this developmental stage. Social demands increase during adolescence; at this age, 

young people may be exploring their identities within friendship groups, navigating more 

complex adolescent social dynamics, and have increased motivation for acceptance from 

friends over family members (Blakemore & Mills, 2014). Such increased complexity can 

cause particular challenges to autistic young people who may find that the environment has 

changed such that the social demands exceed their abilities (Cridland et al., 2015). This 

experience is included in the DSM-5 criteria for Autism Spectrum Disorder, acknowledging 

that some autistic young people may be able to cope until a particular threshold of social 

complexity is reached in their environment and relationships. Indeed, one qualitative study 

with autistic adolescents found that some participants experienced difficulties in friendships; 

while one group of the adolescent participants were concerned about managing their 

reputation and fitting in, others took pride in being different (Cage et al., 2016). Another 

challenge of adolescence for autistic people is attending secondary schools which have a 

larger number of students and correspondingly increased social demands, require more self-

organisation for tasks such as homework, and provide a less predictable environment which 

can be experienced as over-stimulating in terms of noise and other sensory features (Dillon et 

al., 2016).  

Adolescence is also challenging due to the experience of puberty, the process of 

physical changes which leads to sexual maturity. This represents change to one’s body which 

cannot usually be controlled, for example the timing of a first period or of one’s voice 

breaking are unique to each individual and cannot easily be predicted, a potential challenge 

for autistic individuals with a preference for sameness and predictability (Cridland et al., 

2015; Steward et al., 2018). These bodily changes during puberty often have a sensory 

component that can be experienced as challenging and may lead to an intensification of core 

autism traits (Steward et al., 2018).  Indeed, a qualitative study investigating the experiences 

of menstruation in autistic respondents found that being prepared for the onset of periods was 

crucial, and that there was a need to understand the different ways that periods could affect an 
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individual such as the physical symptoms, impact on mood, and the fact that this varies 

across individuals (Steward et al. 2018). A qualitative study with autistic boys about the 

experience of adolescence identified that puberty was challenging in terms of managing both 

physical and emotional changes (Cridland et al., 2015). Participants in this study described 

difficulties in managing new hygiene routines, establishing appropriate boundaries given 

their physical development, and reduced receptivity to sex education, alongside difficulties 

managing emotions. The development of sexuality is an important part of adolescence for 

autistic young people; a meta-analysis of 13 studies found that autistic adolescents valued 

romantic relationships and sexuality (Pecora et al., 2016). The meta-analysis also 

demonstrated differences between autistic and non-autistic adolescents: due to social 

communication differences, social and emotional insight did not develop in tandem with 

sexual interest, meaning that the autistic adolescents did not always have sufficient skills to 

navigate these new desires. This unfortunately led to higher rates of difficulties in healthy 

sexual expression and in establishing romantic relationships. 

Transitioning from adolescence to adulthood is another important developmental 

stage for young adults, with this typically involving leaving compulsory education, a move 

away from the family home, increased demands in terms of earning a living or continuing 

education, and more nuanced social demands including forming adult romantic relationships 

(Buchmann & Kriesi, 2011). This transition can also pose particular issues for young autistic 

people. Taylor and Seltzer (2010) investigated autism traits and maladaptive behaviours in 

242 autistic young people before and after they left school. Over ten years there was a 

reduction in autism traits and internalised behaviours, for example, behaviours which were 

harmful to the self, but these changes slowed down after leaving school. The authors suggest 

that this is due to less intellectually stimulating activities in adulthood, and indeed, in another 

paper, demonstrated that 56% of young autistic adults were spending time in day centres and 

those without intellectual disability were more likely to have no daytime activity (Taylor & 

Seltzer, 2011). It may take longer for young autistic adults to reach independence and to find 

stimulating work and home environments to live fulfilling lives as adults. At present, 

outcomes are poor for autistic people reaching adulthood. A Swedish study followed 120 

autistic individuals from childhood to adulthood, 47% of whom had intellectual disability 

when assessed as children. This study found poor outcomes for 78% of participants when 

considering employment, education, social relationships, and independent living (Billstedt et 

al., 2005). Only 3% were living independently, and these individuals were socially isolated.  
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A study of UK-based autistic students found that there were challenges in managing the 

uncertainties of life as a student and away from the family home (Lei & Russell, 2021)   

Health and social care services have a key role to play in ensuring that autistic people are 

given opportunities to reach independence in adulthood, leading healthy and fulfilling lives, 

by establishing positive relationships, and gaining equal access to education, employment, 

and housing opportunities. Given these factors, research with and about autistic people will 

benefit from taking a lifespan approach, to understand how phenomena are experienced at 

different life stages.  

1.3 Co-occurring conditions  

Autistic people are more likely to experience physical and mental health conditions 

compared to the non-autistic population. Consequently, life expectancy for autistic people is 

16 years younger than in non-autistic people, and epilepsy and suicide are the most common 

causes of premature death (Hirvikoski et al., 2016). Suicide is significantly more common in 

autistic people without intellectual disability than those with intellectual disability and 

autistic adults are nine times more likely to die from suicide compared to non-autistic adults 

(Hirvikoski et al., 2016). Fourteen percent of autistic children and young people experience 

suicidal thoughts compared to 0.5% of non-autistic young people (Mayes et al., 2013). 

Moreover, mental health conditions are common in autistic people compared to the typically 

developing population (Lai et al., 2019). Higher autistic traits in the general population have 

been linked to experiencing more psychological distress (Lundstrom et al., 2011). Lai et al. 

(2019) conducted a meta-analysis to ascertain the prevalence of a range of mental health 

conditions in autistic people of all ages. They found a pooled prevalence of 20% for anxiety 

disorders, as compared to 7.3% in the general population (Baxter et al., 2013). There was a 

prevalence of 11% for depressive disorders, as compared to 4.7% in the general population 

(Ferrari et al., 2013), and a prevalence of 9% of obsessive-compulsive and related disorders 

as compared to 0.7% in the general population (Adam et al., 2012). Within the autistic 

population, women and non-binary people have been found to be at more risk of mental 

health problems than men, with these groups experiencing higher rates of anxiety and 

depression compared to men (Sedgewick et al., 2020).   
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1.4 Access to healthcare 

Despite the high rates of co-occurring medical and mental health conditions in autism, 

autistic people face barriers in accessing healthcare. According to 88% of autistic people, 

their family members and carers, and professionals, health clinicians in the UK are not aware 

of the conditions which commonly co-occur with autism (Westminster Commission on 

Autism, 2016). Research with autistic adults and healthcare workers has identified autism-

specific factors that influence healthcare access (Nicolaidis et al., 2015). These included 

patient related factors such as differences in verbal and non-verbal communication, sensory 

differences, and slow processing speed. Healthcare service factors included clinician 

awareness of autism, clinician ability to adapt language, and skill in including carers. 

Guidance for mental health clinicians in the UK suggest making adaptations so that autistic 

people can access the same evidence-based treatments as non-autistic people (NICE, 2012; 

NICE, 2013). These adaptations aim to reduce the barriers as described in Nicolaidis et al. 

(2015), for example, adapting communication to use more concrete language, using written 

and visual materials, and allowing more time to help the person process information, and 

include parents, carers or partners where appropriate. More research is needed to ensure that 

mental and physical health services adapt skilfully and appropriately to meet the needs of 

autistic people.  

2. Introduction to transgender identities and gender dysphoria 

In the following section, I will introduce key concepts relating to gender dysphoria 

and transgender healthcare before section three which introduces key findings about the co-

occurrence of autism and gender dysphoria. 

2.1 Transgender identity and gender dysphoria  

Gender is a complex, multi-dimensional construct, which has had different definitions 

across time and place, and which has commonly been conflated with sex (Pryzgoda & 

Chrisler, 2000). Where sex refers to biological differences between men and women 

including genitalia, hormones, and chromosomes, gender refers to socially constructed 

differences which have historically been linked to one’s sex (World Health Organisation, 

n.d.). Gender identity refers to an individual’s felt sense of their gender, often described as 

male, female, or non-binary. According to one multidimensional model, the different facets 

of gender identity include: awareness that one belongs to a particular gender category; feeling 

content with one’s gender assignment; felt typicality within one’s gender group; felt pressure 
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to conform to gender norms; preference for other people belonging to the one’s own gender 

group (Egan & Perry, 2001).  

Typically, one’s gender identity aligns with one’s sex assigned at birth: most people 

born in a female body (assigned female at birth) will also have a felt sense that they are 

female, in other words, will have a female gender identity. Such individuals are described as 

cisgender. However, some people will have a gender identity which is different to their sex 

assigned at birth; such individuals are described as transgender, or gender diverse. For 

example, a transgender woman would be a person born with a male body (assigned male at 

birth), who identifies as female. Some people identify outside of the gender binary, and such 

individuals may describe their gender identity as non-binary (Matsuno & Budge, 2017). Non-

binary refers to a spectrum of gender identities: from people who identify outside of the 

spectrum, people who sometimes identify as male, and sometimes as female, and those who 

do not identify with the concept of gender at all.  

In this paper, the term transgender will be used to describe people with both binary 

and non-binary gender identities (when they are different from sex assigned at birth). Gender 

diversity is an umbrella term which, as well as transgender and non-binary people, also 

includes people who are gender non-conforming, i.e., who display behaviours which are not 

seen as typical for their sex and/or gender identity, but who may be cisgender. People who 

identify as lesbian, gay, or bisexual, among other sexual orientation identities, may be more 

likely to be gender non-conforming (Timmins et al., 2020).  

The terminology in this field is evolving rapidly to reflect changes in the 

conceptualisation of gender (Beek et al., 2016), and in this thesis I use terminology which 

represents the current, accepted terms at the time of writing, but it is likely that these will 

change in the future. Such changes reflect the way in which shifting societal norms impact on 

the conceptualisation of and description of gender identity. Furthermore, there is evidence 

that the cultural context has a significant impact on the way in which gender identity and 

gender expression are conceptualised. This leads to gender stereotypes which vary across 

different countries and cultures. For example, there is significant cross-cultural variation with 

regard to gender stereotypes about mathematics, with more developed countries more likely 

to hold stereotypes about women and girls having poorer mathematics abilities (e.g., Breda et 

al., 2020). This demonstrates that beliefs about the attributes of men and women are 

culturally contingent, providing support for a constructionist understanding of gender. In 
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other words, this suggests that gender norms are socially derived and influenced by culture, 

rather than being innate and immutable.  

There are not currently good epidemiological data regarding rates of gender diversity 

in the UK, however the most recent census included a measure of gender identity as well as 

sex, and so more accurate figures will soon be available (McGowan et al., 2021). A 

commonly cited estimate is that 1% of British adults may be transgender (Reed et al., 2009). 

A study in the Netherlands suggested that transgender identities were found in 1.1 % of those 

assigned male at birth, and 0.6% wished to obtain hormones or surgery, and the prevalence of 

transgender identities in those assigned female at birth was 0.8 %, and 0.2% wished to access 

a physical gender transition (Kuyper & Wijsen, 2014). Gender dysphoria is a term which 

describes distress arising due to a discrepancy between gender identity and sex assigned at 

birth, generally accompanied by a desire to make a physical transition including hormones or 

surgery, so that one’s body and gender identity are more aligned. As evidenced by the data 

from the Netherlands, a subset of transgender people have gender dysphoria. Gender 

Dysphoria in adolescents and adults is defined in the Diagnostic and Statistical Manual of 

Mental Disorders (5th ed.; DSM-5; American Psychiatric Association, 2013) as characterised 

by a significant incongruence between sex and gender identity; a desire to be rid of one’s sex 

characteristics and to have the characteristics of the other gender; a strong desire to be and to 

be treated as the other gender; and a feeling of having the same responses and feelings of the 

other gender. Individuals who experience two or more of these characteristics along with 

significant distress or impairment would meet criteria for Gender Dysphoria. In this PhD, 

gender dysphoria is used to describe all experiences of distress linked to gender 

incongruence, whether or not the individual in question would meet diagnostic criteria. This 

is because there are multiple debates about the use of diagnoses within transgender 

healthcare, and about the ways in which to define gender dysphoria (Beek et al., 2016), and 

so the aim is to keep a broad view of gender dysphoria so that these findings have utility in 

the longer term.  

Gender dysphoria is thought to onset before puberty in many individuals (Grossman 

et al., 2006). Transgender and cisgender children report similar predicted future gender 

identities, and gender preferences in terms of wearing clothes in line with their gender 

identity and having friends of the same gender (Gülgöz et al., 2019). Research in previous 

cohorts of gender diverse children indicated that a minority of children who experienced 

gender dysphoria continued to be dysphoric in adulthood, but that a majority of adolescents 
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presenting with gender dysphoria still had these feelings by adulthood (Steensma et al., 

2013). These findings are complicated by the fact that 1) they are outdated and no longer 

represent the sex ratio of children and young people who have presented to services in greater 

numbers in the last decade, with a shift towards assigned females (Arnoldusson et al., 2020), 

and 2) that most individuals who present with gender dysphoria in adolescence report that 

they experienced gender dysphoria in childhood (Zucker et al., 2006). However, some 

research has indicated that those with severe gender dysphoria in childhood are more likely to 

continue to experience this into adulthood as compared to those with milder gender dysphoria 

(Wallien & Cohen-Kettenis, 2008; Steensma et al., 2013). A qualitative study indicated that 

the onset of puberty is particularly difficult for young people with gender dysphoria due to 

the emergence of physiological sex differences, changes in the adolescent social 

environment, and the development of sexual identity. Puberty is therefore a time of 

increasing feelings of gender dysphoria for children who continue to experience dysphoria, 

but a time of decreasing distress for those who no longer continue to experience gender 

dysphoria (Steensma et al., 2011).  

Mental health problems commonly co-occur with gender dysphoria. While there is not 

good epidemiological data from the UK, two US-based cohort studies provide evidence for 

elevated rates of anxiety and depression in transgender young people. A cohort study with 

transgender young people matched with cisgender controls indicated that transgender 

adolescents had rates of depression at 49% for those assigned male at birth and 62% for those 

assigned female at birth (Becerra-Culqui et al., 2018). In another cohort study of young 

transgender adults, the prevalence of depressive symptoms above a clinical threshold were 

52%, and anxiety symptoms above threshold were 38% (Reisner et al., 2016). Furthermore, a 

meta-analysis of studies with transgender adults found poorer mental health quality of life in 

this group compared to cisgender adults, although the authors noted that the quality of the 

available evidence was poor due to sampling issues and a lack of control groups (Nobili et al., 

2018). A study at the NHS Gender Identity Development Service for children and young 

people found that 24% of those accessing the service reported self-harm, and 10% had 

attempted suicide (Skagerberg et al., 2013). However, longitudinal research has indicated that 

mental health can improve significantly following gender transition, although the quality of 

this evidence is also poor (Murad et al., 2010; NICE, 2021).   
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2.2 Transgender healthcare 

In the UK, transgender healthcare is provided by the National Health Service (NHS). 

There is a single national service available to children and young people, called the Gender 

Identity Development Service (GIDS). GIDS offers psychological assessment and potentially 

referral for medical support to young people experiencing gender dysphoria and to their 

families. The average age of young people referred to GIDS is 14.7 years old. There are four 

possible stages of intervention (Butler et al., 2018): stage 1 involves therapeutic exploration 

of gender identity, with an assessment of whether the young person meets diagnostic criteria 

for Gender Dysphoria, and if this is stable over the course of at least six months. Stage 2 is 

provided to individuals with persistent Gender Dysphoria and involves the use of hormone 

blockers to stop the progression of puberty. Stage 3 is considered if Gender Dysphoria 

persists during stage 2 and involves the use of cross-sex hormones to change the young 

person’s body in line with their gender identity. Stage 4 are gender affirming surgeries which 

are only offered in adulthood.  

Support for adults is available at eight Gender Identity Clinics (GIC) in England and 

Wales. These clinics also offer a phase of assessment followed by referral for physical 

interventions where appropriate, in line with the Worldwide Professional Association for 

Transgender Health standards of care version 7 (WPATH, 2012). As well as the services 

offered at GIDS, adult GICs can refer patients for irreversible interventions such as sex 

reassignment surgery.  

A number of systematic reviews and meta-analyses have been published in recent 

years with the aim of establishing the efficacy of physical interventions for gender dysphoria. 

Chew et al. (2018) completed a systematic review of 13 studies investigating the use of 

hormone blockers and cross sex hormones in young transgender people. They found that the 

treatments had the intended physical effects, and there was support for positive psychological 

effects of hormone blockers but not cross-sex hormones. A NICE review recently concluded 

that low-certainty evidence suggested that cross-sex hormones may improve psychological 

and mental health and decrease gender dysphoria symptoms. Nobili et al. (2018) completed a 

systematic review and meta-analysis of 29 studies investigating physical transition outcomes 

in adults. They concluded that the quality of included studies was poor, but that there were 

positive effects of the treatment on psychological well-being. Karalexi et al. (2020) 

conducted a systematic review on the use of hormonal treatments in young adults aged 16-42. 

In a meta-analysis they identified that there were no adverse effects of hormonal treatments. 
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When looking at the cognitive effects, those who were assigned female at birth had 

significant improvements in visuospatial abilities, and those who were assigned male at birth 

had improvements in verbal working memory.   

The evidence for transgender healthcare is under particular media and public scrutiny 

in the UK. It has been suggested that current NHS care for individuals with gender dysphoria 

is inadequate. Such arguments are made by individuals who feel that transgender healthcare 

is too readily available, increasing the likelihood of future regret following a physical 

transition, and those who argue that treatment is not sufficiently available, increasing risk of 

mental health issues before transgender healthcare is accessed. The House of Commons 

Transgender Equality Report stated in 2016 that the NHS is discriminating against 

transgender adults and frequently breaches the Equality Act. Therefore, an investigation of 

the experiences of autistic people accessing transgender healthcare is warranted, given the 

dual healthcare inequalities this group potentially face, as members of both the autistic and 

transgender communities.  

2.3 Current context in the UK 

Over the past decade, there has been increasing awareness of transgender identities 

internationally. This was exemplified by the 2014 cover of TIME magazine which featured 

transgender celebrity and activist Laverne Cox, with the headline ‘The transgender tipping 

point’ (Steinmetz, 2016). In the UK, media attention increased further when the government 

proposed reforms to the Gender Recognition Act (GRA; 2004), which allowed individuals to 

change the sex recorded on their birth certificate. The proposed reforms would have reduced 

the bureaucracy surrounding such a change, which presently involves a requirement to have 

lived for two years as one’s preferred gender and having received a diagnosis of gender 

dysphoria.  In 2018, the government began a public consultation on the GRA reforms, 

leading to significant media attention and debates about this change to legislation, and to 

transgender rights more broadly (Pearce et al., 2020). 

Another focus of media and public attention has been on the provision of support to 

gender diverse children and young people. Media attention focused on the increase in 

referrals regarding gender dysphoria and diversity, with 30 times more young people referred 

in 2018- 2019 than 2009-2010 (77 versus 2590; Gender Identity Development Service, 2019). 

Referrals doubled from 2014-2015, to 2015-2016, after the increase of media attention on 

transgender identities (Steinmetz, 2016). There was also an increase in referrals to adult 
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gender identity clinics (e.g., Wiepjes et al., 2018; Fielding and Bass, 2018), but there has 

been less media attention on the provision of adult transgender health services than on GIDS. 

The Cass Review is currently reviewing healthcare for gender diverse young people in 

England and Wales and will be making recommendations about how services will be 

delivered to this group in future. A judicial review of capacity to consent to puberty blockers 

by those under 16 years of age was ongoing throughout this PhD. Initially, it was decided in 

the High Court in December 2020 that it was unlikely that young people under the age of 16 

years would be competent to consent to puberty blockers, however this was overturned in 

September 2021. The Court of Appeal stated that clinicians, rather than courts, should assess 

for competence in young people’s decision making around gender transition. The judicial 

review perpetuated the media attention on transgender people and transgender healthcare 

which had already intensified during the 2018 GRA consultation.  

Views on transgender identities, healthcare, and rights, are sometimes described as 

falling into two opposing viewpoints (de Graaf & Carmichael, 2019). At one end of this 

dichotomy are radical feminists who describe themselves as ‘gender critical’, and at the other 

are transgender rights advocates who are described as ‘gender affirmative’. Those at the 

gender critical end of the spectrum are critical of the idea of changing one’s gender 

expression and body to align with one’s identity, as this is seen as perpetuating, rather than 

dismantling, gender norms. This group are worried about issues such as the increase in 

assigned females attending gender clinics, about an increase in transgender rights impinging 

on the rights of cisgender women, and about the risk of regret in people who transition to 

another gender, particularly those who initiate such a transition in adolescence (Pearce et al., 

2020). Affirmative individuals are concerned about the psychological harm caused to those 

whose gender identities are not affirmed, as well as the long waiting lists for gender clinics, 

and the risk of suicide and self-harm to those who are on the waiting lists (Spencer et al., 

2021), limited transgender rights, and about risks to transgender women who do not have 

access to women’s spaces such as domestic abuse clinics, given the high rates of domestic 

abuse suffered by transgender women (Peitzmeier et al., 2020).  

The co-occurrence of gender dysphoria and autism is sometimes also discussed within 

these opposing viewpoints. Those at the most affirmative end sometimes argue that the 

seeming co-occurrence of autism and gender dysphoria is due to the significant functional 

impact of experiencing gender dysphoria, which can also increase social anxiety and social 

difficulties, and make an individual appear to be autistic, where they simply have untreated 
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gender dysphoria (Fortunato et al., 2021). From this perspective, following a successful 

gender transition, the person will no longer display the social communication differences 

characteristic of autism. In fact, a recent longitudinal study which looked at parent-reported 

autism traits in young people accessing hormone blockers at GIDS found that there was no 

decrease in autism traits following intervention (Russell et al., 2021). At the most gender 

critical end of the spectrum, the seeming co-occurrence of gender dysphoria and autism is 

deemed to be a result of the individual’s social communication differences, and that social 

differences are causing autistic individuals to mistakenly consider themselves transgender. 

This PhD comes from the perspective that autism and gender dysphoria (and transgender 

identities) can and do co-occur in some individuals, due to the mounting scientific evidence 

that these co-occur at higher rates than would be expected by chance. 

3. Co-occurrence of autism and gender dysphoria  

3.1 Quantitative evidence for the co-occurrence of autism and gender dysphoria 

Autism and gender dysphoria commonly co-occur. Evidence for this co-occurrence 

has emerged from studies using a range of methodologies, from case studies of autistic 

people who are transgender and experience gender dysphoria, to systematic reviews of the 

literature (Thrower et al., 2020). In the following, I will describe the evidence for this co-

occurrence from a range of different studies. These papers vary widely in their methods.  Key 

differences include in the study population: whether participants are sampled from the 

general population, the autistic population, the transgender population, or clinical samples 

from gender clinics, as well as the age of the sample.  Some papers treated gender dysphoria 

as a categorical variable, measured using single items of questionnaires such as the child 

behaviour checklist (e.g., May et al., 2017), or assessed with clinical diagnostic tools (e.g., 

Strang et al., 2014). Other studies have treated autism traits and gender dysphoria as 

continuous variables, and conducted cross-sectional analyses to investigate the relationships 

between these traits (e.g., George & Stokes, 2018a; Nabbijohn et al., 2019). Some researchers 

have measured rates of autism diagnoses in a gender clinic population (e.g., de Vries et al., 

2010), or in the transgender and gender diverse population (e.g., Warrier et al., 2020), and 

rates of gender diversity in an autism population (e.g., Hisle-Gorman et al., 2019).   

Studies investigating rates of autism diagnosis in those attending gender clinics have 

found that 5-26% of patients are autistic (Thrower et al., 2020). Given that the prevalence of 

autism in the general population is around 1% (Brugha et al., 2016), these studies suggest that 
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autistic people are over-represented in gender clinic settings. In terms of gender settings for 

children and young people, research at GIDS found that 15.1% of young people had a 

recorded clinical diagnosis of autism in 2015 (Morandini et al. 2021), as compared to 25.5% 

in the equivalent Finland clinic (Kaltiala-Heino et al., 2015) and 7.8% at the Netherlands 

clinic (de Vries et al., 2010). Holt and colleagues (2016) suggest that figures at the UK clinic 

are likely to be an underestimate, which is consistent with the long waiting lists for autism 

diagnosis, and that the average age of diagnosis has increased over the last two decades 

(Russell et al., 2021).  

In a Belgian adult gender clinic, 6% of patients were found to have a recorded autism 

diagnosis (Heylens et al., 2018), compared to 4.8% in an Australian adult gender clinic 

(Cheung et al., 2018), and 5.5% of patients at a UK adult private gender clinic, as identified 

using the cut-off of a well-known autism questionnaire, the AQ (Pasterski et al., 2014). A 

large study with a transgender and gender diverse sample found that autism was 3.03-6.36 

times more common in transgender and gender diverse people as compared to cisgender 

people (Warrier et al., 2020). This study also found higher rates of other conditions in 

transgender participants including ADHD, depression, learning disorder, and schizophrenia. 

These studies indicate increased rates of autism in adults and young people attending gender 

clinics, and in the general adult transgender population.  

This co-occurrence has been found in studies of autistic samples, with elevated rates 

of gender dysphoria and diversity found in autism. Hisle-Gorman et al. (2019) conducted a 

retrospective case cohort study using health records for children and adolescents with a large 

sample size (n= 292,572). They found that autistic children were more than four times as 

likely to have gender dysphoria compared to non-autistic children. Janssen et al. (2016) 

conducted a retrospective chart review and compared children and adolescents with and 

without autism diagnoses. They found that parent-reports that their child wished to be the 

opposite gender were 7.8 times higher in autistic compared to non-autistic children, with rates 

of 5.1% in autistic children. Higher rates of gender diversity have been found in autistic 

adults compared to non-autistic adults (Cooper et al., 2018). These studies demonstrate that 

the higher attendance at gender clinics for autistic people is in the context of more gender 

diversity in the autism population (George & Stokes, 2018a). There is very limited data 

available on outcomes of physical gender interventions for autistic people, although 

presumably autistic people are included in the available studies of outcomes from hormonal 

treatments and surgery, given that they make up 5-26% of the gender clinic population 
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(Thrower et al., 2020). Similarly, there is little data available about the number of autistic 

people who make a gender transition which they later regret. One online study surveyed 237 

people who had ‘detransitioned’, i.e., had made a social or a medical transition away from 

their birth sex, only to later regret this and transition back to their assigned gender. In this 

survey, 20% of detransitioners had received a diagnosis of autism (Vandenbussche, 2021). 

More research is needed on the range of gender journeys and outcomes for gender diverse, 

and cisgender, autistic people.  

3.2 Factors in the co-occurrence of autism and gender dysphoria 

Many researchers have proposed that the features of autism, and associated traits, 

could interact with the experience of gender dysphoria in autistic people (e.g., Glidden et al., 

2016). Since autism is a developmental condition, and gender identity develops during 

childhood, the presence of autism may interact with the development of gender identity in 

specific ways. At present, the vast majority of studies in this area are cross-sectional, and do 

not provide evidence of any causal links or developmental pathways between particular 

features of autism, and particular aspects of gender identity development. The following is a 

brief review of some of these factors which are most relevant to the lived experience of 

autism and gender dysphoria, and is therefore focused on social and psychological factors, 

rather than biological factors.  

Autistic people have a particular pattern of social differences. There is some cross-

sectional evidence to support that there are relationships between the social communication 

and interaction domain of autism, and gender dysphoria. George and Stokes (2018a) 

administered the Autism Quotient and the Gender Identity/Dysphoria Questionnaire for 

Adolescents and Adults to 309 autistic adults. They found high correlations between gender 

dysphoria scores and the ‘social’ and ‘communication’ subscales of the Autism Quotient. 

Similar findings have emerged from studies with young people; van der Miesen et al. (2018) 

compared scores of the Children’s Social Behaviour Questionnaire in children and 

adolescents with gender dysphoria (n=490), with autism (n=490), and those who were 

typically developing (n=2507). They found that autism features were elevated in children 

with gender dysphoria, who had scores below the autistic children and above the control 

group. Elevated scores were across all domains of the social behaviour questionnaire, 

including scores in social interest and contact, and difficulties in understanding social 

information. Some researchers have suggested that the differences in social cognition found 

in autism may cause difficulties in two-way gender recognition, in other words, an autistic 
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person may struggle to understand how another person sees their gender, and that this could 

contribute to higher rates of distress linked to gender incongruence, however to date, no 

studies have tested this hypothesis (Glidden et al., 2016).  

The social differences may also contribute to difficulties expressing one’s gender 

identity due to difficulties with social communication. This could influence the ability of a 

transgender autistic person to meet with other people with similar experiences, and to 

describe their gender identity to a health professional. No research to date has investigated 

how this aspect of autism might impact on communication about gender. As well as 

difficulties, the social communication and interaction differences which come with autism 

may help autistic people to develop a stronger sense of their own gender identity. Some 

authors have suggested that autistic people may be gender defiant (Bejerot & Erikson 2014; 

Walsh et al., 2018), in other words, that they may not be as susceptible to the social 

conditioning that most people are subject to with regard to gender norms. As a result, autistic 

individuals might have freedom to express their gender identities which non-autistic people 

are less likely to have, due to their heightened social awareness.  

The restricted and repetitive behaviours domain of autism has also been hypothesised 

to be associated with gender dysphoria and gender diversity. Two studies using parent and 

teacher report questionnaires found elevated scores on items reporting intense and 

obsessional interests in gender diverse children (VanderLaan et al., 2015; Nabbijohn et al., 

2017). This finding could be linked to the higher rates of autism and therefore restricted and 

repetitive behaviour traits in gender diverse people or could be due to a narrowing of focus on 

gender in young people experiencing gender dysphoria. Another aspect of this domain of 

autism is experiencing sensory hyper- or hypo-reactivity. Walsh et al. (2018) compared 

scores of sensory sensitivities between transgender and cisgender autistic adults and found 

lower scores in the transgender group on visual and auditory hypersensitivity. Warrier et al. 

(2020) found that transgender autistic people scored higher on a questionnaire measuring 

sensory sensitivities compared to transgender non-autistic people. Further research is needed 

to understand the relationship between sensory sensitivities and gender dysphoria in autistic 

people.  

Executive functions are the cognitive abilities that allow for cognitive and behavioural 

control, including working memory, inhibitory control, and planning. Higher rates of 

executive dysfunction have been found in autistic people (Demetriou et al. 2018). Similar 

findings exist in those with gender dysphoria; Akgül et al. (2018) compared executive 
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function scores in children and adolescents with gender dysphoria compared to controls. The 

gender dysphoria group had significantly higher Behaviour Rating Inventory of Executive 

Function (BRIEF) scores in the metacognitive and behavioural regulation indices. The 

research team controlled for autism scores, and still found higher global BRIEF scores in the 

gender dysphoria group compared to controls. Another study compared parent-reported 

executive function scores in 124 transgender young people aged 11-21 years, of whom 28 % 

were autistic (Strang, Chen, et al., 2021). Forty percent of the autistic young people were in 

the clinical range for executive function problems, compared to 14.6 % non-autistic young 

people. The studies described here indicate that a wide spectrum of autism-related differences 

have been found to be higher in people with gender dysphoria or who are transgender and 

gender diverse, and that these traits may contribute to the development of gender diversity 

and dysphoria in this group. However, to date, no longitudinal studies have established such 

causal links.  

3.3  Co-occurring mental health needs 

Both autistic people and those with gender dysphoria are at increased risk of mental 

health problems. The social differences characteristic of autism unfortunately mean that 

autistic people experience higher rates of adverse social experiences including bullying and 

harassment (Weiss & Fardella, 2018). Autism minority stress is a term developed by Botha 

and Frost (2018) to describe the negative mental health impacts of experiencing such adverse 

social experiences. This term was adapted from gender minority stress, which describes the 

negative impact of harassment due to being within a gender minority, in other words, 

transgender or gender diverse (Meyer, 2015; Testa et al., 2015). Therefore, autistic people 

who are also transgender or gender diverse may be experiencing both forms of minority 

stress, with these negatively impacting psychological well-being. This can be understood 

through the lens of intersectionality, which describes the way in which different marginalised 

identities interact within systems of power (Crenshaw, 1989). In order to understand the 

experiences of someone who belongs to a marginalised group, one must understand the 

particular intersectional identities they have. In this research, the intersection of being autistic 

and experiencing gender dysphoria is investigated.  

Research has explored the rates of mental health in autistic and transgender or gender 

diverse individuals across the lifespan. Strang et al. (2014) investigated rates of anxiety and 

depression symptoms in autistic children whose parents said that they wished to be the 

opposite gender, compared to those who did not. The authors did not find significant 
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differences in mental health scores between groups. Studies in adolescents have, however, 

found that rates of mental health need are increased in young people who are both autistic and 

experience gender dysphoria or are gender diverse. Van der Miesen and colleagues (2018) 

compared emotional problems in autistic adolescents and adults who endorsed the wish to be 

the opposite gender and found that those who wished to be the opposite gender had higher 

scores on measures of internalising problems including depression and anxiety compared to 

those who did not wish to be the opposite gender. A study with adolescents and young adults 

in Australia found that rates of psychiatric diagnoses were higher in autistic transgender 

people compared to non-autistic transgender people (Strauss et al., 2021). Another study 

compared mental health scores in a well-characterised US sample of transgender and 

cisgender autistic adolescents aged 13-21, as well as non-autistic transgender adolescents 

(Strang, Anthony, et al., 2021). In this study, autistic transgender individuals had the highest 

internalising mental health scores compared to both other groups (cisgender autistic youth 

and non-autistic transgender youth). 

Research with adults corroborates these findings of increased risk of mental health 

needs in those who are both autistic and gender diverse (George & Stokes, 2018b). A study 

with autistic and typically developing adults measured mental health including depression, 

anxiety, stress, and reverse-scored well-being, and recorded the number of minority groups 

participants belonged to, which included autism, sexual orientation, and gender dysphoria 

(George & Stokes, 2018b). There was a significant positive correlation between minority 

group membership and mental health scores. Another online study with adults found that 

depression and anxiety scores were highest in autistic and transgender participants (Murphy 

et al., 2020), as compared to cisgender autistic, and non-autistic transgender participants, 

suggesting that these higher rates of mental health problems extend beyond people 

experiencing gender dysphoria, who represent a subset of transgender and gender 

nonconforming people. 

These studies together suggest that autistic adolescents and adults who experience 

gender dysphoria are more likely to experience mental health problems than cisgender 

autistic people and transgender non-autistic people. At present, there is a dearth of 

longitudinal and quantitative evidence to understand the relationships between these different 

experiences. In order to generate plausible hypotheses about the mechanisms contributing to 

poor mental health in this group, qualitative evidence is needed to better understand the lived 

experiences of autistic people with gender dysphoria.   
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3.4 The lived experience of gender dysphoria in autistic people 

Prior to the work presented in this thesis, there were three qualitative studies 

published investigating the experiences of transgender and autistic people. Two studies were 

conducted in the USA with young people, and one in the UK with adults. Strang et al. (2018) 

aimed to understand autistic and gender diverse young people’s priorities, experiences of 

gender, autism, and views on the intersection of gender and autism. The authors conducted a 

framework analysis of interviews with 22 American autistic and gender-diverse adolescents, 

whose autism diagnoses were verified using gold-standard diagnostic tools (ADOS-2 and 

ADI-R), and whose intellectual ability was briefly screened prior to participation. In this 

study, researchers administered a semi-structured interview with 38 questions to the twenty-

two participants who were aged between 12-19 years old. Five main themes were identified 

by the authors including participants’ urgent needs to live as their affirmed gender and to 

make a medical transition; their gradual exploration of their gender identity; and confidence 

that their gender identity would be stable and that they would have a normal future. Another 

theme was the impact of neurodiversity; participants described experiencing alexithymia and 

difficulties developing self-awareness linked to autism, but that this was needed to become 

aware of a transgender identity, and also that differences in social understanding increased 

experiences of gender dysphoria in social situations. Participants also described difficulties in 

expressing their gender related needs to others. Another theme was that of bias and 

harassment, with participants expressing concern about expressing their gender in case they 

were further ostracised by peers. Another element of this theme was that participants felt their 

gender identities were more likely to be questioned due to their autism diagnoses.  

A second qualitative study by Strang and colleagues in 2020 aimed to design a 

clinical programme for transgender autistic adolescents using a participatory design. 

Interviews were conducted with autistic and gender diverse young people, advocates for this 

group, parents of the young people, and expert clinical providers. These interviews were 

analysed using a framework analysis and resulted in four overarching themes intended to 

guide the design of the clinical programme, which included the need to provide clinical 

support for broader needs than those linked to gender, including social and executive function 

differences, and that parents needed support as well as their children.  

Coleman-Smith et al. (2020) conducted a grounded theory study of the experiences of 

ten autistic adults who had gender dysphoria in the UK. All participants had received formal 

diagnoses of both autism and gender dysphoria. The authors identified one overarching theme 
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which was called ‘conflict versus congruence’, referring to conflict between gender identity 

and body, conflict with other people, and psychological conflict. Some participants felt that 

autism was a barrier to making sense of their gender identity, and that the social environment 

prevented participants understanding and expressing their gender identities. Another theme 

was that of feeling different, exacerbated for some participants by experiences of being 

bullied, and that this feeling was compounded by being both autistic and gender diverse. 

Puberty was identified as being a particular challenge due to the intensification of gender 

dysphoria, as well as difficulties with change linked to autism. Making a gender transition 

was described as challenging due to the social barriers to meeting other transgender people, 

and the social complexities of making a gender transition. Moreover, participants said that 

they feared being denied transgender healthcare, or actually were, due to their autism 

diagnoses.  

These qualitative studies together provide evidence that autism and gender dysphoria 

intersect in particular ways. More qualitative research, from a range of perspectives, is 

needed. The only qualitative studies with adolescents are from the USA, a country with a 

different healthcare system to the UK.  A study with adolescents and parents in the UK is 

therefore needed. While there is one study with autistic adults with gender dysphoria from the 

UK, more studies using a range of qualitative methods, and participants from across the 

country, are needed to further understand the experiences of this group. Furthermore, no 

studies have published findings on the perspectives of clinicians in this field, a gap that this 

thesis will fill.  

4. Thesis overview and aims 

The literature summarised in this chapter shows that autism and gender dysphoria 

commonly co-occur, but that there is limited literature about the lived experience of gender 

dysphoria in autistic people. Autism is a developmental condition which presents across the 

lifespan, and gender dysphoria typically develops by puberty, so taking a lifespan approach to 

understanding gender dysphoria, by investigating the experience of both adolescents and 

adults, and investigating early experiences of gender dysphoria in these groups, is warranted. 

Moreover, as autistic young people may particularly struggle to make sense of their 

experiences due to their developmental stage and relatively recent autism diagnoses, gaining 

parent perspectives is also important. Finally, given the role that health clinicians play in 

providing healthcare to autistic people with gender dysphoria, and findings that healthcare 

provision to both autistic and transgender people is poor, it is important to understand 
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clinician perspectives on this group of patients, and whether they adapt their clinical practice 

when working with this group. 

The overall aim of this research is therefore to investigate the lived experience of 

autistic people who have gender dysphoria, and their experiences of accessing support from 

the NHS for gender dysphoria. Conducting a systematic review and meta-synthesis of the 

lived experience of gender dysphoria in the general adult population will provide comparative 

data for the lived experience of gender dysphoria in autistic adults, shedding light on the 

experiences which are specific to the autism population. The second aim is to find out how 

NHS services need to adapt to meet the needs of autistic people with gender dysphoria.  

In order to do achieve these aims, the following questions will be investigated: 

• What is the phenomenology of gender dysphoria in the general adult 

population?  

• What is the phenomenology of gender dysphoria in autistic adults? 

• What are the experiences of autistic adults when accessing healthcare for 

gender dysphoria and associated needs? 

• What is the phenomenology of gender dysphoria in autistic young people, 

from their perspective and that of their parents? 

• What are the experiences of autistic young people and parents when accessing 

healthcare for gender dysphoria and associated needs? 

• How do clinicians conceptualise the co-occurrence of autism and gender 

dysphoria?  

• What do clinicians do differently when working with autistic people with 

gender dysphoria as compared to non-autistic people with gender dysphoria?  

These aims will be achieved through a series of qualitative studies. To achieve aim 1, 

a systematic review and meta-synthesis was conducted of all available qualitative research 

about the lived experience of gender dysphoria in adults. To achieve aims 2 and 3, an 

interpretative phenomenological analysis (IPA) study was conducted with autistic adults, 

focused on their lived experience of gender dysphoria and their experience of accessing 

healthcare. To achieve aims 4 and 5, a similar IPA study was conducted with autistic young 

people aged 13-17 years old, and their parents, asking similar questions as in the adult study. 

To achieve aims 6 and 7, an IPA study was conducted with NHS clinicians who work with 

autistic adults and young people who experience gender dysphoria, to better understand their 
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perspectives on the co-occurrence of autism and gender dysphoria, and how they adapt their 

practice when working with this group. Chapter Seven is a synthesis of the previous three 

studies, to gain a multi-perspective understanding of the phenomenology of gender dysphoria 

and accessing healthcare. Finally, a general discussion situates the research findings in the 

existing evidence base and provides clinical recommendations. 

 On the basis of the findings from these studies, a training package will be co-

produced with the patient and public involvement group for the research project. This training 

will be aimed at NHS clinicians who work with autistic people with gender dysphoria in a 

range of clinical settings.   
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Chapter Two: Methodology 

1. The case for an interpretative phenomenological investigation of gender dysphoria in 

autistic people 

1.1 Interpretivism and Meta-ethnography 

In this thesis I use two different approaches; meta-ethnography (Noblit & Hare, 

1988), in order to synthesise qualitative research findings about the experience of gender 

dysphoria in adults, and Interpretative Phenomenological Analysis (IPA; Smith et al., 2009), 

to understand the lived experience of gender dysphoria in autistic people. The stance taken 

throughout these studies is interpretivism.  Interpretivism is an umbrella term describing 

multiple different philosophical positions, including phenomenology and hermeneutics, 

which share the assertion that knowledge generation is contextual or subjective. This stance 

acknowledges the role of meanings and interpretations in the construction of knowledge.  In 

this thesis, I use the Noblit and Hare (1988) definition of interpretivism, which has been 

employed in both meta-ethnography and has strong links with IPA. Interpretivist research 

looks to explain social phenomena from the perspective of participants themselves, based on 

their lived experiences.  The significance of such social phenomena are elicited through 

detailed descriptions from participants, while taking into account the context of the 

phenomena. The aim is to represent the overall meaning of the multiple perspectives of 

participants, drawing connections between their experiences.  

Although research synthesis is often thought of as a positivist, aggregative endeavour, 

interpretative approaches to synthesis have been developed, such as meta-ethnography 

(Noblit & Hare, 1988). Meta-ethnography therefore takes an inductive approach to 

synthesising the findings from multiple studies. Rather than being an aggregative approach, 

the aim is interpretation of the meanings and understandings of research participants from 

multiple qualitative studies, and those of the researchers who conducted each study, 

maintaining an awareness of context. My approach to the meta-ethnographic study in this 

thesis is described in detail in Chapter 3.  

1.2 Background to Interpretative Phenomenological Analysis 

The methodology used in the second part of this thesis was IPA, a qualitative 

approach grounded in hermeneutic phenomenology (Smith et al., 2009). IPA was used to 

explore the lived experience of gender dysphoria in autism, from the perspectives of adults 

(Chapter 4), young people and their parents (Chapter 5), and healthcare clinicians who work 
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with this group (Chapter 6), and finally synthesising these multiple perspectives (Chapter 7). 

In the following, I will describe the different philosophical approaches which are central to 

IPA, and outline how these can be usefully applied to qualitative work with autistic and 

gender diverse participants.  

A methodology is the underpinning set of beliefs that guide a research project, and a 

method is the actual tools which are used to explore these. IPA has an inbuilt methodology 

and method. In order to understand a researcher’s methodology, one must know their 

ontological and epistemological position. Ontology is the study of existence, and involves 

interrogating the nature of being in order to ascertain what really exists. Epistemology refers 

to how one comes to have knowledge and beliefs. Realist epistemologies assume that there is 

an external reality and there are varied positions on how this reality comes to be known. For 

example, critical realism states that there are different levels of reality; there is the actual 

reality which exists irrespective of our observation of it, the underlying processes and 

mechanisms of this reality, and the reality as we perceive it through our senses (Bhaskar, 

2013). Anti-realist epistemologies assume that there is not an external reality which can be 

discovered using the correct methods, and so knowledge must be constructed. For example, 

contextualism as a position asserts that knowledge is dependent on the situation in which it is 

formed, and so knowledge (and therefore results of a study) will depend on the context of the 

research (Madill et al., 2000). The stance taken within IPA can be understood within a 

phenomenological hermeneutic framework. These multiple philosophical influences on IPA 

mean that it cannot be described as having a separate ontological and epistemological 

position (Larkin et al., 2006). This is because a hermeneutic approach sees ontology and 

epistemology as inherently interrelated, in other words, hermeneutic approaches “view the 

knower and the known as fundamentally interrelated, and thus assume that any interpretation 

necessarily involves an essential circularity of understanding - a hermeneutic circle” 

(Tappan, 1997, p.651). That is to say, the ontology (the ‘known’) and the epistemology (the 

‘knower’) cannot be separated. Heidegger emphasised this through the use of his term being-

in-the-world by which he meant to demonstrate the inextricable links between one’s existence 

and living in the world; the two cannot be separated (Heidegger, 1962).  

In the following, I will therefore describe the various theories which underpin IPA 

research: phenomenology, hermeneutics, and idiography. Phenomenology was developed by 

Edmund Husserl (1859–1938) and is a philosophical approach which considers how we 

develop an understanding of our life experiences. Husserl’s phenomenology focused on 
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developing methods for an individual to make sense of their own experiences. These methods 

aimed to be rigorous enough that the common ‘essence’ of a particular lived experience could 

be identified, that is, the parts of the experience that are universal (Cresswell & Poth, 2016). 

This diverges from IPA, which explicitly aims to uncover the specific meaning of 

experiences to a particular set of individuals, rather than to identify universal experiences 

(Smith et al., 2009). In order to identify the essence of human experiences, Husserl 

encouraged individuals to adopt a phenomenological inquiry to better understand their own 

sense of consciousness. This meant moving away from the natural attitude whereby these 

experiences of consciousness occur but are not reflected upon. Husserl suggested that one’s 

assumptions and beliefs needed to be bracketed, or separated out, in order for this to occur 

(Reiners, 2012). This would generate data regarding the important parts of human experience. 

Husserl then proposed a method of reductions which meant moving towards the essence of 

human experience, and away from pre-existing beliefs about the experience (Eddles-Hirsch, 

2015). This would lead to a description of the invariant human experience of a particular 

phenomenon.  

Martin Heidegger (1889-1976) was Husserl’s student, and drew on his ideas to 

develop an interpretative or hermeneutic phenomenological approach. Heidegger’s 

phenomenology emphasised the need for interpretation, questioning the extent to which the 

processes of bracketing and reduction could truly lead to a universal ‘essence’ of human 

experience (Heidegger, 1962). Heidegger also paid close attention to the sociocultural 

context, or lifeworld, that we inhabit (Lopez and Willis, 2004). This focus on the individual’s 

interaction with the world leads to awareness of their embodied, intentional experience as 

acting within the world in ways that are possible and meaningful. This means that the person 

is always seen as interacting with people, objects, culture, and language, and it would never 

be possible to remove them and their lived experiences from this milieu. Moreover, 

Heidegger moved towards an existential approach, locating the individual within their finite 

lifespan, emphasising the person’s experience of time. In fact, Heidegger claimed that human 

beings were time, and that this comes to an end at death, with every moment of life imbued 

with this reality. IPA is influenced by the interpretative approach taken by Heidegger, along 

with his emphasis on the individual as located in time, and in the world (Smith et al., 2009).  

Two other philosophers built upon these ideas: Merleau-Ponty extended 

phenomenology to focus more explicitly on the individual’s embodied, situated experience, 

exploring the idea that embodiment is central to our experiences of the world (Smith et al., 
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2009). Sartre extended the contextual element of Heidegger’s phenomenology to include the 

role of social relationships, which he saw as fundamental to our experience of the world. 

Therefore, IPA draws on these approaches to consider participants’ embodied experiences, 

and social experiences.  

IPA also draws on hermeneutics, particularly Heidegger’s hermeneutic 

phenomenology (Smith et al., 2009).  The word hermeneutic comes from the Greek word 

ἑρμηνεύω, which means ‘I interpret’, and so describes the study of interpretation. Heidegger 

drew on hermeneutic theory, originally developed in order to interpret the underlying 

messages of religious texts, when developing his hermeneutic phenomenology. Heidegger 

outlined his belief that phenomena could have both explicit and implicit meanings, which are 

inherently connected (Heidegger, 1962). Therefore, Heidegger’s approach required attention 

to both the visible, and underlying, nature of phenomena, and how the individual makes sense 

of this. Heidegger claimed that the individual would always bring their prior experiences to 

this sense-making, thereby rendering Husserl’s aim to identify the universal essence of an 

experience through bracketing impossible. Heidegger claimed that the focus should be on the 

phenomena rather than on prior beliefs. IPA uses this understanding to consider the 

limitations of bracketing, and in its firmly interpretative approach (Smith et al., 2009).  

The idea of a hermeneutic circle is central to IPA. It has been developed by numerous 

hermeneutic philosophers, and so is described as a general theory here. The hermeneutic 

circle refers to the interaction between the part and the whole. Within a research paradigm, 

this can refer to the relationship between particular words used by a participant and the whole 

sentence, the single interview and a whole study, and a single event and a whole life. The 

circle refers to the reciprocal relationships between the part and the whole. This is borne out 

in the IPA method, whereby the analytic approach moves constantly between the part and the 

whole of interview transcripts, and participants within the study. Moreover, a double 

hermeneutic occurs in IPA, when the researcher is making sense of the participant’s 

understanding of a particular phenomenon (Smith et al., 2009). 

Critical hermeneutics is an approach which suggests that marginalised groups can be 

subjugated by researchers who are in positions of power, who impose their interpretation on 

the words of participants (Lopez & Willis, 2004). This therefore moves beyond Heidegger’s 

hermeneutic approach which considers sociocultural context but does not extend this to 

consider power dynamics. From this perspective the researcher has a responsibility to be 

aware of societal discourse in their research area, and how such narratives may obscure their 
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participants’ lived experiences (Smith, 1987). Therefore, a critical hermeneutic approach 

aims to shed light on societal power dynamics and their influence on participants to access a 

contextualised understanding of the target phenomenon, and this perspective is useful in an 

IPA study, particularly when studying areas where power dynamics are central to 

participants’ lived experiences, for example when conducting research with marginalised 

groups.   

IPA is an idiographic approach, which means that there is a commitment to 

representing individual participant experiences (Smith et al., 2009). Rather than summarising 

experiences or developing psychological theories at the group level, the aim is to develop a 

detailed account of the specific experiences of one group of people who inhabit a specific 

context. IPA acknowledges the relationship between the particular and the general as another 

part of the hermeneutic circle, allowing for an idiographic approach which still synthesises 

the experiences of multiple different participants into one account.  

IPA is therefore an idiographic, hermeneutic phenomenological approach. This 

approach was selected to investigate the lived experience of gender dysphoria in autistic 

people from multiple perspectives. Two phenomena were the focus; experiencing gender 

dysphoria and autism; and accessing support for gender dysphoria. The hermeneutic, or 

interpretative approach is essential when investigating the experiences of a group who live in 

different contexts and have different life experiences to the research team, and who have 

developmental differences and may use language in unusual ways. Moreover, the 

hermeneutic influence allows for the integration of multiple perspectives, or parts of the 

analysis, into a whole. Taking a critical hermeneutic approach, through maintaining 

awareness of power dynamics, is important given that the current conceptualisation of gender 

dysphoria is criticised for being defined by medical professionals rather than people with 

gender dysphoria themselves (Drescher, 2010). Another benefit of a hermeneutic 

phenomenological approach is the focus on the context of the phenomena. For example, 

Kanamori and Cornelius-White (2016) found that US healthcare professionals 

overwhelmingly held an affirmative stance towards transgender healthcare, which marked a 

significant change since the 1980s. It is therefore crucial that the sociocultural context of the 

research is considered, given the shifting landscape in this area. The phenomenological 

approach grounds the research project within the meaning of the experience of being autistic 

and having gender dysphoria, as described by participants, which is essential when 

investigating an under-researched and controversial area. The idiographic approach fits well 
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when working with autistic participants who may have more idiosyncratic perspectives on 

their experiences due to the characteristics of autism. This means that paying attention to the 

particular individual lived experience, before summarising across the group, is important.  

1.3 Sampling, data collection and analysis 

 In this section I will give an overview of the methods used in this study. The 

particular samples, data collection method and analytic technique are described individually 

in each chapter. Here, I will present an overview of the methodological approach, and 

provide justification for these choices in the context of the aims of the PhD and theoretical 

background for the study.  

1.3.1 Sampling 

The IPA method dictates that purposive sampling should be used to recruit a 

relatively homogeneous and small sample. The homogeneity of the sample for Chapter 4 and 

5 of the PhD lies in participants having a diagnosis of autism and having experienced gender 

dysphoria to the extent that they sought professional support. The decision was made that 

participants would have been assessed by a health professional as meeting diagnostic criteria 

for autism, but not necessarily gender dysphoria. This was in acknowledgement of the rapidly 

shifting definitions within transgender health (Beek et al., 2016), and also in order to recruit 

participants at different stages in their gender journeys. Therefore, the sample shared the 

experience of being autistic and experiencing gender dysphoria, but differed in other ways, 

such as in age and extent of gender transition. In Chapter 5, the parents of young people were 

also interviewed, forming one multiperspectival study looking at the shared and divergent 

perspectives of parent-child dyads. In Chapter 6, clinicians working with autistic young 

people and adults with gender dysphoria were interviewed, providing another perspective on 

the co-occurrence of autism and gender dysphoria.  

In qualitative methods, there is a tension between breadth and depth in terms of 

number of participants and interviews, and analysis, given the constraints of time and 

resources. Therefore, a decision must be made regarding sample size, keeping in mind the 

need for in-depth interview data collection and analysis, and the need to represent a range of 

views. In the present research, in consultation with the Patient and Public Involvement (PPI) 

group, we agreed that it would be important to have a range of participants with regards to 

gender identity, stage of transition, age, and geographical location, in order to ensure that a 

wide range of views were included within the group of autistic people experiencing gender 
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dysphoria. The PPI group asserted that this was particularly important given the differences 

in experience of gender transition depending on sociocultural context. For example, PPI 

group members who were middle aged described how different their experience was to 

younger adults, having received an autism diagnosis and learned about transgender identities 

later in life. Moreover, towards the start of the PhD, guidance was issued by one of the 

leading autism journals, indicating that only qualitative studies with sample sizes >20 would 

be considered for publication (van Schalkwyk & Dewinter, 2020). Therefore, a decision was 

taken to have larger sample sizes than are generally used in IPA studies. Smith et al. (2009) 

propose that in IPA studies with larger sample sizes, it is inevitable that a somewhat less 

detailed analysis of each transcript will be undertaken, with a quicker move to analyse themes 

at the group level than the individual level, as compared to studies with smaller sample sizes.  

In this thesis, I have nevertheless adhered to the idiographic nature of IPA through the 

analysis and generation of themes at the individual participant level before summarising 

across themes, with the use of specific individual’s quotes to demonstrate group-level themes. 

Moreover, Smith et al. (2009) suggest that in larger IPA studies, researchers must set a 

threshold for ‘recurrence’ and describe this. In this thesis, any theme which occurred for 50% 

or more of participants was considered as part of the final analysis. Although larger samples 

are less common in the IPA research corpus, this is by no means the first IPA project to opt 

for larger sample sizes. There are numerous successful IPA studies which maintain a 

commitment to an idiographic, hermeneutic phenomenological approach, and have larger 

samples. For example, Flowers et al. (2003) recruited a total of 37 participants and developed 

interpretative, in-depth themes, which accounted for the hermeneutic circle and maintained a 

commitment to presenting the perspectives of individual participants, as well as the group.  

A multiperspectival IPA approach was chosen for this thesis, recruiting participants 

who had a range of different perspectives on the target phenomena of living with gender 

dysphoria as an autistic person, and accessing support for this. This decision was taken due to 

the developmental trajectories of gender identity and gender dysphoria (Steensma et al., 

2013), and autism (Cridland et al., 2015). I therefore decided to recruit autistic adults, as well 

as adolescents aged 13-17 years, and their parents. The young people and parents formed a 

multiperspectival study, with themes generated for parent-child pairs where possible. This 

design was chosen in anticipation of some young people not expressing their experiences 

with the level of depth needed for IPA analysis. In recruiting parents, it was anticipated that 

parents could add more detail to the account of the young person’s experiences. Moreover, 
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this design allowed for a comparison of young people and parent perspectives, which is 

particularly important given that parent perspectives are likely to influence their child’s 

access to gender-related support (de Graaf & Carmichael, 2019). Finally, clinicians working 

with young people and adults were interviewed, in a second multiperspectival study which 

compared the positions of clinicians working with young people with those working with 

adults, and these were grouped separately due to the differing clinical approaches in adult as 

compared to children and young people’s gender services (WPATH, 2012). Moreover, a 

multiperspectival synthesis of all three studies generated the key features and experiences 

associated with autism and gender dysphoria from a wide range of perspectives, accounting 

for developmental changes, and from external as well as internal perspectives, that is autistic 

and gender diverse people themselves and those supporting them. As well as including a 

wider range of experiences, this allowed for an overarching picture of the healthcare 

experiences of this group, central to a core aim of this thesis. 

1.3.2 Data collection: autism adaptations to interview technique. 

The most common means of data collection for IPA studies is a one-to-one interview 

conducted by a researcher with a research participant. This allows for the collection of an in-

depth, rich dataset, essential to maintaining a commitment to the idiographic and 

phenomenological nature of IPA. Interviews are typically semi-structured, allowing the 

researcher to follow the experience of the participant, rather than rigidly sticking to a script 

which may neglect to capture individual experiences. The interview is an example of the 

hermeneutic cycle happening in real-time; the participant aims to make sense of specific 

events and experiences, interpreting these for the benefit of the interviewer, and the 

interviewer bases follow-up questions and responses on their interpretation of what the 

participant has said. Smith et al. (2009, p.59) recommend that interview questions are “open 

and expansive”, and that the interviewer speaks as little as possible. They recommend the use 

of open questions to expand upon important points made by participants.  

These recommendations for IPA interview technique pose a challenge to the autistic 

participant. Autistic participants may struggle to understand an interviewer’s intentions, 

particularly when they ask expansive questions. The detail-focused cognitive style in autism 

can make unspecific, broad questions, challenging to answer. For this reason, I drew on my 

clinical experiences of working with autistic young people and adults when conducting 

interviews. I followed a series of topic guides (see Appendix 1) which included a range of 

open and closed questions and were refined over the initial interviews for each study. Where 
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participants appeared able to respond flexibly to open questions, I aimed to follow the IPA 

guidelines as closely as possible, and be flexible, responsive, and open in my interview style. 

Where participants appeared to struggle with this interview style, I tended to ask more closed 

prompt questions, and more ‘scene setting’ questions to help orientate the participant to the 

particular experience I wanted to ask about, in the “interventionist” way recommended for 

people with communication difficulties by Smith (2004). For example, see below for a short 

extract from an interview with an adult participant who was struggling to answer a question 

about how they felt when they ‘detransitioned’ back to their birth gender, before returning to 

a transgender identity. To help scaffold their answer to this question, I used prompt questions 

to orientate them to the period of time when they had detransitioned, which then helped them 

to answer the question. See below for the prompts used:   

I: How long was that phase then where you went back to using she/her 

pronouns? 

R: Er that was two years. 

I: Two years, wow. 

R: That was year seven to year nine. 

I: And tell me how you were feeling during that time? 

 

Another autism adaptation was to the mode of the interview. Participants had the 

option to participate in-person, in a video call, or on the phone. I made this choice before the 

pandemic, to reduce pressure on autistic participants to travel to a new place to take part in 

the study. Some participants asked to send follow-up emails so that they could express things 

that they had forgotten or were struggling to articulate during the interview. Such extracts 

were included at the end of the transcript and analysed, considering the context of this as a 

written, thought-through summary rather than a real-time interview. Some participants asked 

to use the chat function during the interview; one adult used the chat function when they were 

struggling to articulate a particular point during the interview, and when they were worried 

about being overheard by other members of their household. One young person asked to 

conduct the interview entirely by text message, having consented to take part on a video call. 

This did not reduce the richness of the data collected, despite their giving brief responses; it is 

worth noting that they made longer utterances when typing than they had when speaking on 

the video call when giving informed consent to participate. They were also much more 
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expressive during the written interview than they had been when communicating orally 

during the video call. See below for an example of their use of metaphor during the text 

interview: 

R:  i tried to dress and act masculinely 

I:  I see - what sorts of things did you change? Can you give examples? 

R:  i tried to tuck my hair into a hoodie and i told my friends to address me with 

he/him pronouns that day 

I:  What did that feel like? 

R:  it was comforting 

R:  like when you collapse into bed after a long day at work 

Whether participants opted to meet in person or remotely, there were a number of 

autism adaptations made to the procedure. Firstly, participants were sent directions and 

instructions to reach the university campus with images and plain English writing to help 

prepare them for the experience of taking part in the research. Online participants received an 

adapted version of these instructions so that they were also prepared for the research 

procedures. Next, participants were able to bring a supporter into their interview if they 

wanted. Breaks were offered during the interview, although nobody took this option. 

Participants were able to bring in fidget toys and to write or draw during the interview if this 

helped them maintain focus, or as a means of expression where useful.  

Interviews were audio recorded using an encrypted digital audio recording device. 

These recordings were then sent to a GDPR-compliant transcription service and 

professionally transcribed, using an intelligent verbatim method. I then checked each 

transcript while listening to the audio recording and ensured that an appropriate level of 

detail, including pauses, laughs, and repetition were included in the transcript for an IPA 

analysis (Smith et al., 2009). I briefed the transcription company on terminology linked to 

autism and transgender health to facilitate accurate transcription of the interview recordings.  

1.3.3 Analytic approach. 

The process of IPA data analysis is described by Smith et al. (2009), and in this thesis 

I aimed to follow their guidance closely. The first step in analysis is reading and re-reading 

the transcripts; the first time, I did this while listening to the audio recording, and corrected 

any errors made by the professional transcriber, and adding in any details needed for this. I 



47 

 

had kept notes during the interviews, and sometimes this helped with this process, e.g., 

knowing when a participant had become emotional or left a very long gap before answering.  

The second step is initial noting, which involves a commitment to developing a 

detailed understanding of the transcript, and taking notes on what the participant is saying, 

and what this appears to mean to them. Smith et al. (2009) suggest using three overarching 

types of notes to structure the noting phase. The first of these are descriptive notes, which 

carefully describe the content or subject of the participants’ speech. The second are linguistic 

notes, which interpret the use of language by participants, for example use of metaphor or 

words to describe emotional experiences. Thirdly, conceptual notes move beyond the 

descriptive content to begin to synthesise this, and perhaps raise questions about the 

participants’ presentation of their experiences as found in the descriptive notes, and to 

consider underlying constructs which may be relevant. These interpretations must still be 

linked to the words spoken by the participant. This phase is traditionally done on paper on the 

margin of the transcript. I analysed the data for the young person and parent study in this 

way, either on paper or typed in a word document. For the adult study and the clinician study, 

I used NVivo 12, and later NVivo (released in March 2020) and used the ‘annotations’ 

feature to conduct this part of the analysis. The third step is developing emergent themes and 

involves using the notes as the main source from which to develop initial themes from the 

transcript (Smith et al., 2009). Themes should summarise the notes taken in the second step, 

while maintaining a firmly phenomenological approach, that is, focusing on the meaning of 

the experience to the participant. See Appendix 2 for an excerpt of the initial noting and 

developing emergent themes for an adult participant from Chapter 4. 

The fourth step is searching for connections across emergent themes which requires 

decision-making about how the themes might relate to one another, in order to highlight the 

central parts of the participant’s experience. Smith et al. (2009) suggest a number of 

techniques which can help in this process. This includes abstraction, or combining themes 

which relate to one another, or conversely, polarisation which involves placing emergent 

themes with opposite meanings together. Contextualisation involves paying attention to 

factors such as the narrative of participants, cultural themes, and temporal themes. This is 

where an awareness of the role of power dynamics can be acknowledged. Another technique 

is using function, that is, pulling together themes that served a particular purpose for the 

participant, for example, demonstrating their experience of overcoming adversity. See 

Appendix 3 for an example of this theme development in the young person and parent study. 
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The fifth step is moving on to the next case, and at this stage, findings from the previous 

transcripts should be bracketed, or set aside, in order to analyse the next transcript with a full 

focus on the lived experience of the next participant, which will be different to the previous 

participant. This ensures an idiographic approach throughout the project. The sixth, and final 

step is looking for patterns across cases, which can use similar strategies as employed in step 

four. This includes a commitment to maintaining the individual perspectives of participants, 

as well as looking for similarities across participants’ experiences. See Appendix 4 for an 

example of all the themes contributing to one subordinate theme from the young person study 

in Chapter 5. 

In this thesis I then went beyond the traditional IPA approach to include a 

multiperspectival IPA approach (Larkin et al., 2019). It was hoped that understanding the 

intersection of autism and gender dysphoria from a range of perspectives would deepen the 

overall understanding of this phenomena and provide an account of the differences in 

perspectives between different groups. Larkin et al. propose some different types of 

multiperspectival IPA studies, and the clinician study in Chapter 6, and overall synthesis 

found in Chapter 7 are both examples of directly related groups, that is, distinct samples 

which have experience of the same phenomenon, but from different perspectives. In the case 

of clinicians, both groups were clinicians working with autistic people experiencing gender 

dysphoria, but one group worked with adults and the other with young people, giving them 

different perspectives. The multiperspectival study in Chapter 5 is an example of a family 

design, where parent-child dyads were interviewed to understand how young people and their 

parents experienced their gender identity and autism, and accessing support for gender 

dysphoria. In the case of Chapter 7, all directly related groups interviewed in this thesis have 

been in close proximity to the experience of being autistic and experiencing gender 

dysphoria, either from personal experience, or from the outside through being a parent or 

clinician.  

Multiperspectival IPA methods proceeds with the analysis using the six steps above. 

One difference is that themes are pulled together within the units of study; in the case of the 

parent and child study, emergent themes were generated first for the young person, then their 

parent, and then for the unit of study: each dyad, before moving on to the next dyad (see 

Appendix 3). Similarly, in the clinician study, themes were generated at the individual 

participant level for each adult clinician first, before looking for patterns across all the adult 

clinician cases. Next, the same process was followed for the young person clinicians. When 



49 

 

developing themes within a multiperspectival study, Larkin et al. (2019) suggest using a 

range of strategies. These include identifying consensus, when participants with different 

perspectives arrive at similar understandings, for example, both autistic adults and young 

people describing the distress due to a mismatch between their bodies and conflict, where 

participants disagree in their understandings, for example, parents seeing difficulties through 

the lens of autism, where young people see difficulties through the lens of gender. Another 

strategy is identifying complementary concepts, for example, clinicians expressing their 

struggles to adapt their communication with autistic patients, and autistic people feeling that 

clinicians do not always understand them. Finally, the work of Noblit and Hare (1988) 

inspires the strategy of finding lines of argument within the analysis, which involves drawing 

on the key themes identified to provide a coherent narrative which may share a structure with 

the system from which data was collected. A divergence from the original multiperspectival 

IPA design in this thesis was that Chapters 3-6 were treated as individual studies, with 

finalised themes, and then these themes were re-analysed or synthesised in the final 

multiperspectival study in Chapter 7 (see Appendix 5 for the relationship between themes). A 

typical multiperspectival IPA study would have fewer participants and so would generate 

themes for each group, which would then be described in one final analysis. Given the 

number of participants, with an in-depth, idiographic analytic approach maintained 

throughout data analysis, it was not feasible to present the findings in this way. Instead, I 

decided to produce one paper per participant group, with a final summary paper with the 

overall multiperspectival analysis. This allowed for more depth of analysis to be presented in 

each individual paper, as well as producing a brief summary paper, which is accessible to 

those who may not have time to read each individual paper. 

1.3.4 Analysing interview data from autistic participants. 

The social communication differences found in autism affect the analytic process 

within qualitative research, and should be considered within the hermeneutic foundations of 

IPA. To maintain a hermeneutic stance, the researcher pays close attention to the words used 

by the participant, as well as their tone, and attempts to interpret the underlying meaning in 

what they are saying. The researcher is therefore thought to be able to understand the 

meaning of their participants, from their own perspective, through a careful process of 

reading and re-reading the transcript, using notes taking during the interview, and using 

reflexivity. This process is already complicated by the researcher’s own positionality, and the 

context in which the research is taking place, which will be addressed in the next section. In 
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research with autistic people, who may use formalised, idiosyncratic, or stereotyped 

language, this interpretative process is further complicated. Indeed, research has 

demonstrated that information transfer is more effective between autistic people than between 

autistic and non-autistic people (Crompton et al., 2020), suggesting that meaning may be lost 

in communication between a non-autistic researcher and autistic participant.  

During the interviews, I tried to mitigate these challenges and ensure the collection of 

a rich dataset through making all the autism adaptations needed by the participant, by 

drawing on my experience of conducting clinical interviews and psychological therapy with 

autistic people. I used this experience again when conducting the analysis, aiming to identify 

linguistic features which might appear to a non-autism specialist to convey particular 

meaning, but I interpreted as being stereotyped or repetitive in nature. In these cases, this was 

considered carefully as part of the analysis and I maintained awareness of my perspective as a 

non-autistic, cisgender researcher and clinician. For example, some participants used 

particular words repeatedly during transcripts in ways which differed to their standard 

meaning. By taking note of the repeated use of particular words, and the context in which 

they were spoken, I was able to note these words as probably more linked to social 

communication differences than conveying significant meaning.  

2. Reflexivity 

2.1 Positionality and Reflexivity 

Within an interpretative framework, the relationship between the phenomena of 

interest and the researcher is interactive and there is an acknowledgement that the researcher 

is influenced by the social context in the same way that the participants are. Therefore, the 

researcher cannot be neutral or objective, but must be reflexive, which means to actively 

reflect on and nurture awareness of their position in the analysis in order to increase the 

quality of the interpretations and findings. In order to do this, the researcher must foster an 

awareness of their pre-existing beliefs and knowledge, and then actively integrate this 

awareness through practising reflexivity throughout the research project. In the following, I 

will therefore describe my positionality, as well as that of my supervisors, and then describe 

how this self-awareness contributed to a reflexive research practice.  

I am a cisgender woman, with no neurodevelopmental differences, and practice as a 

clinical psychologist in the National Health Service (NHS), working with neurodiverse and 

gender diverse children and adolescents, as well as conducting research at the University of 
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Bath. My clinical work focuses on making adaptations to mental health interventions for 

autistic adults and young people, and for gender diverse young people. I came to this research 

area from an interest in social identity in autistic people, particularly autistic women, which 

was the subject of my Doctorate in Clinical Psychology research. Throughout this thesis I 

have been supported by a supervisory team of autism and gender experts, who are all 

cisgender, neurotypical clinical psychologists and academics. All three supervisors 

supervised the analysis of the data collected by the lead researcher. The supervisory team all 

had experience in supervising projects related to gender identity, with two of the supervisors 

having conducted research in gender identity clinics in the past. At the outset of the research, 

the team met to discuss their different experiences and viewpoints with regard to gender 

diversity and autism. Each team member explained their experience and preconceptions about 

the area, in order to practice reflexivity as a team, and to ensure that the findings of the 

research were as credible as possible.  

I developed the research questions and methods with the support of the Spectrum 

Support Group, which is an NHS support group for autistic transgender adults. I had co-

facilitated this group with an autistic transgender man as part of my previous clinical work, 

and so already had good working relationships with the group members. Some of these group 

members agreed to form the Public and Patient Involvement group for this thesis. Having 

heard stories from group members of discriminatory practice towards autistic and transgender 

people in the NHS, I was motivated to ensure that my research would have a positive impact 

on practice in the NHS to reduce barriers that autistic and transgender people face when 

trying to access mental health and gender related care. Furthermore, as a woman, feminist, 

and LGBTQ+ ally I felt that I had a personal investment in the improvement of services for 

transgender people. This could have led to an emphasis on barriers to individuals accessing 

treatment. Throughout the research I therefore needed to maintain an awareness of looking 

for positive practice and not simply set out to ‘uncover’ the problems that the PPI group told 

me they had faced. 

As a clinical psychologist with an interest in social identity, I was aware of my 

particular interest in the social and psychological factors which contribute to distress in 

autistic people with gender dysphoria. I therefore knew that I needed to listen carefully to 

other factors discussed by participants, for instance biological factors, and not discount these. 

Moreover, having had more professional experience working with autistic people than gender 

diverse people, I knew that I would need to pay careful attention to factors relating solely to 
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gender and not overlook these. This would be easily done, given my higher comfort levels in 

talking about autism, and knowledge of the experiences of autistic people, as compared to 

transgender people. In order to address this, I attended the European Professional Association 

for Transgender Health conference in the first months of my PhD, made good links with 

gender clinicians who I consulted about the design of the study, and conducted my literature 

review in the lived experience of gender dysphoria in adults. I also thought carefully about 

my own position with regard to transgender health and discussed this in supervision. My 

stance is best characterised as ‘gender affirmative’ and I maintained awareness of this 

throughout the research project.  

My PhD has been funded by the National Institute for Health Research (NIHR), and 

NIHR-funded research must have an impact on clinical practice in the NHS within five years. 

I was aware that this could have led to an over-interpretation of the findings and, moreover, 

create a tension between the interpretative stance of this research and the more realist aims of 

applied health research to identify specific, empirically grounded ways in which healthcare 

services can be improved. I aimed to consider the findings in proportion to the quality and 

scope of the research output from this thesis. Moreover, as well as writing up an academic 

thesis, I aimed to develop training materials for NHS clinicians (see Section 3). This meant 

that the research output could closely adhere to the hermeneutic phenomenological 

framework, while the training materials could move into a more critical realist standpoint, 

providing specific clinical guidance on how services could adapt for autistic people, while 

acknowledging that this guidance was generated within a specific sociocultural context. 

2.2 Contextual factors for consideration 

Throughout the three years of the project, I maintained awareness of the shifting 

landscape of transgender rights and healthcare provision in the UK. This was to ensure a 

balanced and inductive approach to the project, grounded in the participants’ data while 

maintaining awareness of the cultural context in which research participation took place. See 

Chapter 1, section 3, for a summary of the specific narratives around this during the course of 

the PhD.  Some key contextual factors to the research process are discussed here.  

 Individuals seeking support from a gender clinic in the UK have often had to wait 

years for treatment while experiencing significant distress. A recent freedom of information 

request found that the wait time was 5.7 years at the local Gender Identity Clinic for adults, 

the Laurels in Exeter (Devon Partnership Trust, 2021). When accessing treatment there is a 
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clear power differential between the patient and clinician, as clinicians are able to grant or 

deny access to physical interventions to affirm an individual’s gender identity, following an 

assessment of gender dysphoria (WPATH, 2011). Individuals invited to take part in research 

by gender clinic staff may therefore feel under pressure to agree to participate in research, or 

to answer in particular ways in order to support their case for receiving gender affirming 

treatment. I therefore emphasised that participation in the project was not obligatory and that 

decisions to take part or not would not affect an individual’s care in the NHS. Moreover, it 

was emphasised that participant confidentiality would be maintained unless an individual 

shared that they were at significant risk. I also took steps to reduce the power imbalance 

between myself and participants, for instance by dressing in casual clothing, by introducing 

myself as a PhD student rather than as a clinical psychologist (without, of course, deceiving 

participants about my identity as a clinical psychologist), and by acting in a friendly but 

professional manner towards participants.  

In Chapter 2.3, I discussed the recent judicial review of the ability of young people 

ages under 16 years to consent to puberty blockers. One of the claimants was called ‘Mrs A’ 

and is the mother of an autistic 16-year-old who was on the waiting list for GIDS assessment. 

Mrs A was interviewed by a tabloid newspaper, stating that she felt her child had rewritten 

their history in order to get a referral to GIDS, and that her child had adopted a male gender 

identity in order to alleviate social difficulties linked to being autistic (Adams, 2020). This 

judicial review therefore increased attention on the high rates of autistic young people 

accessing GIDS. The legal complaint was made in October 2019, just as I began data 

collection for this study. The case was first decided in December 2020, as data collection 

continued, and the appeal decision was published in September 2021, as I ended the data 

analysis. Therefore, there was media coverage on this topic throughout this thesis. As well as 

this increasing the importance of my having a strong awareness of my own positionality, and 

that of my supervisory team, the media coverage was having an impact on participants. 

Sometimes, participants were reluctant to discuss the relationship between autism and their 

gender identity. This was due to a concern that if they linked autism to their gender identity, 

their identity would be dismissed or pathologised as symptomatic of their 

neurodevelopmental profile. It was difficult to disentangle cases where their lived experience 

was that the two did not relate, and those who did not want to discuss this due to fears 

regarding the potential political uses of this information. With adult participants, often they 

were more willing to discuss this later in the interviews, after we had built a stronger rapport. 
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Many young people, particularly those in their early teens, were unwilling to discuss this at 

any point in the interview. I became aware of my rephrasing interview questions to ask about 

this in increasingly subtle ways so as not to offend or upset participants. During the data 

analysis I had to pay close attention to the participants’ words and body language to try and 

make sense of whether they felt there was no link between autism and their experience of 

gender, or whether they were concerned about how this might be interpreted. I maintained 

awareness of the societal narratives around the co-occurrence of autism and gender dysphoria 

when analysing the interview transcripts.  

Researchers and clinicians in this field are under high levels of scrutiny. The Gender 

Identity Development Service (GIDS) has been a focus of national media attention and has 

been the feature of a number of TV news programmes and documentaries (Barnes, 2021). 

This was considered throughout the research project, in order to ensure that this did not 

unduly influence the conduct of the study. For this reason, I decided to not have a social 

media profile, and to encourage discussion of my research in synchronous talks, ideally in 

person, such as at public conferences and at the Patient and Public Involvement group 

meetings, rather than online. I hoped that these measures would reduce the influence of 

polarised views on transgender issues on the research and its dissemination. Moreover, one 

study in this thesis recruited gender clinicians. I ensured that the interview schedule allowed 

them to share their opinions in a safe, anonymous way. One change that I made to the 

research procedure was asking for less personal demographic detail (e.g., age, sexuality), and 

instead focused on demographic features which were linked to their professional life, e.g., 

length of time worked in the NHS, number of autistic and transgender patients seen. This was 

to reassure clinicians that any research outputs would include demographic detail that 

allowed them to stay fully anonymous. I also presented the demographic information for this 

study across the two participant groups (adult and young person clinicians) in order to reduce 

the likelihood of individual clinicians being identified.  

3. Patient and public involvement  

Before applying for funding to do this thesis, I worked with a Patient and Public 

Involvement group to develop the research questions, meeting twice in 2017 and 2018 to 

refine the procedures. Once funded, I consulted with this group about the conduct of the 

research. The group members were autistic adults who had experienced gender dysphoria, 

along with some of their carers. The group endorsed the proposed research questions and 

made suggestions for the methods including focusing on the lived experiences of both adults 
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and young people. The group also suggested having a wide recruitment strategy with 

participants varied in geographical location, and age of onset of gender dysphoria, gender 

identity, as well as stage of gender transition. The group also gave advice on recruitment 

including suggesting community groups from which to recruit participants. The PPI group 

members helped to ensure that autism adaptations were made to interviews, for example, 

offering the chance to conduct interviews through instant messaging and sending interview 

questions in advance to participants. At the stage of writing up the findings from the research, 

the group gave advice on labelling the themes so that they were accessible to the autistic 

community. In the adult study, this led to some changes in the theme names. For example, the 

sub-theme embodied distress became experiencing and describing body distress. 

 The PPI group also helped in the development of accessible summaries for the 

autism community, and training materials for NHS clinicians, to ensure that the findings were 

disseminated beyond the academic community. The accessible summary of the adult study 

was written in collaboration with the PPI group and designed by an autistic and non-binary 

artist. I designed two sets of training materials: the first covering basic adaptations to 

healthcare settings for autistic people with gender dysphoria, covering research findings 

relating to appointment set-up, clinic environment, communication, and LGBTQ+ friendly 

settings. The second training video was focused on clinical approaches to explore the 

experiences of autistic people with gender dysphoria, which looked at the ways in which 

gender dysphoria and autism were found to intersect in this research, with clinical tips on 

how these could be explored in sessions focused on gender and/or autism identity. 
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Chapter Three: The phenomenology of gender dysphoria in adults: A systematic review 

and meta-synthesis 

 

 

Chapter Rationale 

Chapter Two argued for the use of interpretative research to better understand the lived 

experiences of autistic people with gender dysphoria. It is necessary to first understand the 

lived experience of gender dysphoria in a broader population, to later gain a picture of how 

autistic people have a similar or different experience. Due to a relative paucity of qualitative 

research with young gender diverse people at the time of developing the research aims, I 

decided to conduct a systematic review and meta-synthesis of the lived experiences of 

transgender adults with gender dysphoria. Although the diagnostic criteria for gender 

dysphoria are contentious (Beek et al., 2016), there has been limited research about the 

phenomenology of gender dysphoria from the perspective of those affected. Therefore, this 

study centres the narratives of transgender people experiencing gender dysphoria themselves, 

as well as providing comparative data for Chapter Four.   
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Abstract 

 

Gender dysphoria is distress due to a discrepancy between one’s assigned gender and 

gender identity. Adults who wish to access gender clinics are assessed to ensure they meet the 

diagnostic criteria for gender dysphoria. Therefore, the definition of gender dysphoria has a 

significant impact on the lives of individuals who wish to undergo physical gender transition. 

This systematic review aimed to identify and synthesize all existing qualitative research 

literature about the lived experience of gender dysphoria in adults.      A pre-planned 

systematic search identified 1491 papers, with 20 of those meeting full inclusion criteria, and 

a quality assessment of each paper was conducted. Data pertaining to the lived experience of 

gender dysphoria were extracted from each paper and a meta-ethnographic synthesis was 

conducted. Four overarching concepts were identified; distress due to dissonance of assigned 

and experienced gender; interface of assigned gender, gender identity, and society; social 

consequences of gender identity; internal processing of rejection, and transphobia. A key 

finding was the reciprocal relationship between an individual’s feelings about their gender 

and societal responses to transgender people. Other subthemes contributing to distress were 

misgendering, mismatch between gender identity and societal expectations, and 

hypervigilance for transphobia.  

 

Keywords: Gender dysphoria; Transgender; Gender diversity; Psychological distress; 

Mental health. 
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The phenomenology of gender dysphoria in adults: A systematic review and meta-

synthesis 

Transgender is an umbrella term used to describe individuals who have a gender 

identity which does not align with their assigned gender. Gender dysphoria in adolescents and 

adults is defined in the Diagnostic and Statistical Manual of Mental Disorders (5th ed.; DSM-

5; American Psychiatric Association, 2013) as marked incongruence between an individual's 

gender identity and assigned gender with associated distress or impairment; see table 1 for 

further details of DSM-5 criteria for gender dysphoria in adolescents and adults. A UK 

survey found that 1% of adults were gender diverse, or transgender, but it is not known what 

proportion of these had gender dysphoria (Reed et al., 2009). This is in line with a recent 

review which suggested that between 0.5 and 1.3% of children, adolescents, and adults self-

report a transgender identity (Zucker, 2017). In the Netherlands the prevalence of gender 

dysphoria was 0.6% in adult natal males, and 0.2% in adult natal females, while 3.2% of 

adults assigned female at birth and 4.6% assigned male at birth reported an equal 

identification with each gender or “ambivalent gender identity” (Kuyper & Wijsen, 2014).  

The DSM-III (3rd ed.; DSM–III; American Psychiatric Association, 1980) was the 

first edition of the DSM to include a gender-related diagnosis, called Transsexualism located 

within the “psychosexual disorders” category. The adult diagnosis of transsexualism referred 

to “discomfort and inappropriateness” of one’s biological sex alongside the wish to be rid of 

one’s genitals and live in one’s gender identity. Many changes have been made to the 

diagnostic criteria since this time (Beek et al., 2016). In the DSM-IV (4th ed.; DSM–IV; 

American Psychiatric Association, 1994), the diagnostic terminology was changed, and 

transsexualism became “Gender Identity Disorder”, but the focus on distress in relation to 

one’s assigned gender remained a core component of diagnosis, as it continues to be in the 

DSM-5. Corneil et al. (2010) state that it is important to differentiate between transgender 

individuals who experience distress and those who do not. They argue this helps to normalize 

transgender identities and highlight that these cause distress in some, but not all cases. 

Significantly, the DSM-5 gender dysphoria diagnosis now accommodates a spectrum of 

gender identities, although the wording remains binary, referring to the other gender. This 

means that non-binary individuals who experience distress in relation to their gender identity 

can now be diagnosed and more readily receive support for gender dysphoria within the 

standard healthcare model. See Zucker et al. (2013) for a detailed description of the 

justification of changes to the diagnostic criteria from DSM IV to DSM-5. 



63 

 

The most recent DSM-5 classification for Gender Dysphoria published in 2013 is 

contentious (Davy & Toze, 2018). Critics state that including gender dysphoria in the DSM 

implies that having a transgender identity is a mental health problem, although the DSM is 

clear that only cases where there is distress or impairment would meet criteria for a diagnosis, 

while proponents highlight that in current medical practice, diagnosis is a requirement for 

access to appropriate medical support (Drescher, 2010). Indeed, in most settings a diagnosis 

of gender dysphoria is a prerequisite for receiving gender-focused support from healthcare 

services. This is in line with the World Professional Association for Transgender Health 

(WPATH) Standards of Care (Coleman et al., 2012), although some authors have argued an 

assessment but not necessarily a diagnosis of gender dysphoria is required according to these 

guidelines (Ashley, 2019). Therefore, the way in which gender dysphoria is defined affects 

service provision and availability. Intervention for gender dysphoria ranges from the 

provision of psychological support to explore gender identity or to make the social transition 

to live as one’s affirmed gender identity, to medical interventions to enable the biological 

affirmation to one’s gender identity through hormone treatment or gender affirming surgery 

(Coleman et al., 2012).  

Gender diversity is not considered a mental health problem. However, transgender 

people are more likely to experience mental health problems than the general population 

(Downing & Przedworski, 2018). Individuals with gender dysphoria are also more likely to 

experience mental health problems, most commonly anxiety and depression (Dhejne et al., 

2016). In terms of well-being following transition, a study using the Amsterdam Cohort of 

Gender Dysphoria from 1972 to 2015 found that of individuals who received a gonadectomy, 

0.6% of transwomen and 0.3% of transmen experienced regret (Wiepjes et al., 2018). A 

meta-analysis investigating mental health quality of life in treatment-seeking transgender 

adults supported Dhejne et al.’s findings, as mental health quality of life was lower in the 

transgender population compared to controls (Nobili et al., 2018). The authors then 

investigated quality of life following cross-sex hormonal treatment; seven studies were 

included, and mental health quality of life was found to significantly improve following 

treatment (Nobili et al., 2018). 
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Table 1.  

Definitions 

Term Definition 

Gender dysphoria 

(DSM-5) 

Diagnosis made if the individual experiences two or more of these 

experiences: 

a marked incongruence between gender identity and sex 

characteristics 

a desire to be rid of one’s sex characteristics 

a strong desire for the sex characteristics of the other gender 

a strong desire to be the other gender (or an alternative, i.e., non-

binary gender) 

a desire to be treated as being the other gender (or an alternative, i.e., 

non-binary gender) 

a conviction that one has the same feelings and responses as the other 

gender (or an alternative, i.e., non-binary gender) 

 

This should be associated with significant distress or functional 

impairment for a diagnosis to be made 

Gender identity An individual’s felt sense of their identity being masculine, feminine, 

a combination or none of these 

Gender expression How an individual behaves, interacts with others, dresses, and 

otherwise displays their gender identity to others.  

Gender norms  Societal expectations about how an individual will behave and 

express their gender. Therefore, someone born female is expected to  

act in a stereotypically feminine way and someone born male is 

expected to act in a stereotypically masculine way. 
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Some researchers have suggested that higher rates of mental health problems in the 

transgender population are linked to gender minority stress, or the experiences of stigma and 

discrimination transgender and gender nonconforming individuals experience which 

contribute to poor mental health (Meyer, 2015; Testa et al., 2015). This has been supported 

by studies which have found associations in the transgender population between mental 

health conditions and level of social stigma experienced by participants due to their gender 

identity (Bockting et al., 2013). One example of a social stressor experienced by some 

transgender individuals is “misgendering” or being treated as or labelled a different gender to 

their own gender identity. Frequency of experiences of being misgendered, as well as feelings 

of being stigmatised, have been found to be positively associated with psychological distress 

in the transgender population (McLemore, 2018).  

These high rates of mental health problems need to be better understood through an 

investigation of the mechanisms contributing to distress in this population. Described above 

are two distinct conceptualizations of the experience of gender-related distress in individuals 

with gender dysphoria. There is the diagnostic conceptualization of dysphoria related to a 

discrepancy between assigned and experienced gender, as defined in diagnostic manuals such 

as the DSM-5 (5th ed.; DSM-5; American Psychiatric Association, 2013), and a more social, 

stigma focused understanding of distress as described by gender minority stress theory 

(Meyer, 2015). It is not currently clear how these two forms of distress relate to one another. 

Zucker et al. (2014) highlight that there is a lack of research investigating distress which is a 

direct result of gender dysphoria in children and adolescents, and we argue that the same gap 

is apparent in the adult literature. Given the rapidly increasing societal awareness of 

transgender identities (e.g., Steinmetz, 2014), and substantial increase in referrals to gender 

clinics (e.g., Aitken et al., 2015; Wiepjes et al., 2018), it is important to have an up-to-date 

understanding of the experience of gender dysphoria as described by the individuals 

themselves. This will help to guide care in clinical settings where an unprecedented number 

of referrals are being received, and ensure that a current understanding of gender dysphoria 

according to rigorous research findings. Therefore, a contemporary systematic review of the 

phenomenology of gender related distress is critical to improve, update and develop 

coherence around our understanding of the experience of gender dysphoria, to ensure that it is 

conceptualised in a consistent way and in line with the current social context.  

Scientific research has played an important role in clearly defining gender dysphoria 

and investigating the efficacy of various treatments for this group. There has been an 
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emphasis on opinion pieces and narrative reviews compared to original empirical studies. A 

review of primary published literature on gender dysphoria from 1970 to 2011 found that the 

most common study type published was narrative review at 29% or 479 articles and that 

commentaries made up a further 7.5% or 124 papers (Eftekhar et al., 2015). Empirical studies 

based on original data made up a smaller proportion of research at 34% or 555 articles, 

including qualitative studies, cross-sectional studies, cohort studies, case control studies and 

clinical trials. The least common method employed was systematic review at 0.4% or 6 

articles. Narrative reviews allow authors to select the research they feel has the most value 

and to summarize this research, which increases the risk of bias in the review (e.g., Littell, 

2008). There have not been any systematic reviews focused on the phenomenology of gender 

related distress, despite distress related to gender identity being a central criterion for 

individuals hoping to access gender clinics. Given the high level of controversy and emotive 

nature of this particular research area, it is especially important that more systematic methods 

are utilised in order to reduce the likelihood of researcher bias and to improve the quality of 

evidence available.   

Systematic reviews employ a replicable search strategy, with a clearly defined 

screening method to select papers relevant to the review question following predefined 

inclusion and exclusion criteria (Moher et al., 2015). This significantly reduces the likelihood 

of bias in terms of studies included in the review. When qualitative evidence requires 

synthesis, standardised protocols can be followed such as meta-ethnography (Noblit & Hare, 

1988), a widely used method of qualitative research synthesis, which ensures a high level of 

methodological rigor in the synthesis of qualitative results.   

Aims 

This study aims to systematically review and synthesize existing qualitative literature 

regarding the phenomenology of gender dysphoria in adults. This will result in a deeper and 

empirically informed understanding of the lived experience of gender related distress, 

focusing on the cognitive, psychological, and physical experiences associated with gender 

dysphoria.1 

 

1
 An original stated aim of this systematic review, as published on PROSPERO, was to compare the 

experiences of binary and non-binary transgender individuals’ experiences of gender dysphoria. Following 

searches and screening, there were not enough data regarding the non-binary experience of gender dysphoria to 

keep this as an aim of this review.  
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Methods 

The methods section was developed using the ENTREQ guidelines (Tong et al., 

2012), which aim to standardize the reporting of qualitative syntheses. A protocol for this 

study was pre-registered on PROSPERO (CRD42019140899). The theoretical basis for the 

qualitative synthesis was interpretivism (Noblit & Hare, 1988). This perspective 

acknowledges that the findings regarding the phenomenology of gender dysphoria from the 

studies reviewed will have multiple and at times conflicting perspectives, which can exist 

alongside one another.  

A meta-ethnography approach was selected for the current study (Noblit & Hare, 

1988). This entailed conducting a structured analysis for synthesising research about the 

phenomenology of gender dysphoria in transgender individuals. This methodology allowed 

for a “line-of-argument” synthesis, which allowed for the development of an integrating 

scheme which furthered understanding of the phenomena under investigation. A systematic 

search and screening against pre-defined criteria preceded a thorough synthesis of qualitative 

studies investigating the experience of gender dysphoria.  

Inclusion criteria 

The inclusion criteria were developed in order to identify in-depth qualitative data 

about the experience of gender dysphoria in transgender individuals (see Table 2). Gender-

related distress was operationally defined as any negative emotions directly related to gender 

identity in transgender individuals. This broad definition of gender dysphoria was selected 

rather than attempting to apply diagnostic criteria in order to include a wide range of studies, 

and also in acknowledgement of the rapidly changing cultural understanding of gender 

diversity.  

Search strategy 

We developed a pre-planned search strategy, using MEDLINE, PsycINFO, Embase 

and Web of Science and the search terms in table 3. A preliminary search on PubMed with 

the following terms: (((((((qualitative) OR interview) OR "focus group") OR experience) OR 

phenomenolog*)) AND (((((((((distress) OR "mental health") OR depression) OR "low 

mood") OR discomfort) OR dysphoria)) AND (((((((Transgender) OR "gender 

nonconforming") OR “gender atypical”) OR “gender variant”) OR non-binary) OR 

genderqueer))) OR (((transsexual*) OR "gender identity disorder") OR "gender 

dysphoria"))).  
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The searches were conducted in July 2019, and 1741 records were identified, reducing 

to 1370 once duplicates were removed. The searches were updated and run again in October 

2019. This identified 121 new papers since the July search. Non-published “grey” literature 

was not included in the present study. The reference sections of included papers were 

scanned for further published studies that might meet inclusion criteria.   

Table 2.  

Inclusion and Exclusion Criteria 

 Inclusion Exclusion 

Participants Participants are over the age of 18 years old. 

Participants are transgender i.e., have a gender 

identity which is different from their assigned 

gender. 

 

Participants include Lesbian, Gay 

and Bisexual participants as well 

as transgender participants 

Participants include those under 

the age of 18 

 

Types of 

Study 

 

Qualitative or mixed-methods studies. 

Study involved primary data collection 

comprising first person accounts through 

interviews, focus groups, open-ended surveys 

etc. 

Study focused on (i.e., asked about or found a 

theme relating to) participant's experiences of 

distress in relation to their gender identity i.e., 

the thoughts, feelings, and sensations associated 

with gender related distress.  

Published in a peer-reviewed journal. 

Written in English. 

Any time period. 

Any geographical region. 

Observational or secondary data 

studies. 

Quantitative studies 

Reviews or commentaries 
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Table 3.  

Search terms 

Field  Search Terms 

Abstract  Transsexual* OR “gender identity disorder” OR “gender dysphoria” 

Abstract OR (Transgender OR “gender nonconforming” or “gender atypical” or 

“gender variant” OR non-binary OR genderqueer) AND (distress OR 

“mental health” OR depression OR “low mood” OR discomfort OR 

dysphoria) 

Any field AND Qualitative OR interview OR “focus group” OR “lived experience” OR 

phenomenolog* 

Screening 

A total of 85 studies went to full text review. See figure 1 for further details of the 

identification, screening, and eligibility assessment of papers in this study. The first round of 

screening involved reading the title and abstract of identified references to assess whether 

papers met the above criteria. Where further information was required, the full text was 

assessed in the second screening round using the same method.  

Twenty studies were included in the analysis, which included 1606 transgender 

participants in total. All studies which met the inclusion criteria were published from 2009 

onwards. See Appendix 6 for details of each included study.   

Inter-rater reliability 

The first author screened studies using the inclusion and exclusion criteria, and a 

second researcher screened 10% of these. Discrepancies were resolved using a pre-defined 

strategy. Any disagreements between the two screeners were resolved by discussion. Where 

an agreement could not be reached, the final author was consulted. Agreement between the 

two researchers was measured; there was 99.3% agreement between the two researchers 

(Cohen’s Kappa = 0.85), indicating near perfect agreement.  
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Data extraction 

A data table was developed for the purpose of this study. As well as including data for 

the qualitative synthesis, the following data were collected: Author name(s); Year published; 

Title; Journal; Setting; Participant group (i.e., binary or non-binary participants, transgender 

women etc.); Number of participants; Qualitative methodology; Interview type (see 

Appendix 6). Data in the results and discussion section of the study pertaining to the inner 

experience of gender dysphoria were extracted. Specifically, data regarding the thoughts, 

feelings, and sensations that come with having a transgender identity and being distressed 

about this were included, but not broader data about the experience of accessing healthcare or 

education experiences. Once analysis had begun and the initial concepts were identified, a 

table was constructed to look at whether and how each study represents data pertaining to 

each concept (Britten et al., 2002).  

Quality assessment 

The widely used CASP checklist (Critical Appraisal Skills Programmed, 2018) was 

used to assess the quality of studies included in the review (see Appendix 7). All studies were 

included in the synthesis irrespective of quality, but the CASP checklist results were 

considered carefully when conducting the data coding and synthesis. The CASP checklist 

was used to assess whether each included study had a clear statement of aims; used an 

appropriate methodology; had an appropriate research design and recruitment strategy; 

considered data collection, research relationships and ethical issues; analysed data rigorously; 

stated findings clearly; and had value. Each item was given a score of 0-2 dependent on the 

quality of information provided in each category, see Duggleby et al. (2010), with 2 

representing higher quality and 0 lower quality. 10% of the studies were inter-rated by the 

final author, following the process outlined in the “screening” section, and inter-rater 

reliability was good (Cohen’s Kappa = 0.67). 

Data analysis 

Data were coded and translated inductively based on Noblit and Hare (1988), 

commencing with familiarization with each of the papers. The experiences of gender 

dysphoria in transgender individuals were the focus of the analysis. It is important to note at 

this stage the relationship between the following concepts: 

• First order constructs, or participant responses 
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• Second order constructs, or how the original authors interpreted these 

responses 

• Third order constructs, or how the review authors interpret the second order 

constructs 

Line-by-line coding was conducted to search for first order and second order concepts 

related to the target phenomena, i.e., inner experiences of gender dysphoria (e.g., Rice, 2002). 

Each study was analysed in this way until the concepts from each paper were identified. This 

was done by the first author and the final author coded a subset of included papers. The 

second order constructs were used for the meta-synthesis, but the first order constructs were 

noted in order to ensure that the second order constructs accurately represented what the 

participants had said and demonstrated significant depth of description. In cases where the 

first order construct was not thought to align well with the corresponding second order 

construct, the second order construct was not included in the analysis.  

Next concepts which recurred across multiple studies were used to translate the 

findings between each study (e.g., Britten et al., 2002). Concepts which were shared among 

studies were grouped together when their themes were similar to one another. This was done 

through an iterative process of grouping concepts together and reading and re-reading the 

included studies to ensure that concepts that were grouped together were done so in a 

meaningful way (Toye et al., 2014). A summary of the concept from each relevant paper was 

written in the format of either a quote from the source paper or a summary written by the 

research team. Summaries used the original authors’ words where possible.  

A translational synthesis was undertaken, whereby included papers had sufficiently 

similar themes to be grouped together and resulted in a line of argument synthesis. At this 

stage, third order constructs were created to synthesize the findings of all the papers. The 

third order constructs were developed by the first author and then discussed in depth with the 

other authors. The authors discussed any differences in their understanding of the concepts 

and second order constructs of the included papers, and the third order constructs were 

refined until the authors reached agreement. Third order constructs would be divided into two 

types; subordinate themes and overarching themes which shaped the overall synthesis and 

findings. These over-arching themes represented the line of argument stage of the synthesis. 

At this point the synthesis was written in narrative form by the first author, and this synthesis 

described the concepts, second order, and third order constructs identified in the meta-

synthesis. The narrative synthesis was then read and agreed upon by all the authors.  
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Results 

We identified four key concepts in the analysis, with twelve sub-themes. The 

overarching concepts identified were “distress due to dissonance of assigned and experienced 

gender”’, “interface of assigned gender, gender identity, and society”, “negative social 

consequences of gender identity” and “internal processing of rejection and transphobia”. See 

Table 4 for an overview of the third order constructs we identified. 

Distress due to dissonance of assigned and experienced gender 

The first concept we identified was participants’ negative feelings about the mismatch 

between their gender identity and body. These feelings included gender-focused and body-

focused distress which were interrelated. Participants experienced distress, conflict, 

confusion, and denial related to their gender identity, as well as body dysphoria and 

disconnection. These feelings had consequences such as suicidal ideation and fear for the 

future.  

The most prominent sub-theme we identified was body dysphoria, which included the 

unease, dysphoria, hatred, and disgust participants felt towards their bodies. The focus was 

frequently on the genitals and secondary sex characteristics such as the chest and body and 

facial hair, with some attempts to suppress these features. Studies identified a range of 

negative feelings towards the body from being troubled, experiencing discomfort, a 

destabilised sense of self, to disgust, hatred, and existential crisis. These feelings sometimes 

led to participants’ attempts to suppress their femininity or masculinity, for example through 

restricting food intake to minimize the appearance of breasts. Some individuals also 

experienced detachment from the body. This referred to the sense of disconnection from the 

physical self which resulted from body and gender dissonance. The word “disembodiment” 

was used in two of the three studies which referred to detachment, and underlines the force of 

this feeling for participants, who felt such a powerful sense of gender dissonance that they 

experienced a total break between their sense of self and physical body. For some 

participants, this feeling of disgust towards their body led to suicidal thoughts or self-harm; 

individuals felt that death was preferable to continuing to live in their body.  

The next subtheme was gender distress, which refers to distress relating to 

participants’ gender identity, which in some participants extended to thoughts of death and 

suicide. Multiple papers described distress following conflict between participants’ gender 

assigned at birth and self-concept, with the sense that this could be destabilizing and cause an 
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existential crisis. Emotions reported included depression, anxiety, disappointment, and self-

hatred, and these feelings could be overwhelming and tumultuous. One paper looked at the 

experience of transgender individuals undergoing transition and found that negative emotions 

were particularly experienced pre- and during transition, becoming less prominent post-

transition. 

Figure 1.  

Identification, screening, and eligibility of studies in the systematic review 
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Table 4.  

Overarching concepts and sub-themes 

Third order 

concept 

Sub-themes Example quote  

Distress due to 

dissonance of 

assigned and 

experienced 

gender 

Body dysphoria “Beards and pubic hair caused trouble to many of the 

respondents, and penile erections were a source of 

embarrassment and shame.” (Giovanardi et al., 2019) 

Gender distress “Disappointment and an internalised hatred in having 

to live each day in the wrong gender.” (Goodrich, 

2012) 

Conflict of body and 

gender 

“Experiences of internal conflict and gender 

dissonance had a strong presence in all interviews” 

(Mullen & Moane, 2013) 

Confusion “Some participants felt suicidal because they were 

confused about their gender and did not have the 

information and support they needed to help them 

process their feelings.” (Bailey et al., 2014) 

Denial and 

suppression 

“It was common for the participants in this study to 

describe a complete denial of their transgender 

identity.” (Budge et al., 2013) 

Fear of future 

 

“A second subtheme, “fear of the future,” captures 

the anxiety about life-changing decisions and 

acceptance by others.” (Applegarth & Nuttall, 2016) 

Interface of 

assigned gender, 

gender identity, 

and society 

Distress due to 

misgendering 

“An inability to pass/blend would likely be 

associated with general disappointment, feeling sad, 

and, for some, even suicidal ideation” (Rood et al., 

2017) 
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Third order 

concept 

Sub-themes Example quote  

Mismatch between 

gender identity and 

societal expectations 

 

“Some degree of conflict existed between the internal 

sense of self and dominant social norms” (Ellis et al., 

2015) 

Negative social 

consequences of 

gender identity 

 

Isolation 

 

“Participants reported feelings of sadness and loss 

when friends and others in their social network were 

not supportive.” (Smith et al., 2018) 

Internal 

processing of 

rejection and 

transphobia 

 

Fear of rejection, and 

sadness following 

rejection 

“They pointed to how encountering rejection or 

invalidation of their gender identity … had led to 

proximal or internalised stress processes” (Goldberg 

et al., 2019) 

Hypervigilance for 

transphobia 

“Participants reported that the expectation of 

rejection often is associated with distinct feelings of 

fear and worry for their personal safety.” (Rood et 

al., 2016) 

Internalised 

transphobia 

 

“…one's own body might become persecutory for 

some TGNC individuals who feel themselves 

constantly looked by others. This might have a heavy 

price in psychological terms, as it can cause shame 

and self-hatred if internalised, or rather internalised 

transphobia” (Scandurra et al., 2019) 

 

The sense of conflict between participants’ bodies and gender was a prominent sub-

theme, with studies describing a mismatch between individuals’ gender identities and 

anatomy, leading to feelings of dissonance, conflict, and distress. A range of vocabulary was 

used to describe this dissonance, demonstrating a spectrum of feelings from discomfort to 
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significant distress and struggle. This use of the words “struggle” and “conflict” suggests that 

some people experienced the difference between their gender identity and bodies as 

something to be struggled against and overcome, with the implication that an internal conflict 

could lead to changes that would resolve the struggle. One paper highlighted that the distance 

between a person’s gender identity and their experiences of their own body contributed to the 

intensity of gender dysphoria. Some papers conceptualised the dissonance as being between 

body and mind, whereas other focused more specifically on body and sense of self or gender 

identity. This dissonance was identified by non-binary participants as well as binary-

identified participants. 

The next subtheme we identified was confusion or uncertainty about gender identity 

which is experienced as distressing. Participants reported that they needed more support from 

society or from family members in order to understand their feelings about their gender. 

There was an implication that there are societal norms around being “certain” of one’s gender 

identity or that one should conform to gender norms, and that transgressing societal 

expectations was therefore experienced as confusing and disorientating. It is of note that even 

a sense of uncertainty was experienced as distressing in contexts where the dominant 

narrative is that gender identity is fixed and in line with one’s sex, and therefore certain.  

Denial and suppression were another prominent feature of the studies, with denial of 

an individual’s true gender identity leading to attempts to suppress it. This brought 

participants feelings of stress and of not being true to one’s identity. In all the studies which 

discussed this theme there was the sense that transgender identities caused feelings of shame 

in participants due to negative views of transgender identities in society, or that suppressing 

one’s gender identity was necessary to be accepted by others. Participants also felt shame 

around the suppression of their gender identity, implying that they felt caught between two 

contradictory ways of conceptualizing and expressing their gender identity, on the one hand 

conforming to traditional gender norms and suppressing their identity, and on the other hand 

fully embracing their gender identity.  

The last sub-theme we identified within this concept was fear of the future. This 

referred to participants’ difficulties envisaging how to navigate their gender identities, with a 

sense of hopelessness or fear for the future. This theme encapsulated the lack of control and 

anxiety transgender individuals felt about making life-altering decisions when they became 

more certain about their gender identity. Considering the earlier themes of death sometimes 

feeling preferable to continuing in one’s current body, and the confusion or denial and 
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suppression that comes with dissonance of assigned and experienced gender, huge emotional 

weight was associated with future-decision making for this group. While many participants 

were desperate to change their bodies and gender expression, for some this was associated 

with a fear of stepping into the unknown and of transgressing social norms.  

Interface of assigned gender, gender identity, and society 

     The second concept we identified was the interface of assigned gender, gender 

identity, and society. This concept acknowledges the social nature of gender identity. Gender 

norms are culturally defined expectations about how gender-related behaviors and gender 

expression are interpreted. An individual’s gender expression is interpreted by others using 

gender norms to work out their likely gender identity. The dissonance that the transgender 

individual experiences around their assigned gender and gender identity may be experienced 

by those they interact with, who may be unsure how to label the transgender person. The 

transgender individual who is undergoing transition wants to be seen as belonging to their 

experienced gender group and treated as such. In order to achieve this aim, individuals may 

wish to change others’ perceptions of their body, and therefore others’ perceptions of their 

gender expression. This concept underscores the effect of binary gender norms (i.e., the idea 

that gender is binary, either male or female) on the transgender individual, who may struggle 

with having a different gender journey to the dominant narratives around gender. These 

experiences of the interface of body, personal identity, and societal norms and responses to 

the individual led to a sense of not fitting in and transgressing societal norms, and a fear of 

others shaming or misgendering the individual. There are reciprocal relationships between 

feelings about the body, gender expression, and reactions of others. For example, an 

individual who is misgendered may then begin to feel higher levels of body dysphoria and 

conflict between their assigned and experienced gender. Moreover, feelings of anxiety or 

confusion around one’s gender identity could affect an individual’s gender expression, 

thereby shaping the social responses of people the transgender individual interacts with.  

The first sub-theme was distress due to misgendering. This related to participants’ 

fear of others misreading their gender identity and experiencing distress when this occurred, 

with a feeling of responsibility to ensure misgendering did not occur. A number of the studies 

identified feelings of fear, distress, embarrassment, anxiety, and stress at the thought or 

reality of being identified as belonging to a gender group which does not align with one’s 

identity. Studies identified anticipatory fear of being misgendered or placing pressure on 

oneself to “pass” as one’s gender identity, with some participants reporting suicidal ideation 
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if they were not successful in this aim. This was linked with the earlier theme of body 

dysphoria and conflict of body and gender, as participants would measure their success in 

changing their bodies or gender expression by the reactions of others. Participants expressed 

fear of being labelled as transgender by others, with an implicit sense that this is a shameful, 

negative label. Moreover, participants wanted to be affirmed in their gender identity by 

others. This theme linked with the sense of struggle identified within the first theme, with 

misgendering being something that participants aimed to overcome. This demonstrates the 

complex interplay between gender identity, gender expression, and social interactions with 

others, with an individual’s own sense of dissonance and negative feelings about their bodies 

and gender identity potentially being exacerbated by the reactions of other people. This theme 

has an emphasis on emotions linked to anxiety, suggesting that participants would spend time 

trying to predict and control the reactions of others.  

The second sub-theme was the mismatch between participants’ gender identity and 

societal expectations. This theme captured the dissonance between the individual’s gender 

and societal expectations, rather than dissonance around the individual’s own body and 

gender identity. Dominant social narratives that gender identity and biological sex should 

align did not fit the transgender person, which resulted in conflict and sadness. This links to 

the earlier theme of confusion, whereby participants were unsettled by their gender identity 

not aligning with societal expectations. Studies described participants’ experiences that they 

had been socialised to the incorrect gender, which caused dissonance and distress. This 

relates to the earlier theme of participants’ suppression or denial of their gender identity, 

which happened as a result of not fitting societal norms. Furthermore, social interactions 

triggered gender dysphoria, and participants experienced shame and self-hatred when they 

perceived that others were looking at them and assessing their gender. Transgender 

individuals expected to be rejected due to the prevalence of binary gender norms, and so did 

not feel able to share their thoughts and feelings about their gender, even with close family 

members. Transgender men who chose to become pregnant felt isolated by the gender binary, 

as they did not conform to gender norms around parenthood. Therefore, societal expectations 

that assigned gender and gender identity should align, and that others should act in a gender 

conforming way, led participants to experience more negative feelings about their own 

gender identity, with shame being an important emotion in this process.  

  



79 

 

Negative social consequences of gender identity 

The third concept was the social consequences of gender identity, primarily a sense of 

isolation due to the individual’s gender identity. Transgender individuals felt and were cut-off 

from society and communities due to their gender identity. Participants reported that they felt 

outside of society due to their differences in gender identity, and the lack of acceptance in 

society for people who do not conform to traditional gender norms. Studies referred to a lack 

of community, reduced sense of belonging, invisibility, invalidation, and loneliness. 

Participants were clear that this was associated with their gender identity and that this caused 

distress, particularly loneliness. This concept highlights the loneliness of belonging to a group 

which can be ostracised by society. It is worth noting that some studies also referred to 

positive social consequences of gender identity, such as becoming close to other transgender 

people, however the negative social consequences came alongside these. The positive 

consequences are not reported here due to this paper’s focus on distress in relation to gender 

identity.  

Internal processing of rejection and transphobia 

The final concept was the internal processing of rejection and transphobia, with 

hypervigilance for rejection due to gender identity and an internalised sense of shame and 

fear about one’s gender. The focus of this concept was on the individual’s internal cognitive 

processes and making meaning of their negative experiences as a transgender person in the 

world, with the difficult feelings that come with this including sadness, loss, and anxiety. 

This theme is conceptualised as resulting from the earlier theme of negative social 

consequences of gender identity; if participants had not either experienced or seen examples 

of rejection due to being transgender or transphobia, then they would not have developed 

internal narratives and processes to make sense of these experiences.  

The most prominent sub-theme for this concept was fear of rejection, and sadness 

following rejection. This theme focused on how participants feared future rejection and 

ruminated on previous incidents of rejection, and these experiences were heightened by a 

high rate of previous rejections and awareness of negative societal attitudes towards 

transgender people. A high number of included studies discussed participants’ fears of 

rejection, judgement, or other negative responses from others, including family and friends. 

The range of emotions included fear, anxiety, loneliness, discomfort, frustration, pain, anger, 

and depression. Participants experienced a sense of loss when rejected by people close to 
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them such as friends or family. Participants wanted to fit in and hoped that others would not 

judge them, fearing rejection and judgement of others.  

The next sub-theme was hypervigilance for transphobia, where an individual’s 

expectation that they would be discriminated against or harmed due to being transgender was 

associated with attentional biases for threat and danger when out in public, with an 

understandable fear about leaving the home. Studies described participants’ feelings of being 

unsafe due to fears of discrimination, violence, or harassment. Such fears led to individuals 

looking out for signs of danger when out in public, in the hope of keeping themselves safe, 

presumably resulting in individuals spending long stretches of time in a state of high 

psychological arousal and anxiety, even at times when no threat was present. This was 

associated with a range of negative feelings such as anxiety, embarrassment, and depression.  

The final sub-theme for this concept was internalised transphobia, or feelings of 

shame as negative external narratives about transgender people were internalised. Studies 

identified that individuals were highly aware of social stigma about their gender identity, and 

of transphobic narratives, and that for some people these became internalised, resulting in a 

sense of shame about their gender. One study highlighted that social messages about 

transgender people directly led to self-hate, confusion, and shame (Rood et al., 2017). These 

feelings had consequences such as difficulties affirming gender identity, finding satisfaction 

with physical body, and hiding at home.  

Discussion 

This systematic review and meta-ethnographic study synthesised all the available 

qualitative studies about the lived experience of gender dysphoria in transgender adults. 

Twenty studies were included, all published since 2009, providing a rich dataset for the 

synthesis. Four overarching concepts were identified: distress due to dissonance of assigned 

and experienced gender, interface of assigned gender, gender identity, and society, social 

consequences of gender identity and internal processing of rejection and transphobia. These 

concepts demonstrated that distress caused by the dissonance of assigned and experienced 

gender is closely intertwined with distress due to the reactions of others to one’s gender 

identity, whether that is reflected by strangers misgendering the individual, or rejection by 

close family or friends. This can then feed into the individual’s thinking pattern and 

behaviors, for example through hypervigilance for transphobia, and fear of rejection due to 

being transgender. This demonstrates the complex relationships between an individual’s 
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feelings about their body, their gender identity, gender expression, and how outsiders interact 

with the individual, often guided by cultural gender norms and lack of awareness or 

acceptance of the transgender individual’s experience. These findings are concordant with the 

quantitative literature available in this field. Participants described experiencing significant 

psychological distress in this study, in line with previous quantitative work (Downing & 

Przedworski, 2018). Participants frequently reported experiencing anxiety and low mood in 

relation to their gender, and anxiety and depression are the most commonly reported 

conditions in this group (Dhejne et al., 2016). While not a focus of this study, some studies 

included in this review did highlight the improved psychological wellbeing post-transition, in 

line with quantitative reviews about the effects of physical transition (Nobili et al., 2018). 

The first overarching theme we identified was dissonance of assigned and 

experienced gender. This concept aligns most closely with the DSM-5 definition of gender 

dysphoria (American Psychiatric Association, 2013), particularly the sub-themes of body 

dysphoria, gender distress, and conflict of body and gender. These clearly align well with the 

criteria such as incongruence between gender identity and sex, the desire to be rid of one’s 

sex characteristics and to have those of the other gender, a desire to be the other gender and 

the conviction that one has the feelings and responses of the other gender. This finding of 

significant distress in relation to the body supports the findings of quantitative outcome 

studies which find high levels of distress in those with gender dysphoria pre-transition 

(Nobili et al., 2018). This is further supported by studies demonstrating that transgender 

people identify more with images of their body which are edited to be in line with their 

gender identity, compared to cisgender people who identify with unedited images of their 

body (e.g., Majid et al., 2019). The only part of the DSM-5 criteria which fits with another 

theme is the desire to be treated as the other gender, which aligns with the interface to 

assigned gender, gender identity, and society concept. The sub-themes which do not fit with 

the DSM-5 criteria are confusion, denial, and suppression and fear of the future. These 

features also contribute to distress but are not captured by the current DSM criteria, due to the 

focus of the DSM on intra-individual rather than societal and inter-individual processes. One 

explanation for these discrepancies is that they are not indicators of gender dysphoria, and 

rather are associated features. Another possible explanation for these discrepancies is the 

different types of gender related distress. The experience of gender distress which is 

alleviated through physical transition may diverge from the experience of gender distress 
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which does not lead to a physical transition. There is limited research available in the adult 

population to further explore this at present.  

This study provides further evidence for the concepts of negative social consequences 

of gender dysphoria and internal processing of rejection and transphobia, which fit within the 

framework of gender minority stress (Meyer, 2015; Testa et al. 2015), as well as the rejection 

sensitivity model (Downey & Feldman, 1996; Feinstein, 2019). Testa et al. (2015) developed 

a measure of gender minority stress in the transgender and gender nonconforming 

community. In their paper they highlight the role of difficult social experiences in the 

experience of psychological distress in gender nonconforming and transgender individuals. 

As well as experiences of discrimination, rejection, and victimization, they measured 

internalised transphobia and gender non-affirmation, or misgendering, as well as negative 

expectations for future events, and nondisclosure. Their scale measuring these constructs was 

found to be valid for use with transgender people, providing quantitative support for the 

utility of these constructs. Our study has found a number of overlapping sub-themes, such as 

misgendering, isolation, internalised transphobia, and fear of rejection and sadness following 

rejection and so provides support for the gender minority stress framework. Further, Feinstein 

(2019) proposes an extension to minority stress theory using the rejection sensitivity model, 

which includes "anxious expectations of rejection", "perceptions of rejection", and "cognitive 

affective reactions" which contribute to distress following adverse social experiences 

(Downey & Feldman, 1996). While Feinstein applied this model to sexual minority groups, 

other authors have proposed its potential relevance to the transgender population, if adapted 

to this group and supported by rigorous research evidence (e.g., Wells et al., 2019). Our 

findings provide some support for these cognitive factors contributing to distress in the 

transgender population, with the “internal processing of rejection and transphobia” theme 

highlighting pre-emptory and post-hoc emotional responses to rejection due to transgender 

identity which are in line with components of the rejection sensitivity model.  These 

similarities provide preliminary support for Feinstein’s proposal that internal processing of 

rejection is central to distress, and suggests that this occurs in the transgender population as 

well as in sexual minority groups. While rejection sensitivity as a model to account for 

emotional distress has intuitive appeal and some evidence to support it, fluctuations in the 

level of rejection sensitivity in other groups, perhaps with social and interpersonal contexts 

playing a role, highlights the need for careful longitudinal research to establish rejection 

sensitivity as a valid theoretical framework for transgender people.  
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Our paper further extends the established understanding of gender dysphoria, and 

gender minority stress, to better understand the relationship between these two experiences. 

We found that societal expectations and gender norms caused participants to experience 

gender dysphoria when comparing their own gender experiences to those of others, or when 

sensing that their body and gender expression were being judged by others. On top of these 

factors, experience of actual rejection and social isolation due to gender caused significant 

distress. This led to increased body dysphoria, gender distress, conflict of body and gender, 

confusion, denial, and suppression and fear of the future, alongside internalised transphobia. 

All of these experiences in turn increased difficulties in leaving the home and hypervigilance 

when interacting with others. A strength of this study was the relatively recent publication of 

all the included studies; the oldest was from 2009. While the searches were not constrained 

by year, it appears that researchers have only recently begun investigating the lived 

experience of adults who experience gender dysphoria. Older studies were often excluded 

due to using quantitative or case study methods, rather than employing systematic qualitative 

methods. This means that this synthesis is highly relevant to current presentations of gender 

dysphoria, which is important given the rapidly shifting context of this field (e.g., Aitken et 

al., 2015). A limitation was the relatively low number of studies that recruited non-binary 

participants, and none of the studies analysed these data separately. Therefore, it was not 

possible to understand the similarities or differences in the experience of gender dysphoria 

between these groups. A further limitation is that our inclusion criteria restricted the synthesis 

to peer-reviewed, qualitatively analysed studies. This means that the rich narratives of 

transgender individuals included in books or other non-peer reviewed sources were not 

included in the current study. This may have led to selection bias for the narratives which 

researchers have chosen to focus upon. Finally, we included papers which investigated the 

experiences of adults, and so the findings may not be transferrable to children. Systematic 

reviews focused on the experiences of children with gender dysphoria are therefore 

warranted.  

We propose that the DSM definition of gender dysphoria requires increased 

conceptual clarity in its definition of distress. This is particularly important given the role of 

gender dysphoria diagnosis in current gender clinic practice (Coleman et al., 2012). Our 

review demonstrates that significant distress is experienced by those with gender dysphoria as 

a result of social factors, which vary over time and age cohorts. Future quantitative research 

could compare the experience of gender dysphoria in individuals within more accepting 
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cultural contexts versus less accepting contexts. This would help unpack the effects of the 

social environment on distress in gender dysphoria. Further research should investigate the 

relationships between distress due to dissonance of assigned and experienced gender, as well 

as processes such as: internal processing of rejection and transphobia including internalised 

transphobia; the interface of assigned gender, gender identity, and society, including 

misgendering or non-affirmation of gender; and negative social consequences of gender or 

discrimination, rejection, and victimization. Longitudinal studies investigating these 

processes over the course of coming out as transgender or transitioning would be well placed 

to elucidate the relationships between these concepts. Furthermore, research into the 

experience of non-binary individuals of gender dysphoria to understand how this relates to 

the experience of binary-identified transgender individuals is needed. This is particularly 

important given the flexibility of gender identities included in the DSM-5 criteria for gender 

dysphoria. Finally, the experience of distress in those who choose to physically transition 

versus those who choose another option is currently not known. This study provides further 

evidence for the need for society to accommodate people with different gender identities and 

journeys. It is clear from our findings that such societal shifts will improve the well-being of 

transgender people. Furthermore, societal responses to transgender people such as 

misgendering can exacerbate their negative feelings towards their body and their gender, 

adding further distress to the existing experience of gender dysphoria. Significantly, 

additional experiences of dysphoria than those in the DSM-5 came from the analysis. It is 

worth noting that confusion around gender identity, and suppression and denial of gender 

identity were often reported in relation to distress around gender identity. This study provides 

support for both the DSM-5 criteria for gender dysphoria and gender minority stress theory, 

while providing an important insight into how these experiences of distress are related to one 

another.  
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Post-Chapter Three Commentary 

This systematic review and meta-ethnographic study provides an important synthesis 

of the lived experience of gender dysphoria in the general adult population. Twenty studies 

were available, all published in the last decade, demonstrating that the diagnostic criteria for 

gender dysphoria were developed in the absence of thorough qualitative accounts of the lived 

experience of gender dysphoria. The themes generated in this study show that many 

transgender adults experienced distress arising from a mismatch of sex and gender identity, 

which is consistent with core parts of the Gender Dysphoria diagnosis as defined in the DSM-

5 (APA, 2013). Moreover, distress due to social factors associated with gender dysphoria was 

common, as well as cognitive processing of these negative social experiences. The extent of 

distress linked to social factors is significant, given that the next study investigates the 

experiences of autistic adults with gender dysphoria.  Autism is a condition defined in part by 

social communication differences, and so it will be important to understand how these social 

factors faced by the wider transgender community are experienced by transgender autistic 

people. 
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Chapter Four: The lived experience of gender dysphoria in autistic adults: An 

interpretative phenomenological analysis. 

 

Chapter Rationale 

Following on from the meta-ethnographic study in Chapter Three, which identified the 

experiences associated with gender dysphoria in the general transgender population, this next 

study aims to understand the experience of gender dysphoria specifically in autistic adults. 

This marks a shift in this thesis from using a meta-ethnographic method to an interpretative 

phenomenological approach. Both approaches come from an interpretative position, aiming 

to understand meaning and lived experience from the perspective of participants. However, 

Chapter Four represents an investigation of the lived experience of one participant group, 

autistic adults, where the aim of Chapter Three was to synthesise findings across studies and 

participant groups. It is important to now understand the perspectives of autistic people who 

have experienced gender dysphoria, in order to begin to understand the phenomenology of 

gender dysphoria in autism. 
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Abstract 

 

Autistic people are more likely to be transgender, which means having a gender 

identity different to one’s sex assigned at birth. Some transgender people experience distress 

about this incongruence, or gender dysphoria. Few studies have aimed to understand the inner 

experiences of this group. In this study we used Interpretive Phenomenological Analysis 

(IPA) to understand the lived experience of gender dysphoria. Twenty-one autistic adults 

were interviewer about their experience of incongruence between their gender identity and 

sex assigned at birth, and any associated distress. The interviews were transcribed and 

analysed using IPA. Participants described significant distress because their bodies did not 

match their gender identities, their need to understand their identities more broadly, and to 

manage complex intersecting needs. Participants experienced distress due to living in a world 

which is not always accepting of gender- and neuro- diversity.  Participants described barriers 

in accessing healthcare for their gender needs. Some participants felt being autistic had 

facilitated their understanding of their gender identity. Other participants described 

challenges such as a tension between their need to undergo a physical gender transition 

versus a need for sameness and routine. In conclusion, there can be both positive experiences 

and additional challenges for autistic transgender people. 
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The lived experience of gender dysphoria in autistic adults: An interpretative 

phenomenological analysis. 

Autistic people are more likely to be transgender, which means having a gender 

identity different to one’s sex assigned at birth (Walsh et al., 2018; van der Miesen et al., 

2018). Warrier et al. (2020) found that that transgender adults were 3.03 – 6.36 times more 

likely to be autistic than cisgender people (i.e., people with congruence between their gender 

identity and sex assigned at birth). Other research has explored the relationship between 

autism and transgender identities, ranging from case-studies of transgender autistic 

individuals, to measuring autism traits and diagnoses of Autism Spectrum Disorder in 

transgender people and individuals accessing gender clinics, and rates of transgender 

identities in autistic individuals across the lifespan (for reviews see Glidden et al., 2016; van 

der Miesen et al., 2016; Øien et al., 2018; Thrower et al., 2020). This association may not be 

unique to autism; systematic reviews and large-scale studies have indicated that ADHD may 

also be more common in transgender individuals compared to cisgender individuals (Warrier 

et al., 2020; Thrower et al., 2020). 

Some transgender individuals experience gender dysphoria, which is defined in the 

Diagnostic and Statistical Manual of Mental Disorders (5th ed.; DSM-5; American Psychiatric 

Association, 2013) as a significant incongruence between an individual's gender identity and 

assigned gender leading to distress or impairment. The International Statistical Classification 

of Diseases and Related Health Problems (11th ed; ICD-11; World Health Organization, 

2019) diagnostic criteria have been amended to focus less on distress, broadening the criteria 

and labelling this as gender incongruence. The criteria for gender incongruence involve a 

marked and persistent mismatch between an individual’s assigned sex and gender, frequently 

leading to a desire to transition gender. Nonetheless, in the UK, and in line with the 

Worldwide Professional Association for Transgender Health standards of care (WPATH, 

2012), an assessment of gender dysphoria must be made before physical interventions such as 

gender affirming hormones and surgery can be accessed, and so the experience of distress 

linked to this incongruence is key to accessing healthcare. Therefore, in this study we focus 

on experiences of dysphoria linked to gender incongruence. In the UK, individuals 

experiencing gender dysphoria can access National Health Service gender clinics for 

psychological support as well as physical treatments including hormone treatment and gender 

confirmation surgery (WPATH, 2012). A systematic review found evidence that in adults 

with gender dysphoria, undergoing physical interventions improves psychological wellbeing 
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and quality of life, but concluded that higher quality evidence is needed in this field (Nobili et 

al., 2018). Furthermore, the rates of autism of participants in these studies is not known, and 

so research investigating the well-being of autistic people following physical gender 

transition is needed. 

A recent systematic review and meta-synthesis indicated that a wider range of 

experiences than those described in DSM-5 gender dysphoria criteria also contribute to 

distress in transgender adults (Cooper et al., 2020). These included being socially isolated due 

to being transgender, being misgendered, and cognitive and emotional processes linked to 

experiences of transphobia and harassment. These experiences can be understood in the 

context of gender minority stress theory (Meyer, 2015; Testa et al., 2015), which refers to 

experiences of stigma and discrimination due to being transgender which contribute to mental 

health difficulties (e.g., McLemore, 2018). Given that autistic people also experience 

minority stress due to their autism identity (Botha & Frost, 2020), it is likely that the 

experiences of being autistic and being transgender intersect in clinically meaningful ways.  

It is crucial to better understand the experience of gender dysphoria in autistic adults, 

in order to support this potentially vulnerable group. Mental health problems are more 

common in autistic people (Lai et al., 2019), and in transgender individuals (Dhejne et al., 

2016). There is emerging evidence that being both transgender and autistic is associated with 

yet higher rates of mental health problems (George & Stokes, 2018; Murphy et al., 2020; 

Strang, Anthony, et al., 2021; Strauss et al., 2021). While there have been numerous studies 

investigating the increased prevalence of transgender identities in autistic people (Glidden et 

al., 2016), there have been fewer attempts to understand the inner experiences of this group. 

Strang, van der Miesen et al. (2020) call for a move towards research focusing on the lived 

experience of gender identity in autistic people, and towards an understanding of the 

intersection of autism and transgender identities.  

To date there have been two qualitative studies published on the lived experience of 

gender diversity and autism.  There have been a further two community-based participatory 

design papers describing the development of a clinical intervention for young autistic people 

who are transgender (Strang, Klomp, et al., 2020; Strang, Knauss, et al., 2020). Coleman-

Smith et al. (2020) investigated the lived experience of gender dysphoria in ten autistic adults 

in the UK. This study used Grounded Theory and found one overarching theme, named 

‘conflict versus congruence’. This theme described the participants’ experience of conflict 

between their gender identities and bodies, and also to inter- and intra-personal conflict which 



97 

 

was linked to being autistic as well as transgender. Some participants spoke of autism 

allowing the freedom of expression to embrace their gender identity while others saw autism 

as a barrier to accessing gender transition (Coleman-Smith et al., 2020). This is in line with 

research showing that autistic people experience barriers to accessing healthcare more 

broadly (Mason et al., 2019). 

A qualitative study which used framework analysis with 22 transgender autistic youth 

in the USA found that participants reported a strong need to live in their affirmed gender. 

Participants emphasised that they were sure their gender identity would persist, and that they 

experienced significant gender dysphoria, but said that they did not feel the need to conform 

to gender stereotypes (Strang et al., 2018). Participants felt that being both gender- and 

neuro-diverse brought challenges, and that their gender identity had been questioned by 

others due to their autism. These two important studies demonstrate that autism may affect 

the phenomenology of gender dysphoria and impact access to gender transition services. It is 

important to build on this research to provide an evidence base informing health care services 

provided to this group. To achieve this, researchers need to develop a nuanced understanding 

of how the experiences of being autistic and experiencing gender dysphoria influence and 

interact with each other. 

 In this study we used Interpretative Phenomenological Analysis (IPA; Smith et 

al., 2009) and aimed to answer the question: what is the phenomenology of gender dysphoria 

in transgender autistic adults? 

Method 

Methodological approach 

IPA is a qualitative research method which focuses on a specific phenomenon, such as 

gender dysphoria, and aims to distil the essence of this experience. IPA emphasises the 

particular, individual lived experiences of participants, and focuses on how each individual 

participant understands and makes sense of their experiences of a particular phenomenon 

(Smith et al., 2009). This approach acknowledges that the researcher plays an active role in 

forming an understanding of the participants’ experiences, i.e., the researcher will bring their 

own experiences and expertise to the analysis, and this must be reflected upon by keeping a 

reflexive attitude and maintaining a keen awareness of the role of any researcher biases and 

preconceptions within the analytic process. IPA has been identified as an important tool in 

autism research due to its focus on the lived experience and meaning to autistic individuals 
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(Macleod, 2019; Howard et al., 2019), and in this study we aimed to stay close to the 

meaning-making of the individual in order to offer insights into participant experiences, 

while remaining aware of our identities as non-autistic researchers and clinicians. IPA 

achieves this through careful analysis of themes in each individual transcript, before moving 

on to develop themes in the next transcript. This process continues until each individual set of 

themes has been collated, and only at this point are themes developed across the dataset. The 

analysis section presents further details of the analytic process.  

Participants 

 We recruited 21 adults who had a clinical diagnosis of Autism Spectrum 

Disorder. We verified participant autism diagnoses by viewing individual diagnostic reports 

confirming receipt of an autism diagnosis from a qualified health professional. All 

participants identified as transgender and/or non-binary and had experienced distress in 

relation to the incongruence between their gender identity and sex assigned at birth, such that 

they had discussed their gender experiences with a health professional. Participants therefore 

may or may not have met DSM-5 criteria for Gender Dysphoria. This was to ensure that a 

range of autistic experiences of distress linked to gender incongruence were included. The 

sample was relatively homogenous, in that all participants had an autism diagnosis and 

experience of gender dysphoria. A larger number of participants were invited to take part to 

ensure a range of gender identities, ages, stages of transition and geographical location in 

participants, following advice from the patient and public involvement group who were all 

autistic transgender adults. 

Participants were recruited from National Health Service (NHS) adult autism services 

(n=10), NHS gender clinics (n=3), and through community groups (n=8) including 

transgender and autism support groups. Some of the community group sample invited other 

group members, otherwise known as snowball sampling. All participants who identified as 

male were assigned female at birth (AFAB), all participants who identified as female were 

assigned male at birth (AMAB), and of those who identified as non-binary/genderqueer, five 

were AFAB and one was AMAB. Of those with complete data, 7 (44%) requested support for 

gender dysphoria and then received an autism diagnosis, and 9 (56%) had an autism 
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diagnosis before requesting support for gender dysphoria2. See table 1 for a summary of 

participant characteristics.  

Procedure 

 We received ethical approval for the study from the Health Research 

Authority (19/NE/0265). In the NHS context, clinicians within each recruitment site spoke to 

potentially eligible participants about the research project during routine clinical 

appointments. This clinician assessed participant eligibility for the study, including checking 

for a confirmed autism diagnosis and for experiences of gender dysphoria, before gaining 

consent from the potential participant to pass on their contact details to the research team. 

Participants who were recruited via other members of community groups made direct contact 

with the study team. The research team assessed community group participants for their 

eligibility to participate, including confirmation of autism diagnosis by clinic letter from a 

qualified medical professional, before inviting eligible participants to take part. Participants 

were invited to meet with a researcher either in-person or online to give fully informed 

consent. After consenting, participants completed a demographic questionnaire which 

collected information about participant age, gender identity, current sexual orientation (using 

pre-specified options as well as the option for open responses), and journey through the 

health service for support around both autism and gender dysphoria (see Table 1).  

Next, participants were interviewed by the first author about their experience of 

distress linked to gender incongruence and of seeking help for this in the NHS. Interviews 

took place between December 2019 and October 2020 and lasted an average of 66 minutes 

(range 39-104 minutes). The topic guide covered the following areas: earliest experiences of 

gender dysphoria; experience of being autistic and having gender dysphoria; interaction of 

gender dysphoria, autism and mental health; seeking help for gender dysphoria; autism 

adaptations in services. In line with the IPA methodology, open questions were used as much 

as possible. However, some participants needed autism adaptations to be able to fully respond 

to questions, including writing down responses (n=3), having someone else in the room to 

support them during the interview (n=1), and for all participants the interviewer used a 

flexible and adapted interview style including closed prompt questions. All of the interviews 

 

2 Five participants were not able to remember either their age of autism diagnosis or of seeking support 

for gender dysphoria leading to the missing data. 
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resulted in data that was useful to answer the research question, although some interviews 

provided a richer dataset than others. Some participants were able and willing to express their 

lived experience of gender dysphoria in detail, readily accessing their experiences and 

providing rich descriptions of these, while others took more prompting and were less able to 

describe their feelings; however, this formed part of the analysis in itself.  

Interviews were audio recorded using a digital recorder and the audio recording was 

sent to a professional transcription company and transcribed using an intelligent verbatim 

method. Participants were reimbursed with a £25 shopping voucher and sent a debrief form 

following participation.  

Analysis 

 Analysis followed the procedure outlined by Smith et al. (2009), with in-depth noting 

or coding of each individual transcript focused on capturing descriptive, linguistic, and 

conceptual aspects of the data, followed by the development of themes capturing the most 

important aspects of the individual’s experience of gender dysphoria. Themes were 

developed using processes of grouping together related themes, themes with oppositional 

relationships, those which shed light on contextual elements, and themes which shared a 

similar function within the transcript. Once each transcript had been analysed in this way, 

themes were developed for the whole dataset using similar strategies. Due to the relatively 

large sample-size for an IPA study, the number of participants for whom each theme was 

relevant was taken into account (Smith et al., 2009). Where more than half of the participants 

(n≥10) had experienced a theme, it was categorised as recurrent and considered for the final 

analysis. Quotes were extracted and presented in the results when they distilled the essence of 

a theme, and participant numbers are presented with each quote.  

To ensure the credibility of the analysis, the authors discussed their positionality and 

prior assumptions about the topic before and throughout data collection. The first author kept 

a reflexive diary during the research process, as well as attending an IPA peer supervision 

group with other IPA researchers. The analysis was critically evaluated in both the IPA 

group, in supervision and with the patient and public involvement group to ensure that the 

analysis was credible and grounded in the transcripts and participants’ reported experience.  
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Table 1.  

Participant demographic characteristics  

 

3 Three non-binary participants hoped to access physical interventions, and one trans man was planning 

his initial primary care consultation for gender dysphoria. 

Characteristic n % 

Gender   

 Male  7 33% 

 Female 8 38% 

 Non-binary/Genderqueer 6 29% 

Sex assigned at birth   

 Male 9 43% 

 Female 12 57% 

Sexuality   

 Lesbian or gay 10 47% 

 Bisexual 3 14% 

 Asexual 4 19% 

 Other 4 19% 

Ethnicity    

 White British 20 95% 

 Mixed  1 5% 

Gender transition undertaken n  

 Social transition only3 4 19% 

 On gender identity clinic waitlist 4 19% 

  Assessment at Gender Identity Clinic  1 5% 

  Hormones prescribed  4 19% 

  Surgery – ongoing  6 29% 

  Physical transition complete 2 10% 

 Mean  SD Range 

Age 29.1  11.5 18-51 

Age realised trans 10.2  5.1 0-19 

Age when sought help from a professional for 

gender dysphoria 

22.2  8.0 16-47 

Age of autism diagnosis 22.5  13.6 3-51 
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Community Involvement 

A group of transgender autistic adults (n=6) were consulted and formed a patient and 

public involvement group for the research project. These individuals were identified through 

an NHS run peer support group for autistic transgender adults, and invited to contribute to the 

research by giving their opinions on the suggested research question and methods. As well as 

helping to develop the research question, they also helped to ensure study materials were 

adapted for autistic adults, reviewing the information sheet and topic guide for the interview. 

Finally, they were presented the final analysis and theme names, and commented on how the 

theme names and descriptions could be made accessible to the autistic community. 

Results 

We present here the themes that were endorsed by at least half of participants (see 

table 2). In the last paragraph of the results, we present themes which were endorsed by fewer 

participants, but which are relevant to the research question. 

1. Making sense of distress and finding my identities 

The first superordinate theme describes the discomfort and distress that all 

participants experienced, and had three subthemes. This discomfort was experienced in 

participants’ bodies and in their sense of self; linked to their multiple identities and life 

experiences.  

1. a) Experiencing and describing body distress referred to the distress participants 

felt because of having a body which did not match their gender identity, and all participants 

described this distress to some extent, though many struggled to clearly articulate it.  

Participants spoke of a wide range of negative emotional responses to their bodies 

including depression, anxiety, anger, and disgust, with some participants referencing 

dissociation from their bodies. Participant 6 described this experience: “I was resigned to the 

fact that I’m stuck being a girl and it was quite depressing really …I felt fairly numb, yes, 

numb and empty, and just really not connected with my body at all. And then I think I used to 

feel physically awkward an awful lot of the time and I was always really tense. I could never 

relax in my body and that in itself would bring its own discomfort.” A non-binary participant 

described experiencing “an estrangement” from their body; later describing how “I still feel 

at my most comfortable and at my best when I have broader shoulders, when I have more 

body muscle … where there is more of an androgynous, strong shape to me.  I still have to go 

to some effort to hide if I want other people to treat me a certain way, which is tedious, but I 
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am more comfortable in my skin” (15). Both quotes demonstrate the sense of distress in and 

detachment from a body which does not align with the individual’s identity. Some 

participants described puberty as being particularly distressing as their body developed in an 

unwanted way. For example, a trans male participant described being surprised by puberty as 

his body developed in an unwanted direction; “I kind of almost grew up like a boy, really, 

and then puberty happened and it was very distressing, like almost in my brain I wasn’t 

expecting it to happen” (2).  

For many participants these experiences of embodied distress were difficult to 

articulate verbally. For example, participant 22 said “I may over-estimate or under-estimate” 

gender dysphoria, and participant 2 stated “It’s just... it’s hard to explain. It’s really hard to 

explain. I find it hard identifying which emotion I’m feeling. Everything just feels like stress 

– everything”. When asked to give a description of dysphoria, participant 8 said “Sorry, I 

don’t know many synonyms for it. Just that thing.” Some participants used concrete, 

behavioural markers when asked to describe their experience of gender related distress: 

“…it’s quite unpleasant. There were situations where I was going to cause harm to my 

family” (23) while other participants described their gender dysphoria in more abstract terms: 

“I’m sort of nowhere. Sort of disappeared…I don’t know. It makes me feel sad” (5), showing 

both the distress at not feeling connected to her body, and challenges in communicating this 

bodily experience.   

1. b) Making sense of who I am described the importance most participants placed on 

understanding their identities, and the sense of unease when they did not have this 

understanding. This lack of a clear sense of identity led to feelings of discomfort and 

frustration linked to the person’s broader sense of self, going beyond the bodily experiences 

of the first subordinate theme.  

Most participants spent significant time trying to understand themselves. This was not 

just centred on gender identity, but also autism identity: “I was only diagnosed as autistic two 

years ago and that made me really re-evaluate an awful lot of stuff because suddenly instead 

of being awkward and difficult and not making sense it was actually this makes sense” (16). 

Participant 13 felt a pressure to find a gender label and wondered “Am I female? Am I like, 

am I another thing?... I felt I had to fully label myself and fully figure out why it was. I was 

really, really low. It was like – it’s hard to explain, but it’s the lowest I’ve ever felt.”  
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Some participants described experiencing feelings of discomfort that they needed an 

explanation for and realising that they were both transgender and autistic was hugely 

important in gaining such an understanding. For example, participant 19 said “It’s been such 

a relief to accept that there is something different about me and just try and do things in 

different a way that works for me”. These realisations were experienced as comforting and 

this allowed new strategies to be implemented to alleviate distress, such as participant 17 who 

stopped masking autism after a diagnosis: “Then after having a [autism] diagnosis a lot more 

of my experiences have come to light again and there’s things that I do actually make me 

really uncomfortable or things that really don’t suit me that I have edited to ignore a long 

time ago”. While some participants described the utility of labels and diagnoses for 

understanding the self, a few used different labels before settling on a transgender identity: 

“Yeah, I tried, and then I went through a phase, ‘Well, if I can’t be a boy, then I’ll just be a 

butch lesbian’” (2).  

 1. c) Intersecting and competing needs described the multiple and overlapping 

difficulties that most participants experienced which sometimes required competing 

solutions. These complex and multifaceted experiences of distress contributed to feelings of 

being uncomfortable in oneself. Some participants described these multiple needs as 

amplifying dysphoria, such as participant 17: “I think how intensely I process it [dysphoria] 

is autism related”, others felt they were entangled and could not be separated, while others 

conceptualised these multiple struggles as separate to their gender dysphoria.  

Many participants described multiple challenges that they faced which caused 

significant psychological distress. These challenges included mental health needs, traumatic 

experiences, and autism-specific difficulties such as being overwhelmed by sensory 

experiences, and this contributed to distress, such as for participant 6: “I was just completely 

lost really…. there was the gender stuff going on, but there was an awful lot else going on as 

well…I was really depressed, anxious, isolated, struggling massively socially and I had 

OCD”.  

Many participants described a clash between their autism and gender needs, causing 

additional distress. Some participants described “sensory dysphoria” (1), which were 

experiences of distress in their bodies linked to sensory experiences including wearing 

uncomfortable fabrics and shapes associated with girls’ clothes, and with the sensory 

challenges of puberty including periods, such as dealing with the smell of blood, and growing 

facial hair. Many participants reported finding change stressful, alongside a strong need to 
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undertake a social and/or physical gender transition, and that this caused tension. Participant 

6 said “I think because of the fear of changes happening – I really wanted to be in control as 

much as I could and I asked to have [testosterone] gel instead of injections because...I could 

just not apply it”. Some participants expressed a desire for their transition to be precise and 

predictable, such as participant 16 who wished for “nice little tick boxes” for transition and 

another participant described the uncertainty of the transition process leading to “repetitively 

kind of winding yourself more up” (2).  

Some participants felt a need to be certain about their gender, and that reaching a 

sense of certainty about their gender identity and expression brought a sense of relief. 

Concrete thinking linked to autism made it harder for some participants to understand their 

gender, such as a non-binary participant 19 who described their previous thought process “I 

hate trying to be a girl, but I have to try and force myself to be a man because there’s only 

two options” and another non-binary participant 20 who said, “I don’t really want a body at 

all because it would never be exactly in between." This need for gender to be ‘just so’ led to 

additional experiences of distress.  

While the intersecting needs at times contributed to distress, other participants felt 

that autism had helped with understanding their gender such as participant 22 who felt that 

autistic people are “more in-tune with their gender” because “we see the world differently”, 

referring to the idea that being autistic allows one to step outside of societal norms and follow 

one’s own path. 

2. Mismatch between needs as an autistic trans person and society 

The next superordinate theme had three sub-themes; gender as social behaviour; 

struggle of being different; battle for support. This theme centred on participant experiences 

of living in their bodies, gender identities and with their autism features within the social 

world which is not always accepting of social and gender differences. Most participants 

therefore had needs which were not easily met in society, needing to come to understand 

themselves through others who were not always accepting of their differences. It was 

important that their gender identity and autism identity was affirmed by others, and that they 

were able to undergo a gender transition despite the barriers they experienced.  

2. a) Gender as social behaviour was the first subordinate theme and centred on the 

participants’ experience of their gender in the social world. Individuals often experienced 

their gender identity through the eyes of others, which meant learning how other people 
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thought about gender, considering how their own experience fit with these gender norms, and 

trying to ensure that their individual gender expression would mean that others did not 

mischaracterise their gender i.e., misgender them.  

Some participants felt that gender was one of many social expectations which did not 

make sense to them, through being unaware of gender as a concept; “I just didn’t notice that 

gender was a thing” (18), or being confused by it; “gender was just another one of those 

things where it seemed like everybody else had a bunch of ideas about how the world was 

meant to work, it didn’t really seem to make a lot of sense to me” (15). Participant 20 

explained how they felt this linked to their autism identity: “Being autistic is like everybody 

else has got the rulebook and you didn’t, so you can understand why gender would come into 

it because that was in the rulebook you do not get.” Other participants were aware of and felt 

comfortable in their non-conformity: “I have never tried to fit in with people, or very rarely. 

So, whilst now my gender presentation is very stereotypically male, there are some things 

that I do are intentionally more feminine, but I don’t care” (12).   

A number of participants stated their rejection of gender norms, while many 

participants also felt a pull towards stereotypical gender expression. For example, a trans 

woman stated, “basically more or less all my interests were very feminine” (8), showing an 

awareness that she conformed to gender norms in her interests. Some participants felt 

repelled by their assigned gender such as a trans woman (23): “I find men real tiresome you 

know is the real answer…I can’t relate to them at all”. Participants described feeling 

oppressed by gender norms which did not apply to them, such as participant 22 who felt “if 

they [other people] try and force gender roles on me I’m not considering them as a person”. 

Some participants noted feeling affected by gender stereotypes linked to autism: “people who 

see me as female may not necessarily pick up on my autistic traits as much” (3), referring to 

the way in which autistic traits can be perceived as being stereotypically male.  

Some participants described feeling a range of negative emotions when misgendered: 

“It was quite traumatic, I think. Really painful and just really frustrating that they weren’t 

seeing what I wanted” (6). For some participants, it could be difficult to work out what others 

thought about their gender and reaching this understanding took much reflection “I’d get very 

aware of how I imagined other people were perceiving me, to the point where I’d almost lose 

myself because I’m imagining being in their perceptive so much” (5).  
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2. b) Struggle of being different described the challenges faced by autistic people 

living in a world which is cisnormative, i.e., expects gender identity to align with sex 

assigned at birth, and where the differences associated with autism and being transgender can 

be perceived negatively. Participants struggled against this, sometimes experiencing a desire 

to fit in to mitigate these negative social experiences, which could be challenging given their 

differences in gender and social expression.  

Many participants described periods of their lives in which they were ostracised and 

socially isolated due to their identities, such as participant 3: “after I came out, I was 

temporarily homeless because of the situation with my family not exactly accepting or being 

supportive”. Most participants described experiences of being bullied, othered, and socially 

isolated. Some participants described having difficulties in social situations both as a result of 

autism and their different gender expression, as described by participant 17: “I think that both 

of those things [gender and autism] affected how I acted in school and how I felt…. I was 

very tense and very quiet which is not my nature”. A number of participants described autism 

as being the main cause of social difficulties: “being autistic, people were too preoccupied 

with that to think about my gender, so I never really faced any problems regarding that” (5).  

Resulting from these negative experiences, some participants referred to a sense of 

shame, such as participant 16: “You feel that you’re not very good at this, you’re kind of 

failing as a person that you just don’t fit anywhere and you just want to retreat”.  Some 

participants spent significant time worrying about how they were perceived by others, such as 

participant 13: “it’s like the feeling that people are watching me and judging my every move 

that I make”, while some participants said that they did not worry what others thought of 

them. Some participants described attempts to blend in and conform to norms around gender 

and social behaviour, such as participant 2: “Like trying to be what people wanted me to be, 

depending on the situation, so I never felt like I could truly be myself around anyone, really. I 

was just being what I had to be to get by. It’s hard work.” 

2. c) Battle for support summarised the struggle by almost all participants to be 

acknowledged in their identities by people in positions of power, primarily professionals in 

health, education, and social care settings. This theme also refers to most participants’ desire 

to communicate about gender and to undergo a transition, but that features of autism could 

create barriers to this.  
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The positions of authority held by clinicians made their affirmation of the person’s 

identity (as both trans and autistic) hold meaning and power. Participant 10 said “the first 

appointment I ever did go to was a complete disaster and I don’t think the doctor even 

believed me. After that I didn’t really go back for a long time”, demonstrating the power of a 

clinician’s initial response to a request for support around gender dysphoria, and that the 

clinician’s affirmation of this participant’s experience was needed to continue to get support. 

Sometimes, interactions at a gender clinic, or with mental health professionals, were 

described in terms of a battle to get the support the individual wanted. Participant 6 described 

arriving at GP and gender clinic appointments “armed” (6) with the necessary information to 

ensure they got a referral or the support they requested. Many participants spoke of 

significant barriers to accessing a gender clinic due to their autism. Participant 20 had been 

unable to access a gender clinic due to dependence on unsupportive family members to attend 

medical appointments: “I don’t see any professional on my own, so getting a referral would 

be near impossible”.   

Where participants did access a gender clinic, they did not always feel that their 

autism was considered, and participant 3 felt she “had to appear as neurotypical as possible” 

to gender clinicians. Others felt that adaptations were made: “once I had a set clinician that I 

saw every time, it got a lot better” (2). Many participants spoke about communication with 

professionals being challenging, and participant 18 said of their gender clinic assessment: “a 

lot of their questions were really open-ended and I never really seemed to understand what 

they were actually asking”. Participant 7 experienced helpful communication adaptations: 

“giving us, I wouldn’t say a prompt but did you feel like this, or did you feel this?”. 

Participant 16 described difficulties with the uncertainty of processes around attending 

gender clinics; “It was very difficult because there’s no set rules especially with transitioning 

there’s no kind of checklist well you do this and then you do this … It would be far easier if 

there was nice little tick boxes and a list with a timescale.” Participant 2 struggled with the 

physical environment at the gender clinic: “they had these awful, bright lights that buzz, and 

then you’re in the room with the clinician and they’ve got their computer on so that’s 

humming away, and then you’re got the clock ticking and then the temperature’s always way, 

way too hot and it’s just…bombard you with all the sensory stuff”.   
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Additional themes 

Themes which were endorsed by less than half the participants, but were of relevance 

to the research question, included that five participants described their vulnerability to abuse 

by others, with two specifically linking this vulnerability to being both transgender and 

autistic. For example, participant 1 described how before making any social transition, he 

thought of himself as a man, and did not consider that others would not see him that way, 

leaving him vulnerable to abuse: “this guy attacked me and I was in a very vulnerable place 

‘cause, again, I had no idea, I just saw myself as male”. Two participants felt that being 

autistic meant that they spent more time researching gender identity, with participant 12 

worrying that gender was a special interest, before concluding that it was not: “At first, I was 

slightly concerned that, ‘Oh, what if gender is just a new special interest?’ But it went on for 

so long, way beyond the researching and stuff that I was, ‘No, this is…’ “. Two non-binary 

participants felt that autism was a more central identity than gender: “I grew up autistic and 

that, actually, is the prevailing narrative of my life.” (15) 
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Table 2.  

Themes and quotes describing the autistic experience of gender dysphoria 

 

Superordinate 

theme 

Subordinate 

theme 

Supporting quote Number of 

participants 

included in 

theme 

1. Making 

sense of 

distress and 

finding my 

identities 

a) Experiencing 

and describing 

body distress 

19: “I am forever stuck in a body that I am not 

going to like and there’s no way I can go back to 

how I was before puberty” 

 

21 

b) Making sense 

of who I am 

9: “My identity is something that I’ve had to 

figure out and it was really difficult.” 

17 

c) Intersecting 

and competing 

needs 

  

1: “I’ve been told I was ill, I’ve been told I was 

demon possessed, I’ve been assaulted twice, I’ve 

been mocked, I’ve been given ECT…and it was 

all unnecessary. So it’s like a real grief.” 

 

16: “I had top surgery…even though it’s what I 

want and it’s good change, it’s still change”  

 

19 

2. Mismatch 

between 

needs as an 

autistic trans 

person and 

society 

a) Gender as 

social behaviour 

15: “I feel about gender roughly the same way 

that you might feel about like a big dessert at the 

end of a really good meal, in that the menu looks 

amazing and you should all have some if you 

like, there’s so many delicious options, they look 

amazing, but I am good, I will just have a coffee, 

thank you very much.” 

 

23: “It does hurt when someone calls me … or 

perceives me as a man, I don’t like that at all.” 

 

15 

b) Struggle of 

being different 

2: “It’s only when you kind of get to secondary 

school and like the social expectations changed 

and then I really realised how different I was.” 

 

17 

c) Battle for 

support  

 

 

18: “they [gender clinician] didn’t really address 

me being autistic...it just felt a bit strange that 

they didn’t notice it as part of my life I guess”  

 

6: “every service I’d ever had contact with had 

misunderstood me, and there was actually a fear 

that maybe the gender clinic will be the same” 

20 
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Discussion 

In this IPA study of the experience of gender dysphoria, autistic participants described 

their experience of significant distress due to their gender identities not matching their bodies 

and struggle to articulate this experience, a need to understand their identities more broadly, 

and manage complex and intersecting needs. For some individuals, gender-related distress 

was increased by being autistic, with some participants feeling autism increased the intensity 

of dysphoria, while others described how features of autism allowed more freedom of gender 

expression. Participants faced difficulties in the social aspects of gender expression and 

societal norms around gender identity, experienced distress when not treated as their gender 

by others, and due to being autistic and living in a world which is not always accepting of 

gender- and neuro- diversity.  Participants experienced barriers in accessing healthcare for 

their gender needs.  

All participants experienced distress due to a mismatch between their gender identity 

and sex assigned at birth and their bodies, as identified in previous qualitative work with 

autistic transgender individuals (Strang et al., 2018; Coleman-Smith et al., 2020; Strang, 

Knauss, et al., 2020). The autistic people interviewed in this study generally experienced 

negative emotions, including depression and anger, which were related to gender dysphoria 

and similar to the emotions reported by the broader community of those who experience 

gender dysphoria (Cooper et al., 2020). Many participants struggled to put these complex 

feelings into words, and it may be that the social communication differences characteristic of 

autism (DSM-5; American Psychiatric Association, 2013), and higher rates of alexithymia 

(Kinnaird et al., 2019), increased the likelihood that their experiences were misinterpreted by 

clinicians. This may have led to some of the negative consultations with healthcare 

professionals described in the ‘battle for support’ theme. 

Many of the participants in this study spent significant time and energy trying to 

understand their identities, a finding which aligns with qualitative research exploring the 

lived experience of autistic individuals (DePape & Lindsay, 2015). For participants in the 

current study, uncertainty about identity was often linked to gender, but also extended to 

sense of self more broadly, and for many there was a need to make sense of their identity as 

an autistic person. For some individuals, gender and autism identities were seen as 

essentialist, i.e., a fixed internal trait to be discovered, whereas for others, these identities 

were seen as socially constructed, i.e., malleable traits influenced by the social environment, 

mapping onto debates in the scientific literature (Walsh & Einstein, 2020). Whichever 
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standpoint taken by individual participants, these findings suggest that some autistic people 

with gender dysphoria have longer and more complex journeys to come to understand their 

sense of self and identity, beyond gender identity alone.  

The experience of distress due to a mismatch between assigned and affirmed gender 

was concurrent with a range of intersecting and competing needs. Transgender individuals 

are known to face high levels of discrimination and social isolation (Meyer, 2015). The 

participants interviewed in this study faced a wide range of additional stressors. These 

included individual stressors such as a conflict between autism and gender needs, other 

mental health needs, and contextual stressors such as experiences of abuse and trauma, which 

contributed to increased distress and discomfort in the self, in line with previous studies 

(Strang, Knauss, et al., 2020; Coleman-Smith et al., 2020). Some individuals said that 

experiencing multiple stressors served to exacerbate their gender dysphoria, while others saw 

these additional stressors as being separate to the intensity of their gender dysphoria. The 

findings from this study suggest that autistic people may be more likely to have complex and 

multiple sources of distress which in some cases increased the intensity of their existing 

gender dysphoria.  

We identified some aspects of gender dysphoria which interacted with autism. Autism 

was described as having a positive effect on the understanding of gender for some 

individuals, with being autistic facilitating awareness of gender identity. This is consistent 

with ideas of autistic people being resistant to social conditioning regarding gender (Walsh et 

al., 2018), and “gender defiance” in autistic people (Bejerot and Erikson, 2014). There were 

also descriptions of increased challenges at the intersection of autism and transgender 

identity, such as distress due to competing needs for routine versus undergoing a gender 

transition. Autistic people often have a preference for certainty, and in this study, some 

participants were distressed when they were uncertain about their identity. This fits with 

previous research which found confusion was a part of the experience of gender dysphoria in 

the general transgender population (Bailey et al., 2014).  Finally, sensory sensitivities 

characteristic of autism contributed to increased gender dysphoria e.g., trans men struggled 

with the sensory aspect of having periods alongside the feeling that their bodies did not fit 

their gender identities.  

The gender as social behaviour theme highlighted that gender was expressed through 

and recognised by others as social behaviour and this could contribute to gender dysphoria 

for the autistic participants. The social differences characteristic of autism affected some 
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participants’ understanding of how other people interpreted their gender expression. For some 

participants, less intuitive understanding of social conventions led to not identifying with 

gender norms; this was freeing for some, while others felt frustration when others expected 

them to conform to gender stereotypes. This fits with qualitative research with autistic 

women that found participants did not feel compelled to conform to gender norms (Kourti & 

MacLeod, 2019). The need expressed by participants to be seen as their gender identity by 

others clearly maps onto themes from previous studies with the broader transgender 

population of experiencing distress due to being misgendered (McLemore, 2018).  

The struggle of being different theme highlighted that many participants face minority 

stress due to not matching societal expectations because of both their autism and gender 

identities (Meyer, 2015; Botha & Frost, 2020). Participants were bullied and experienced 

adversity due to these differences. This suggests that autistic transgender individuals can face 

yet more social adversity than non-autistic transgender people. Also within this theme were 

feelings of shame about one’s identity, likely linked to internalised stigma about their 

identities through these negative social experiences (Meyer, 2015; Botha & Frost, 2020).  

The final theme focused on the ways in which participants advocated for themselves 

and managed to access healthcare to meet their varied needs despite additional barriers. Many 

participants felt let down by health services. Participants wanted their autism and gender 

identities to be acknowledged by health providers, without these becoming barriers to autism, 

mental health, or gender care. Participants identified a range of autism adaptations which 

would improve their experience of healthcare. These ranged from differences in practicalities 

about organising appointments, changes to the clinic environment, and changes in clinician 

communication. These adaptations are similar to those recommended for psychological 

therapy with autistic people (NICE, 2012; Cooper et al., 2018). The recommended 

adaptations are in line with recent findings that autistic transgender youth experience more 

executive functioning related barriers to accessing gender healthcare as compared to non-

autistic transgender young people (Strang et al., 2021), and our qualitative findings suggest 

these difficulties are also experienced by autistic transgender adults.  

A strength of this study was the focus on the lived experience of a group of 

participants who are frequently marginalised due to their identities as autistic and transgender 

(Meyer, 2015; Botha & Frost, 2020). We were able to recruit a range of participants from 

healthcare and community settings, with a range of gender journeys and stages of physical 

gender transition. We ensured that the analysis stayed close to the meaning of gender 
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dysphoria to participants, emphasising their individual experiences. We carefully sampled 

adults who had a clinical autism diagnosis but who had broader experiences of distress 

around gender; this was a strength as it is relevant to many healthcare settings following 

WPATH standards of care (WPATH, 2012), including in the UK, where a diagnosis of 

gender dysphoria is needed to access gender affirmation interventions, but definitions of 

gender related diagnoses and services are rapidly changing. A limitation was the larger 

sample size; while there are published IPA studies that include similar participant numbers 

(e.g., Smith et al., 2017), this meant that necessarily the analysis had to move on more 

quickly from the individual analysis of each case to analysing themes across all cases, as 

recommended by Smith et al. (2009) for IPA studies with larger sample sizes. Future research 

should further investigate the inner experiences of transgender autistic people, with less focus 

on gender dysphoria, encapsulating a range of gender journeys and experiences, outside of 

diagnostic criteria. Moreover, research with a focus on the development of a sense of gender 

identity and both gender conforming and non-conforming behaviours in autistic children and 

young people is needed to understand gender identity development more broadly in this 

population.   

In this study we identified core features of gender dysphoria which were experienced 

by autistic participants, such as distress due to a mismatch between assigned and affirmed 

gender, and when the individual was misgendered. There were also features of gender 

dysphoria which interacted with autism, such as a tension between a need for routine and a 

need to make a gender transition, and a sense of being less constrained by gender norms than 

non-autistic people may be. Participants needed to make sense of themselves in the context of 

being autistic and having negative social experiences, as well as to make sense of their gender 

identity. Discussing gender related questions with professionals was challenging for some 

participants, and some did not feel understood or supported. Clinicians working with this 

group should be aware of the differences in the autistic experience of gender dysphoria and 

make adaptations to their practice so that this group can access appropriate healthcare and 

support.  
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Post-Chapter Four Commentary 

In Chapter Four, interpretative phenomenological analysis was used to explore the 

experiences of autistic adults with gender dysphoria. In the following, I will compare these 

findings to those of Chapter Three, which synthesised findings from the results of a 

systematic search for qualitative research about the lived experience of gender dysphoria. 

These studies together suggest that autistic people experience a similar range of emotions 

related to gender dysphoria including confusion, denial, and suppression, but struggle to put 

them into words, and face a wider range of additional sources of distress alongside dysphoria 

as compared to non-autistic transgender people. Autistic participants and non-autistic 

participants alike experienced distress due to misgendering, with autistic participants having 

the added complexity of not matching societal expectations due to both autism and gender. 

Autistic participants consequently spent more time trying to understand their identities in 

general as compared to non-autistic participants. Some autistic participants also described 

struggling to understand wider societal gender norms, and others said that they rejected these 

norms, with related benefits and challenges.  

In the meta-synthesis, adults with gender dysphoria described feeling isolated, and 

autistic participants in Chapter Four also experience isolation as a result of not just their 

gender identity but also their autism. Autistic participants were furthermore vulnerable to 

adverse experiences due to the intersection of autism and transgender identity, with reduced 

understanding of others’ intentions compounding risk associated with being transgender. 

Autistic participants described internal processes of trying to make sense of negative social 

experiences, and these were broader than just being focused on gender identity, due to 

negative social experiences linked to autism. Autistic participants spent a long time trying to 

make sense of their identity and may have struggled more than non-autistic transgender 

people to do so. Transgender participants in Chapter Three spoke of cognitive processes 

whereby they ruminated on experiences of rejection and were hypervigilant for 

discrimination. Autistic participants in Chapter Four did not give much description of such 

cognitive processes, instead describing a sense of masking or suppressing their natural self-

expression in public. Autistic participants did describe experiences of internalised stigma 

about gender and autism, sometimes leading to a deeper sense of shame. Autistic participants 

also described the complexities of accessing healthcare compared to those without autism due 

to the need to access support for autism, and often co-occurring mental health needs, as well 

as gender.    
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Chapter Five: The lived experience of gender dysphoria in autistic young people: A 

phenomenological study with young people and their parents 

 

Chapter Rationale 

In Chapter Four, interpretative phenomenological analysis was used to gain an 

understanding of how gender dysphoria is experienced in autistic adults. It is now important 

to gain a developmental perspective and turn to the experience of gender dysphoria in autistic 

adolescents. This will shed light on similarities and differences in the experience of gender 

dysphoria between autistic adolescents and adults, which is important as autism is a 

developmental condition and may have differential impact on gender identity development at 

different life stages. Moreover, this study investigates the perspectives of another group: 

parents of the adolescent participants. This is important because parent support is known to 

positively impact psychological well-being in transgender children and young people. As 

discussed in Chapter One, gender services are structured differently for children and 

adolescents, and so it is important to understand the experiences of autistic young people 

accessing these services to add to the findings in adults from Chapter Four.  

Since this PhD was designed, a meta-synthesis about the lived experiences of young 

people with gender dysphoria was published. This provides useful comparative data for 

Chapter Five, and the similarities and differences between findings are found in the 

discussion section. In brief, Jessen et al. (2021) synthesised the findings of 12 studies of the 

experience of gender dysphoria in adolescents and young adults aged 12-29 years old. The 

main themes they identified were that the developing awareness of gender dysphoria was 

difficult to navigate; that social relationships were important; experiences of the body; and 

sexuality. Autism may well intersect with these different experiences, particularly the social 

relationships and bodily experiences, both of which map onto autism diagnostic criteria 

(difficulties with social communication and interaction, and sensory differences). While there 

are theoretical reasons to expect that autism may influence the experience of gender 

dysphoria in autistic adolescents, the aim of Chapter Five is to explore the intersection of 

autism and gender dysphoria in adolescents from an interpretative phenomenological 

perspective, rather than by using a-priori theories based on previous research findings. This 

will ensure that the findings are grounded in the lived experiences of participants, a group 

whose voices are not always heard in research and clinical settings.  
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Abstract 

Gender dysphoria is distress in relation to incongruence between an individual’s 

gender and sex assigned at birth. Gender clinics offer support for gender dysphoria, and there 

is a higher prevalence of autism in young people attending such clinics than in the general 

population. We aimed to investigate the lived experiences of autistic young people who have 

experienced gender dysphoria, and their parents, using a multi-perspectival IPA design. 

Young autistic people aged 13-17 (n=15), and their parents (n=16), completed in-depth 

interviews about the young person’s experience of gender dysphoria. We analysed each 

individual transcript to generate individual themes, and for each of the dyads, developed 

themes which acknowledged the similarities and differences in parent-child perspectives. The 

first superordinate theme was coping with distress which had two subordinate themes; 

understanding difficult feelings and focus on alleviating distress with external support. This 

theme described how young people were overwhelmed by negative feelings which they came 

to understand as being about gender incongruence and looked to alleviate these feelings 

through a gender transition. The second superordinate theme was working out who I am 

which had two subordinate themes: the centrality of different identities and needs and 

thinking about gender. This theme described how young people and their parents focused on 

different needs; while young people more often focused on their gender-related needs, 

parents focused on autism-related needs. We conclude that young people and parents may 

have different perspectives and priorities when it comes to meeting the needs of autistic 

young people who experience gender dysphoria.  
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The lived experience of gender dysphoria in autistic young people: A phenomenological 

study with young people and their parents 

Transgender and gender diverse young people have gender identities which are 

incongruent with their sex assigned at birth, and some young people experience distress in 

relation to this incongruence, or gender dysphoria. Gender Dysphoria in adolescents is 

defined in the Diagnostic and Statistical Manual of Mental Disorders (5th ed.; DSM-5; 

American Psychiatric Association, 2013) as a significant incongruence between an 

individual's gender identity and assigned sex with associated distress or impairment. In this 

paper, we use the term gender dysphoria to refer to any distress associated with gender 

incongruence, rather than to the DSM-5 diagnosis.  

Young people experiencing distress associated with gender incongruence can access 

specialist healthcare at gender clinics, which offer comprehensive assessment of Gender 

Dysphoria, and possible referrals for gender-affirming hormonal treatments (WPATH, 2012). 

It is important to note that not all young people attending gender clinics will meet diagnostic 

criteria for Gender Dysphoria, nor will they all want to undertake a physical transition. 

Multiple gender journeys are to be expected; some young people may not identify as 

transgender or gender diverse by adulthood; some will undertake a social transition only (e.g., 

change their gender presentation, names, and pronouns); and some will have an 

endocrinology assessment with a view to receiving gender affirming treatments (Steensma et 

al., 2011).  

In the UK, transgender healthcare is provided for children and young people in a 

National Health Service (NHS) clinic, called the Gender Identity Development Service 

(GIDS). There are three stages of intervention (Butler et al., 2018): firstly, a psychosocial 

therapeutic assessment over a minimum of six months, during which a Gender Dysphoria 

assessment is undertaken. The next stage is open to those who receive a diagnosis of Gender 

Dysphoria and involves a referral to the paediatric endocrinology team to consider the use of 

hormone blockers to stop the progression of puberty. The third stage is open to those whose 

Gender Dysphoria persists and involves the use of cross-sex hormones to change the young 

person’s body in line with their gender identity. Approximately 38%–40% of young people 

referred to the UK gender service go on to be referred to see an endocrinologist (Butler et al., 

2018). For young people under the age of 16 years, parental consent is required to progress to 

physical interventions, alongside clinician assessment of the young person’s capacity to 

consent. Young people aged over 16 years are deemed to be able to consent to their own 
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treatment. There is evidence that hormonal treatments are effective in achieving their 

intended physical effects, but there is not enough evidence to make conclusions about their 

psychological impact, and the quality of this evidence is generally poor (Chew et al., 2018). 

Research indicates that parental support is important to the psychological well-being of 

gender diverse young people (Simons et al., 2013); young people with more accepting 

parents have better mental health (Westwater et al., 2019).  

Rates of autism are higher in young people accessing gender clinics than in the 

general population. The global prevalence of autism is thought to be 1% (Baxter et al., 2015), 

and a study of English schoolchildren found a prevalence of 1.76% (Roman-Urrestarazu et 

al., 2021). In the UK gender service, 15% of young people who attended an assessment in 

2015 were autistic (Morandini et al., 2021), compared to 8% in the Netherlands clinic (de 

Vries et al., 2010), and 26% in the Finland clinic (Kaltiala-Heino et al., 2015). Moreover, a 

large-scale study in adults found that transgender and gender diverse adults were 3– 6 times 

more likely to be autistic than cisgender people (Warrier et al., 2020). It is possible that other 

neurodevelopmental conditions are over-represented in gender diverse young people, with 

one study finding higher rates of gender variance in participants who were autistic and those 

who had ADHD compared to those with medical neurodevelopmental conditions (Strang et 

al., 2014).  

Much research in this area has investigated the co-occurrence of autism and gender 

diversity using cross-sectional questionnaire designs, often drawing on single items from 

questionnaires such as the child behaviour checklist (e.g., May et al., 2017). There have been 

initial attempts to investigate causal factors explaining the relationship between autism and 

gender diversity, ranging from the role of social differences (Bejerot & Erikson, 2014), 

sensory differences (Walsh et al., 2018), cognitive differences (Vanderlaan et al., 2014), and 

biological differences (Glidden et al., 2016) in the development of gender diversity in this 

population. Given the high number of autistic young people attending gender clinics, it is 

crucial to better understand the lived experience of this group. However, there is little 

research focused on the lived experiences of gender diverse and autistic young people except 

for two well-characterised studies from the USA. One focused on developmental trajectories 

of gender dysphoria in autistic young people (Strang et al., 2018), and another on the 

development of a clinical programme to support gender diverse and autistic young people 

(Strang et al., 2020). These studies, which used participatory methods and framework 

analysis, indicated that autistic young people had vivid experiences of gender dysphoria 
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which they hoped would be resolved through gender affirming treatments; that they identified 

autism as impacting their ability to understand and communicate about gender dysphoria; that 

their awareness of gender diversity developed over time; that they worried about being 

ostracised due to their gender identities, or that their gender would be dismissed due to their 

autism; and imagined a more positive future for themselves following gender affirming 

treatments (Strang et al., 2018). Young people and parents indicated a preference for a 

clinical support group aimed at meeting gender- as well as autism- related needs and fostering 

social connections with other gender diverse autistic young people, alongside support for 

parents (Strang et al., 2020). Aside from these two studies, there is a paucity of research into 

the lived experience of gender dysphoria in autistic young people, and none from outside the 

USA. Moreover, no studies have investigated the lived experience of gender dysphoria from 

the perspective of both young people and their parents. This is essential given the role that 

parents play in supporting the mental health of gender diverse young people. 

In this study, we aim to answer the questions: how do autistic young people 

experience gender dysphoria? How do young people and parents perceive the intersection of 

autism and gender dysphoria? What are the experiences of young people and their parents of 

accessing gender-related healthcare? 

Method 

Methodological approach 

Interpretative Phenomenological Analysis (IPA) uses qualitative techniques to 

understand the lived experience of a specific phenomenon, in this case, gender dysphoria in 

autistic young people. IPA is an idiographic approach, focusing on the experiences of 

individual participants, and aims to understand the meaning of these experiences (Smith et 

al., 2009). Within IPA, the researcher is actively making sense of the participant’s 

descriptions of their experiences and must maintain an awareness of their own influence on 

the analysis. IPA has been found to be a useful tool when working with autistic people and 

helps to increase the focus on autistic rather than non-autistic researcher perspectives 

(Macleod, 2019; Howard et al., 2019). IPA is an interpretative approach and therefore 

findings are limited to a detailed understanding of the particular experiences of a specific 

group, with no aim to explain or suggest causal mechanisms regarding the phenomena 

studied (Tuffour, 2017). Therefore, as a research team, we aimed to maintain a reflexive 

stance, including an awareness of the limitations of our chosen method. The research team for 
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the current study were all non-autistic, cisgender researchers and clinicians, and this 

positionality was considered throughout the analytic process.  

Participants 

We aimed to recruit young people and parent pairs into the study. In total, there were 

14 young person-parent pairs, one individual young person, and two individual parents 

(n=31). Therefore 17 young people were the focus of the study. Young people were aged 13-

17 years and had a clinical diagnosis of Autism Spectrum Disorder which was verified by 

viewing diagnostic reports written by a qualified health professional. Young people identified 

as transgender, had experienced distress in relation to their gender incongruence, and had 

asked for support from a professional regarding this distress. This broader definition of 

gender dysphoria was selected in recognition of the potentially different developmental 

trajectories of gender identity in adolescence, and the shifting conceptualisations of gender 

dysphoria over time (Beek et al., 2016). This strategy was endorsed by the Patient and Public 

Involvement group for the study and allowed for the recruitment of young people who self-

identified as experiencing gender dysphoria, and who were sufficiently distressed to seek 

support from a professional about this.  

 We used purposive sampling so that participants were varied in terms of geographical 

location within the U.K., and age and stage of transition, leading to a large sample size for an 

IPA study. Participants were recruited from U.K. National Health Service (NHS) gender and 

mental health services and from community groups for LGBTQ+ young people and their 

families.  See table 1 for a summary of characteristics of young people in the study, and table 

2 for parents included in the study.  

Procedure 

We received ethical approval for the study from the Health Research Authority 

(19/NE/0265). For participants recruited in the NHS, they were introduced to the study by 

their routine clinician, who assessed their eligibility to take part before gaining consent to 

pass on their contact details to the research team. Participants from community settings 

directly contacted the research team after seeing the study advert. We then assessed their 

eligibility to participate (see above). We invited participants to meet with a researcher in-

person, on the phone, or on an online video call, to give fully informed consent, or assent for 

young people under the age of 16 years. Parents provided consent for their children under the 

age of 16 years to participate. After consenting, participants completed a demographic 
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questionnaire; parents provided brief demographic information about themselves, and full 

demographic information about their children, if their child had not already provided this data 

(see Table 1).  

Next, young people and parents agreed who would be interviewed first, and whether 

the young person wished to be interviewed alone or with their parent present. Young people 

were generally interviewed alone, unless they felt more comfortable with their parent present. 

This was an important autism adaptation to the procedure, although may have limited the 

amount of information shared by young people when their parent was present. Parents were 

generally interviewed alone, although as interviews took place online and during school 

closures due to the COVID-19 pandemic, sometimes the young person participant or siblings 

entered the room during the interview. The young person and parent interviews were then 

conducted in turn; both interviews focused on the young person’s experience of distress 

linked to gender incongruence, and how they had sought help for this. The interviews were 

conducted between January and October 2020 and lasted between 25-85 minutes. The topic 

guide covered the young person and parent’s first memories of thinking about the young 

person’s gender identity; the experience of being autistic and experiencing distress about 

gender incongruence; relationship between mental health and gender; seeking help for gender 

dysphoria with a focus on healthcare settings. As recommended for IPA studies, open 

questions were used in the first instance (Smith et al., 2009), although closed prompt 

questions were used to help participants who were struggling to articulate their experiences.  

Many participants required adaptations to the interview, including having their parent 

present during the interview, responding to the questions by text message, not having their 

video on during video calls, and having a fiddle toy to play with. The patient and public 

involvement group who provided advice on the conduct of this study were clear that some 

autistic participants would feel more comfortable, and would be able to express themselves 

better, through remote contact without a video, and indeed some participants did request this. 

However, phone interviews have been criticised within qualitative research as potentially 

leading to a more limited and less-rich dataset (Novick, 2008). Some interviews with young 

people were rather brief and did not provide as rich a dataset as some other interviews, but 

this did not appear to be linked to remote interview administration, and all the interviews 

proved useful in helping to answer the research question.   

We audio recorded the interviews using a digital recorder, and recordings were 

professionally transcribed by an external company, and checked for accuracy by the first 
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author. Young people were reimbursed with a £25 shopping voucher, and parents with a £15 

voucher, and sent a debrief sheet following participation. 

Analysis 

We used a multi-perspectival IPA design in this study, with parents and young people 

both being interviewed about their perspectives on gender dysphoria in autistic young people 

(Larkin et al., 2019). At the level of each individual transcript, analysis involved capturing 

descriptive, linguistic, and conceptual elements of the transcript. It was notable that 

sometimes participants used idiosyncratic language that was difficult to interpret, in line with 

social communication differences in autism. There were therefore fewer ‘linguistic’ 

comments than there might be in an IPA analysis with non-autistic participants. Using the 

initial notes, we developed themes which had related ideas, those with oppositional ideas, 

themes with ideas that had a similar function within the transcript, and themes which centred 

on contextual factors which were meaningful to participants. Once each transcript had been 

analysed in this way, we developed themes for each parent and young person pair (n=14).  

Within each pair, themes were brought together by identifying consensus and conflict, 

finding reciprocal themes, identifying paths of meaning (shared or divergent meanings 

attributed to the same or different experiences), and finally identifying lines of argument 

within the analysis or "storying" the important themes within the analysis (Larkin et al., 

2019). Finally, a similar process was used to identify overarching themes for the whole group 

of participants, considering the parent and young person pairs, along with the themes for the 

two individual parents and one individual young person who we interviewed. As there was a 

large sample-size for an IPA study, the number of participants who contributed to each theme 

was considered, and any theme that applied to more than half of the young people (n≥9) was 

categorised as recurrent and described in the final analysis (Smith et al., 2009). We used 

quotes from participants when they were an apt and succinct summary of the meaning of each 

theme, while also trying to ensure that the whole range of participants was represented 

through quotes.  We prioritised using quotes from young people but when a parent articulated 

a theme more clearly than their child, and when parents tended to have different viewpoints 

to their children, we prioritised parent quotes. Participant numbers are provided, and young 

person participant numbers start with 1, and parent participant numbers start with 2.  

We aimed to ensure that the analysis was credible, and to do this as a research team 

we discussed our positionality and assumptions before and during the project. The first author 

kept a reflexive diary during the research process and attended an IPA research group with 
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other researchers. The analysis was critically evaluated in supervision and in the IPA group, 

thereby ensuring that the analysis was grounded in the transcripts and participants’ reported 

experience. 

Patient and Public Involvement group 

A group of transgender autistic people and family members were consulted and 

formed a patient and public involvement group for the research project. These individuals 

were invited to contribute to the research by giving their opinions on the suggested research 

question and methods. They reviewed the study materials to ensure that they were adapted for 

young autistic people. The themes from the study were checked to ensure that they appeared 

credible and that they made sense to community group members.  
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Table 1.  

Young person demographic characteristics (n=17) 

  

Characteristic n % 

Gender   

Male 10 59% 

Female 3 18% 

Non-binary/Genderqueer 4 24% 

Sex assigned at birth   

 Male 3 18% 

 Female 14 82% 

Sexuality   

 Straight 3 18% 

 Lesbian or gay 3 18% 

 Bisexual 6 35% 

 Questioning 2 12% 

 Other 3 18% 

Ethnicity    

 White British 15 88% 

 Mixed  2 12% 

Stage of gender journey    

 Discussed with a professional 2 12% 

 On gender service waitlist 6 35% 

              Ongoing assessment at gender 

service 

3 18% 

              Hormones prescribed privately 3 18% 

              Hormones prescribed on NHS 3 18% 

Recruited from   

              Gender service  7 41% 

              Mental health service 6 35% 

              Community 4 24% 

 Mean Range 

Age in years 15 13-17 

Age realised trans 10 4-16 

Age when sought help from a professional for 

gender dysphoria 

13 6-16 
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Table 2.  

Parent demographic characteristics (n=16) 

 

Results 

Coping with distress 

This superordinate theme outlines the process undertaken by young people and their 

parents to make sense of the negative emotional experiences they were having, by identifying 

the causes of the distress and expressing these feelings. Once distress was identified as being 

due to gender incongruence, many young people understood gender affirming treatments to 

be the solution to their distress, and this became their focus. Young people and their parents 

described the need for gender and mental healthcare to be adapted to meet their needs as 

autistic and gender diverse young people. 

Understanding difficult feelings (n=17)  

The first subordinate theme is about participants’ experiences of being overwhelmed 

by negative feelings which were hard to understand and express. Participants varied in the 

intensity of distress they described, and perceived causes of the distress, although almost all 

young people had negative feelings about the mismatch between their gender identity and 

bodies, and puberty was frequently cited as being very difficult. Participants also varied in 

their conceptualisation of distress i.e., the extent to which distress was due to gender 

incongruence, and how gender distress related to other types of distress.  

Most participants spoke about significant difficult feelings young people experienced 

due to the mismatch between their gender identities and bodies. Participants described a 

range of emotional experiences; negative feelings about the body included “anger”, 

Characteristic n % 

Gender   

Male 2 13% 

Female 14 88% 

Sexuality   

 Straight 16 100% 

Ethnicity    

 White  15 94% 

 Mixed  1 6% 

 Mean Range 

Age in years 48 42-55 
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“anxiety”, and feeling “sad” (105). One young person felt trapped in his body, demonstrating 

how uncomfortable it was to inhabit his body and experience such significant distress about 

it: “To put it short, it’s hell, it feels like I’m trapped, it’s something I wouldn’t wish on 

anyone. It’s not fun, it’s looking in the mirror and wanting to die, pretty much, because you 

hate yourself that much. I just want to be the opposite gender and it’s difficult” (104). Many 

participants had negative experiences of puberty, with a noticeable increase in gender distress 

at this time, struggling as their bodies changed in unwanted ways, and the mismatch between 

body and gender identity increased: “Puberty was really starting to take course, I really 

dipped which makes sense…. it’s just my body was getting more and more masculine. My 

voice was getting deeper. I was getting taller. I was getting hairier and stuff and it just made 

me feel disgusted with myself” (105).  

Parents most often became aware of their child’s gender dysphoria when their child 

had reached puberty. Parents were more likely to highlight distress linked to puberty than 

young people; one parent (204) highlighted the negative impact of early periods on their 

child, and another parent reflected on how sensory and gender needs combined to create 

distress around periods: “because of him dealing with his monthly cycle…. Yeah, he hated the 

smell of everything. He hated the mess. He’s always been a germophobe anyway. That has 

really messed with him” (214). Other young people and parents pointed to the relationship 

between sensory overload due to autism and intense body distress, for example, participant 

102 described the impact of sensory needs on gender dysphoria: “It’s probably enhanced it a 

bit ‘cause I get sensory overload quite easily. When all my sensory stuff is heightened I notice 

my body a lot more and I’m not able to take myself away from it and rationalise it”. Another 

non-binary young person’s negative feelings about their chest started part way through 

puberty, which made their parent question whether their gender dysphoria would continue in 

the long term: “he does want it [chest] to look more flat but going back a year ago, she was 

quite proud of those little boobs growing … so you can see where I’m getting really 

confused” (209).  

Not all participants experienced significant distress in relation to their bodies, with 

some participants describing mild or very specific dysphoria (e.g., just about the genitals). 

One non-binary participant described mild discomfort that they could not have a nonbinary 

body, alongside a process of acceptance: “And like with my physical appearance with my 

body and stuff I don’t mind having a female body but to me it’s not a female body if that 

makes sense because it’s just mine and I’m not female … realistically for me if I wanted a 
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body to represent my gender then that’s basically impossible so sometimes I do feel 

uncomfortable with it” (108) 

Participants also described negative feelings due to factors other than gender 

incongruence and described a process of trying to make sense of what was causing the 

distress. For example, one young person discussed coming to understand the causes of his 

distress: “it was gender, but I didn’t quite know that yet and it was a lot of the bullying and I 

was just depressed in general” (114). Many participants felt that dysphoria compounded 

other mental health issues: “You isolate yourself and you’re panicking all the time so it’s a 

lot of anxiety and feeling alone, so it’s definitely not helped [my mental health]. I have 

problems on top of that, so I have really bad anxiety and other problems but it doesn’t help at 

all, it’s just like another weight on top of that which makes it a lot worse and aggravates it” 

(109). Parents also described extreme distress which came to be understood following efforts 

of the young person, parent and clinicians: “most of [his] childhood – meltdowns have been 

really frequent. And certainly, at that time they were more frequent than they had been and 

way more aggressive. More violent. Violent to himself as well. Erm. And it was with my 

thinking and reading and the help of [gender clinician] and everyone at the clinic, helping to 

understand where that level of anxiety was coming from” (216). Not only were feelings 

difficult to understand, but they were difficult to express. Feelings were therefore sometimes 

expressed behaviourally, with one parent describing a “tornado” (217) of emotions with 

angry outbursts and some serious incidents of self-harm. Young people also highlighted 

issues with expressing their distress: “The main thing that has been the hardest to be autistic 

and have gender dysphoria is not really being able to express the bad feelings very much…I 

just couldn’t understand how to word it properly, if that makes sense? I would definitely be 

more on the physically emotional side than verbally saying what’s wrong” (102). 

Focus on alleviating distress with external support (n=16) 

This subordinate theme describes how participants wanted to alleviate their 

experiences of distress through undergoing medical procedures to change their bodies in line 

with their gender identity, with some exceptions. Young people understood that making a 

physical transition relied on external factors, requiring parental and professional support, with 

this sometimes leading to feelings of frustration.  

 Most young people were highly motivated to access physical interventions, with 

puberty blockers, hormonal interventions, and surgery frequently cited as the solution to their 
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distress. Many young people expressed frustration when there was not a clear and timely plan 

for gender affirming interventions, as these would provide relief from distress; “…feels like 

I’m covered in like a thick coat of black paint that I can't get out of and when I’m sad like 

that, I feel trapped that I can't get out of it and there’s nothing I can do. With depression I 

can rewire my brain, I can't rewire my brain into not being trans, I have to wait for surgery 

which takes too long” (104). This quote shows that this feeling of being trapped was 

increased by the need for external support to access medical interventions. Two young people 

were not sure that they wanted a physical transition, such as a non-binary participant: “I think 

medically and like physically there is nothing I can do about my gender because I can’t make 

my body more non-binary” (108) and a male participant felt that his social transition had 

alleviated his dysphoria: “I feel like I don’t need help. Like I said earlier, I don’t get very 

much dysphoria, so it isn’t much of an issue for me” (112). 

While most young people wished to make a physical transition, parents and young 

people did not always align in their viewpoints. Parents wanted to help reduce the distress 

experienced by their child, while also emphasising their desire to slow down the process and 

for their child’s gender identity to be settled before undergoing any irreversible treatments. 

This tension was described by one parent who felt torn between their desire to alleviate their 

child’s distress, and to help keep their gender options open: “As painful as that is, I think 

[child]’s got to try and work out whether he can be happy without medical intervention, and I 

don’t mean ever, I can see that you don’t put a suicidal teenager on hormone blockers and 

hope that that’s going to make them happier” (204). Some parents saw themselves as 

completely aligned with their child’s desire to make a physical transition, positioning 

themselves as advocates for their children to access gender affirming treatments: “I suppose 

when you’ve got an autistic child you’ve become an advocate and that becomes your life 

because you’re the advocate for your child and I think we became the advocate for getting 

the support for [child] for going forward with his gender as well” (203). 

Young people wanted clinicians and parents alike to acknowledge and help alleviate 

their distress; for most participants this meant affirming their gender identity and helping 

facilitate a physical gender transition. Some young people and parents felt let down by 

services and described barriers to accessing this treatment. Many participants expressed 

frustration at long waiting times for gender consultations: “Because [child] is 17 in a few 

weeks, it changes everything because then you won’t get seen as a juvenile, you won’t get 

seen in time then you’ll have to go through it all again.  So I know that [child] is gonna be 
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panicking ‘cause I am.  I’m actually fuming.  I feel really… um it’s been sort of pushed aside 

a lot I feel.” (210).  

Once they did reach gender services, participants described difficulties 

communicating and connecting with gender clinicians due to a clash of communication 

styles. One participant described going to great lengths to understand their clinician’s 

communication style but did not think this effort was reciprocated: “But sometimes - I’m not 

very good at the airy-fairy sort of emotional talk they want to do. So they were not 

particularly receptive to me at first... they didn’t really – I don’t think they liked me very 

much.” (107) There were also practical barriers including busy waiting areas, changing 

clinicians, travel to clinics, and sensory overload in both gender and mental health clinic 

settings, for example one participant anticipating their first appointment at a gender clinic 

said: “it’s just getting there, that’s the main issue for me.” (115).  

Working out who I am 

This superordinate theme describes participants’ ways of making sense of their 

differences, with young people more often prioritising gender identities and related needs, 

and parents more often focused on autism identities and needs. Autism was conceptualised as 

impacting on thinking about gender by some parents, while some young people discussed the 

interaction between autism and the ways they thought about gender.  

The centrality of different identities and needs (n=17) 

This subordinate theme referred to participants’ different viewpoints on their 

identities and current priorities and needs. Most young people described feeling socially 

different to others, and participants had different perspectives on this. While parents more 

often focused on their child’s social differences and needs linked to autism, young people’s 

narratives generally centred their gender identities, while autism was often unimportant to 

their sense of self.  

Young people described feeling different to other people their own age. Participants 

described being bullied, feeling isolated and like an outsider linked to social and gender 

differences, for example, 101 said “when I got to secondary school I stood out quite a lot 

compared to other people. I was kind of singled out quite a lot so I had to try and fit in kind 

of, gender wise…I was kind of quiet and isolated and stuff so I would get picked on for like 

being quiet …making friends was really hard so that was for me tough as well”. Parents and 

young people alike spent time trying to make sense of the young person’s differences and 
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needs. In doing this, parents were more likely to centre needs linked to autism; “I’ve always 

had an inkling that there was some kind of autism there.  Getting it diagnosed is taking a long 

time but we’ve done it, but I think it was connected a lot of to the anxiety and to feeling that 

he wasn’t what he should… what in his mind he should be and I think… and it became a 

release the self-harming became a release to try and just release some of that… that self-

doubt” (201). Parents highlighted the need for a comprehensive understanding of their child’s 

needs, which included appropriate diagnoses to help facilitate understanding. Some parents 

described how they felt their children were making sense of themselves and social differences 

through the lens of gender identity, while they thought autism may be more relevant: “Going 

back to the identity thing is she trying out different identities when she feels more insecure 

about how she’s coming across socially? Does she try out different identities and is gender 

identity just part of that – I don’t know – without wanting to sound dismissive, I think that’s 

something that I perhaps need to consider.” (213)     

In contrast, many young people did not feel a strong connection with their autism 

label, for example one young person said “Well, I was diagnosed [with autism] and I just 

dealt with it. I didn’t really care about it that much.” (117). There were exceptions, for 

example one participant briefly mentioned feeling “part of the [autism] club” (104). 

However, many young people focused on their gender identities and needs within the 

interview as their focus and central identity; “I’m still struggling with accepting myself as 

being trans. That’s one of my main issues at the moment” (111). Some young people were 

keen to keep a separation between discussion of their autism and gender identities, with one 

young person making it clear that they felt this was necessary for their gender identity to be 

seen as valid: “I know that it’s a stereotypical thing that a lot of autistic people are 

trans….and I thought that now I also have that label people might not see me as valid as they 

would do if I didn’t have the autism… it felt like I wouldn’t be taken as seriously as it’s a 

typical autistic thing instead of an actual separate thing to autism”(102).  

Thinking about gender (n=17)  

Young people and parents conceptualised gender from a range of different 

perspectives.  Young people most often conceptualised gender as a central, and real, part of 

the self, which they were certain about. Young people were less likely than parents to 

describe the impact of autism on their conceptualisation of gender, although spoke about how 

they interacted, and sometimes about the benefits of such interactions. Parents were more 
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likely to describe how autism influenced their child’s thoughts about gender, often citing the 

influence of black and white thinking. 

Young people sometimes described how thinking styles associated with autism 

interacted with their gender identity. One young person stated: “I always thought it might be 

the autism affects me in the trans thing but it’s more that the trans thing has affected the 

autism if that makes sense. I used to think really black and white. Being trans has kind of 

made me stop doing that. I’ve had to move past it” (105). Parents more often described the 

influence of black and white thinking linked to autism and noted the difficulties in the ‘grey’ 

areas of being transgender in terms of their children’s bodies not matching their identities. 

One parent described this in relation to a resistance to thinking about gender fluidity; “Those 

conversations about fluidity have got shorter and shorter because it distresses [child]. That’s 

what I mean – it’s almost like he’s thinking, ‘You know. It’s black or white. It’s on or off. I 

identify here.” (216). Other parents highlighted rigid thinking about what it meant to be a girl 

or a boy; “I think the black and white … he likes playing with articulated traditionally boys’ 

toys, therefore, I must be a boy, I don’t like traditional girl things, therefore I must be a boy. 

And I think that thread runs through a lot with life really.” (206). One parent linked black and 

white thinking to decisions around physical interventions: “With autism, it’s black or white. 

‘I’m doing this and I’m doing it now’. It’s like, no, you need to slow down a bit. You can’t 

always rationalise with him about it. Well, ‘I’ve decided, and I’m getting it sorted’” (211).  

Some young people emphasised the importance of reaching 'certainty' about one's 

gender identity, asserting that their gender identity was an internally known and certain fact, 

and that this influenced decision-making; “I’d waited quite a while so as soon as I came out 

it was the question if I wanted to or not but there was still a feeling of I needed to be very, 

very certain in myself before I got referred to the gender clinic because that’s a long waiting 

list and I didn’t wanna make anyone else wait for something I wasn’t very sure of” (110). 

Other young people discussed shifting from a more concrete conceptualisation of gender 

identity linked to gendered behaviours, to a more abstract conceptualisation of gender as a 

societal construct, with autism helping them to understand gender more clearly. One young 

person described this shift in conceptualising gender “I didn’t have the whole typical girl 

personality, even though now I don’t believe that your gender really influences your 

personality that much” and said because of their autism they had a good understanding of 

gender “…it’s not very complicated to me so I’m able to distinguish sex and gender and it’s 

not like I look at it and get confused” (101).   
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Some parents highlighted their children’s differences in social understanding when 

making a gender transition. Parents described their children’s difficulties in making sense of 

social challenges that come with being gender diverse. For example, one parent said, “I do 

wonder looking back – beauty of hindsight – how much the autism impacted on his ability to 

understand his gender, A. in relation to himself and B. in relation to everybody else.” (216). 

Parents described their children’s high expectations of others’ abilities to adjust and use the 

correct pronouns immediately after coming out, one parent elaborated; “I think it’s other 

people that annoy him more and more like being frustrated by the ignorance…It’s got to be 

really hard for [child] not to stand up for himself as well at the moment cause it’s still quite 

early days…” (110). This quote demonstrates the how the young person’s difficulties in 

understanding others’ perspectives and navigating social relationships increased his 

frustration when others treated him as the wrong gender.  

Discussion 

This study is the first to explore the lived experience of gender dysphoria from the 

perspective of autistic young people and their parents. We captured key similarities and 

differences in the way that autistic young people and their parents conceptualised the young 

person’s distress and needs. Namely, young people described experiencing unpleasant 

feelings which they understood as being about gender incongruence and looked to alleviate 

these feelings through a gender transition, which parents were sometimes unsure about. 

Moreover, young people and their parents often focused on different needs; while young 

people were focused on meeting their gender-related needs, parents focused on meeting 

autism-related needs. Our findings resonate with the existing literature about the lived 

experience of gender dysphoria in non-autistic (Jessen et al., 2021) and autistic young people 

(Strang et al., 2018). 

 Our study provides insight into the autistic experience of gender dysphoria, 

particularly when comparing that experience of autistic young people to the general 

population. A recent meta-synthesis of 12 qualitative studies investigated the lived experience 

of gender dysphoria in young people and adults aged between 12-29 years (Jessen et al., 

2021). The meta-synthesis captured the distress and disconnection that young people felt in 

their bodies, as described by the autistic young people in this study. However, in our study, 

young people placed significant emphasis on their need for a physical transition, which was 

present but less emphasised within the meta-synthesis. Autistic participants also described 

distress due to the interaction of sensory sensitivities and gender incongruence, for example 
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when experiencing periods, which was not described by the general population included in 

the meta-synthesis. Moreover, Jessen et al. (2021) identified a theme around sexuality, which 

we did not find in our research. These differences may be due to the older age of participants 

included in the meta-synthesis compared to our study, or differences in autistic people. Jessen 

et al. (2021) described how young people with gender dysphoria experienced vague feelings 

of difference alongside a need to explore their gender diversity, and that over time their 

gender identity became coherent. Autistic young people described similar experiences, which 

are captured within our theme the centrality of different identities and needs, with the added 

layer for autistic young people of needing to make sense of the social differences connected 

to autism. An important new finding from our study is that while autistic young people were 

making sense of their differences through the lens of gender, similarly to the young people in 

the meta-synthesis, parents were more often considering their child’s differences through the 

lens of autism. Thinking styles associated with autism were considered to both ‘help’ and 

‘hinder’ understanding of gender identity; some young people felt that being autistic helped 

them to understand the concept of gender, while some participants highlighted how black and 

white thinking could make it difficult to understand their gender identity and others’ 

responses to this. It should be noted that autism is a heterogenous condition, and just as 

thinking styles vary significantly across autistic individuals, autism thinking styles and 

gender cognition will interact (or not) in numerous ways. Participants in our study hoped for 

their gender identities to be affirmed by others and could become frustrated when this did not 

happen quickly enough, and Jessen et al. (2021) similarly described how transgender young 

people experienced difficulties when their gender identity was misrecognised.  

Our findings align with those of Strang et al. (2018), indicating many similarities in 

the experience of gender dysphoria in young autistic people in the USA and the UK. The key 

differences came from our inclusion of parents in the study, and the points of difference 

between views of young people and parents. One such difference was which identity was 

prioritised. Young people were often more focused on their gender identity rather than 

autism, and did not tend to talk about other facets of their identities. This lack of focus on 

autism is concordant with previous qualitative findings that young autistic people sometimes 

choose to distance themselves from their autism diagnosis (Macleod et al., 2013). Macleod et 

al. (2013) found that autistic students sometimes prioritised their identities as students over 

their autism identities, which may be considered a less socially accepted identity. 

Furthermore, there is evidence that autistic young people can attempt to hide, or camouflage, 
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their differences linked to autism (Wood-Downie et al., 2021). Considering these previous 

findings, it is perhaps not surprising that autistic young people were reluctant to think about 

autism in the interviews. Moreover, young people expressed concerns that being autistic 

might cause other people to question their gender identities, which could have increased any 

desires to distance themselves from their autism diagnosis. Parents, however, felt that autism 

was a salient and important part of their child’s gender experience, and highlighted how 

feelings of difference linked to autism might have compounded experiences of gender 

dysphoria. Given the mismatch between parent-child views on the role of autism, and the 

potential impact of feelings of difference on distress, it may be useful to provide post-

diagnostic support groups to autistic young people which help them make sense of their 

autism diagnoses. Such groups could encourage a balanced perspective on their autism 

(Gordon et al., 2015), and help them to make sense of negative social experiences such as 

bullying (Humphrey & Hebron, 2015), while tackling shame and stigma linked to being 

autistic, as well as separately accessing gender-focused support for those experiencing gender 

dysphoria.  

Young people and parents discussed their needs as autistic individuals in gender clinic 

settings, and often described difficulties in communicating with their gender clinicians and 

mental health clinicians. This fits with findings in the adult literature that communication 

between neurotypical and autistic people is less effective than communication between 

autistic people (Crompton et al., 2020), given that most clinicians are not autistic themselves. 

Such communication issues are likely compounded by the difficulties participants identified 

in describing and communicating about their emotional experiences associated with gender 

dysphoria. Participants also described difficulties with practicalities and the physical 

environment at clinics which could have been adapted to meet their needs, for example by 

having a quiet waiting area, consistent clinician, local clinics, and sensory considerations in 

terms of lighting, noise, and temperature in clinics. The barriers and potential adaptations we 

identified in this study align with the barriers to autistic people accessing mental health 

settings found in previous research (Adams & Young, 2020), and as described by autistic 

adults with gender dysphoria (Cooper et al., 2021). Moreover, these adaptations fit with 

recently published research indicating that higher rates of executive function difficulties in 

autistic and gender diverse young people may contribute to difficulties in accessing gender 

care (Strang, Chen, et al., 2021; Strauss, Anthony, et al., 2021), and so will require 

adaptations in health settings. Gender clinics and mental health settings would therefore 
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benefit from making autism adaptations to both clinician communication styles and the 

physical environment.  

Parents and young people sometimes agreed about their aims to help alleviate gender 

dysphoria, with some parents stepping into an advocate role to help their child access a 

gender clinic, with the hope of gaining access to hormone treatments. Some parents were 

concerned about their children making irreversible decisions about their bodies and 

emphasised the need for their child’s gender identity to be certain and stable; young people 

also emphasised the need for certainty in their gender identities. These findings demonstrate 

the importance of the family context when young people are seeking support for gender 

dysphoria, in line with previous findings in gender diverse young people, where family 

support is associated with better psychological wellbeing (Simons et al., 2013; Westwater et 

al., 2019). Parents tended to focus on their child’s needs linked to autism. This may have 

been because from the parent perspective, the challenges which were seen as being associated 

with autism were more urgent as compared to the challenges associated with gender 

dysphoria. For example, in the case of parenting a child who was expressing distress through 

challenging behaviours, navigating these situations would likely require significant time and 

effort from the parent as well as the young person (McStay et al., 2013), and the parent might 

be more likely to link such behaviours to autism rather than gender. It was noteworthy that 

despite the political and polarised debates surrounding transgender health for young people in 

the UK (Burki, 2019), parents and young people alike were willing to discuss the 

complexities of being autistic and transgender. Although young people focused more on 

gender identity than autism, both young people and their parents were willing to consider the 

relationship between their autism and gender identities, as well as how the experience of 

gender dysphoria linked to mental health needs. Participant accounts were not as polarised or 

stereotyped as one might believe from engaging with the online and media debates. 

In this study, we recruited a higher proportion of sex-assigned females than sex-

assigned males; this is in contrast to the higher rates of autism in sex-assigned males than 

females (Loomes et al., 2017). However, this pattern is in line with higher numbers of sex-

assigned females attending gender clinics (Kaltiala et al., 2020). In the UK Gender Identity 

Development Service (GIDS), 69% of adolescents aged 13-17 were assigned female at birth 

according to the referral data for 2020-2021, when recruitment for this study was ongoing 

(GIDS, 2021). Moreover, the most recently available data on rates of autism diagnosis at 

GIDS, from 2015, indicate equivalent rates of autism diagnosis by sex, with autism diagnoses 



143 

 

in 15.4% of those assigned female at birth, compared to 14.6% of those assigned male at birth 

(Morandini et al., 2021). Therefore, the higher proportion of sex-assigned females compared 

to males recruited in this study is reflective of the current gender clinic context. Nonetheless, 

it is a limitation of this study that we recruited a slightly higher proportion of sex-assigned 

females than are seen in GIDS, and that we were not able to interview more participants who 

were assigned male at birth. At present, there is no clear evidence explaining the sex-ratio in 

gender clinic referrals, let alone that of autistic young people. Future studies should explore 

the perspectives of this trans-masculine and trans-feminine participants separately in order to 

better understand the specific experiences of each group. 

To conclude, we investigated the lived experience of gender dysphoria in autistic 

young people, from their perspective and that of their parents. The experience of gender 

dysphoria in autistic young people shared some similarities with the experience of those 

without autism, including significant distress which was understood over time as being 

related to gender incongruence, and frustration when the young person’s gender was not 

affirmed by others. Features which were specific to autistic young people were the interaction 

of autism features and gender dysphoria, including sensory sensitivities and different 

cognitive styles. Furthermore, there were added complexities of navigating the young 

person’s needs linked to autism, and divergences in parent and young person viewpoints as to 

the salience of autism and gender identity. Future research should use longitudinal methods to 

investigate the development of diverse gender identities in autistic young people, outcomes of 

social and physical gender transition in this population, and interventions supporting a 

positive sense of autism identity in autistic young people more broadly. 
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Post-Chapter Five Commentary 

Chapter Five provides important data suggesting differences in opinion between autistic 

young people experiencing gender dysphoria and their parents. One central finding was that 

autistic young people were often reluctant to consider autism as an important part of their 

identities, and saw their gender identity as a more important part of themselves. In contrast, 

parents tended to see autism as a more central part of their child, and focused on autism-related 

needs.  It is important to gain the perspectives of other key adults in the lives of autistic 

adolescents experiencing gender dysphoria, that is, clinicians working in young people’s 

gender clinics.  This is particularly important in the context of the ongoing reviews of gender 

healthcare for children and young people in the UK. As discussed in the introduction chapter, 

a recent Judicial Review ruled that young people aged under 16 years would need consent from 

the courts in order to access puberty blockers and cross sex hormones, but this decision was 

overturned on appeal. Nonetheless, young people cannot be referred to an Endocrinologist 

without consent from their parents and agreement from a GIDS clinician. It is therefore 

important to understand how clinicians think about the intersection of autism and gender 

dysphoria, and to understand similarities and differences between clinicians working with 

young people, and those working with adults. This represents another important perspective on 

the phenomenology of gender dysphoria in autism. 
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Chapter Six: Healthcare clinician perspectives on the intersection of autism and gender 

dysphoria 

 

Chapter Rationale 

Chapter Six moves on to consider the intersection of autism and gender dysphoria from the 

perspective of clinicians working with young people, and secondly, those working with 

adults. It is crucial to understand the perspectives of both groups of clinicians, given the 

finding from both the adult and young person studies in Chapters Four and Five, that autistic 

people felt that their needs were not readily met in gender clinic settings. These findings are 

consistent with evidence that autistic people and transgender people receive inadequate 

healthcare. Given that autistic transgender people represent a complex patient group with 

multiple needs, understanding how clinicians approach their clinical sessions with this group 

is essential. Furthermore, gaining clinician perspectives on how autism and gender dysphoria 

relate to one another will help to understand similarities and differences in the perspectives of 

autistic people themselves and their clinicians. These findings are likely to be useful outside 

the UK as well as within, given the similar health and social care infrastructure to support 

gender- and neuro-diverse individuals in other high-income countries, i.e., the provision of 

gender clinics and mental health services.  
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Abstract 

Autistic people are over-represented at gender clinics, but there is limited research to 

guide clinical practice with this group. We investigated the perspectives of clinicians working 

with autistic patients who experience gender dysphoria. We asked clinicians about the 

relationship between autism and gender dysphoria, and whether they work differently with 

this patient group. We recruited clinicians from young person and adult gender clinics and 

autism services (n=16). We analysed the interview transcripts using Interpretative 

Phenomenological Analysis (IPA). The first overarching theme was clinician understanding 

of the intertwined experiences of patients, with four subthemes: (a) coming to an 

individualised understanding of autism, gender dysphoria, and mental health; (b) different 

ways of thinking about gender; (c) social differences as barriers and facilitators to gender 

comfort; (d) the challenge of sensory sensitivities and puberty. The second overarching theme 

was mismatch of patient and clinician communication styles and goals, with three subthemes: 

(a) different communication of gender needs; (b) changing clinical sessions to overcome 

barriers; (c) tension between clinician and patient aims and thinking styles. We conclude that 

autism adaptations should be made in gender settings, including to clinician understanding of 

how autism and gender dysphoria can intersect, as well as by making adjustments to clinic 

processes.  
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Healthcare clinician perspectives on the intersection of autism and gender dysphoria 

Gender clinics provide healthcare to gender diverse individuals, who may be 

exploring their gender identity, or who are transgender and have a gender identity different to 

their sex assigned at birth. A subset of transgender people experience gender dysphoria, 

which is distress associated with an incongruence between sex and gender (5th ed.; DSM-5; 

American Psychiatric Association, 2013). Some transgender people may wish to access 

gender clinics in order to consider making a social and physical transition so that their gender 

expression, that is to say, behaviours expressing a particular gender, and bodies, are changed 

in line with their gender identity. Transgender and gender diverse people are more likely to 

be autistic (Warrier et al., 2020). Research in this area has explored the co-occurrence of 

autism and transgender identities (for a review, see van der Miesen et al., 2016), as well as 

considering the co-occurrence of gender- and neuro-diversity more broadly, including ADHD 

(Thrower et al., 2020). There is further evidence of higher rates of mental health needs in 

autistic people who are transgender, as compared to other autistic people (George & Stokes, 

2018; Murphy et al., 2020). This is significant given the elevated rates of mental health 

problems in both autistic people (Lai et al., 2019), and in transgender people (Nobili et al., 

2018) compared to the general population. Furthermore, there is evidence of an increased rate 

of autism in adults and young people accessing gender clinics internationally, ranging from 5-

26% (Cheung et al., 2018; de Vries et al., 2010; Holt et al., 2016; Kaltiala-Heino et al., 2015; 

Pasterski et al., 2014).  

There has been much speculation and some research into the causes of the high co-

occurrence of autism and being transgender and gender diverse in children, young people, 

and adults. It is important to note that gender has been conceptualised differently across time 

and in different contexts, and that an individual’s experience of their gender identity is likely 

to be affected by a complex range of biological and environmental factors (Glidden et al., 

2016). Some authors have suggested that certain features of autism may cause a 

predisposition to be transgender or gender diverse. For example, Bejerot and Erikson (2014) 

suggested that the social differences associated with autism might lead to gender defiance. 

Walsh et al. (2018) argued that a resistance to social conditioning might contribute to higher 

rates of gender diversity. This aligns with the accounts of autistic adults who have 

experienced gender dysphoria, some of whom described experiencing more freedom to 

express their gender identities than might be available to non-autistic individuals (Cooper et 

al., 2021). Other theories have centred on the restricted and repetitive behaviours, interests, 
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and activities domain of the autism diagnostic criteria. Such research has tested hypotheses 

that differences in sensory profiles in autistic adults may be associated with gender diversity 

(Walsh et al., 2018). This research found that transgender autistic adults were less sensitive in 

terms of visual and auditory sensitivity compared to cisgender autistic adults, suggesting that 

heightened sensory sensitivities are not related to gender diversity in autism.  

In terms of the existing qualitative research about the lived experiences of transgender 

and autistic people, there are currently two published studies on the experiences of autistic 

adults of gender dysphoria in the UK (Coleman-Smith et al., 2020; Cooper et al., 2021), and 

two studies on the experiences of transgender young people in the USA (Strang, Powers, et 

al., 2018; Strang et al., 2020). Key findings have included that autistic adults suggested that 

autism could complicate the experience of gender dysphoria and seeking transgender 

healthcare (Coleman-Smith et al., 2020). Some autistic adults have described that concrete 

thinking about gender categories could increase distress when they were exploring and 

uncertain about their gender identities, and described sensory sensitivities interacting with 

gender dysphoria (Cooper et al., 2021). In another study, some autistic young people 

explicitly stated that their gender identity was not influenced by obsessional thinking, nor 

autism more broadly (Strang, Powers, et al., 2018). Youth in this study wanted to ensure that 

their gender identities were taken seriously, without autism unduly influencing others’ 

perceptions of their gender identities.  

There is limited evidence to guide clinicians working in gender clinics with autistic 

people, despite this burgeoning interest in the relationship between autism and transgender 

identities. In the UK, the National Health Service (NHS) provides gender related healthcare. 

This includes a thorough assessment of gender dysphoria (WPATH, 2012), which includes 

assessment of other factors including mental health needs and autism, and distinguishing 

these from gender dysphoria. If an individual meets diagnostic criteria, this can result in a 

referral to an endocrinologist to access hormone treatments, and in adults, access to surgeries 

to change one’s body in line with one’s gender identity. Reviews of such physical 

interventions in young people and adults have concluded that low certainty, observational 

evidence suggests positive effects on psychological well-being and gender dysphoria 

symptoms (Nobili et al., 2018; NICE, 2021).   

The Worldwide Professional Association for Transgender Health (WPATH) publish 

clinical guidelines for healthcare practice when supporting transgender people through a 

gender transition. The most recently published standards of care (WPATH, 2012) include a 
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task list for clinicians working with referred young people and adults. Clinical advice differs 

depending on the age of the individual, with extended gender exploration and developmental 

considerations applied to work with adolescents; therefore, clinicians working with 

adolescents will have a different approach to those working with adults. There is no specific 

advice in the WPATH standards of care for working with autistic people, aside from advising 

that there is an assessment for co-occurring mental health concerns and autism. Strang, 

Meagher, et al. (2018) published a clinical consensus document aimed to provide clinicians 

with additional guidance for working with autistic adolescents experiencing gender 

dysphoria.  This includes advice that clinicians should assess for indications that the young 

person’s gender identity is caused by the features of autism or other co-existing conditions. 

This guidance is not necessarily reflective of practice in the UK, being based on a Delphi 

study with clinicians elsewhere.  

Existing research has tended to focus on quantitative work investigating how specific 

autism traits could contribute to higher rates of gender diversity in autistic people, and 

qualitative research has investigated the perspectives of autistic and transgender young 

people and adults. However, there is a dearth of evidence understanding the perspectives of 

clinicians. Given the crucial role that clinicians play in providing access to transgender 

healthcare, including in assessing gender dysphoria and its distinctiveness from other 

conditions including autism, it is important to understand their perspectives and clinical 

approaches to working with this group. Further, in the absence of comprehensive guidance 

for working with autistic children, adolescents, and adults experiencing gender dysphoria, 

thorough qualitative evidence is needed to begin to develop evidence-based clinical 

approaches.  

In this study, we aimed to investigate the views of NHS clinicians working with 

autistic adolescents and adults who have been referred to gender clinics. We wanted to find 

out a) their understanding of how autism and gender dysphoria intersect with one another in 

their patients and b) how clinicians aimed to work with autistic people experiencing gender 

dysphoria in their clinical settings.  

Method 

Methodological approach 

 We used Interpretative Phenomenological Analysis (IPA), a qualitative 

method (Smith et al., 2009), to investigate the experiences of autistic people with gender 
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dysphoria from the perspective of clinicians who work in healthcare settings with this patient 

group. IPA is focused on the meaning of the phenomenon, in this case gender dysphoria and 

autism, to the participant. IPA is a hermeneutic approach, which means that the researcher is 

actively making sense of the participants’ lived experiences. This paper is part of a larger 

project investigating the lived experience of gender dysphoria in autistic people from a range 

of perspectives. In this study, we were interpreting the clinicians’ understanding of autistic 

patients’ experiences of gender dysphoria. IPA is also an idiographic approach, which means 

that close attention is paid to the individual perspectives of each participant during the 

analysis and reporting of results.  

Participants 

We recruited 16 healthcare clinicians who had worked with autistic people who had 

experienced distress about gender incongruence (referred to as gender dysphoria in this 

paper). We aimed to recruit clinicians with a range of professional backgrounds and who 

worked with autistic and transgender people in various clinical settings. Participants needed 

to work in a setting where they had substantial contact with the patient group; for most 

clinicians they were recruited from gender clinics (n=14) but two were recruited from autism 

services to ensure a range of views were included. Half of the participants worked with 

children and young people (YP clinicians), and the other half worked with adults (adult 

clinicians). Of the adult clinicians, one had substantial experience working with young 

people, and of YP clinicians, none had substantial experience working with adults. Adult 

clinicians were recruited through adult gender and autism services, through personal contacts 

established by the research team, and by asking participants for recommendations of other 

potential participants. YP clinicians were recruited through a gender service and child and 

adolescent mental health services, particularly where clinicians specialised in working with 

autistic young people. The different recruitment strategy across clinician groups was due to 

there being a single gender service for young people, but multiple services for adults; adult 

clinicians came from a total of five different services, whereas YP clinicians came from two 

different services. To protect anonymity, limited demographic data for groups are presented 

together (see Table 1). 

Procedure 

The study received ethical approval from the Health Research Authority (North East - 

York Research Ethics Committee; 19/NE/0265). Participants were invited to take part in the  
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Table 1.  

Demographic characteristics of participants 

Demographic characteristic n % 

Gender   

Male 3 19% 

Female 13 81% 

Professional background   

 Medical doctor (inc. Psychiatry) 3 19% 

              Nurse (inc. mental health nurses) 2 13% 

              Therapist 1 6% 

              Social worker 1 6% 

              Clinical Psychologist 9 56% 

Highest qualification    

               Medical specialty training 3 19% 

 Doctorate 9 56% 

 Masters/Postgraduate Diploma  4 25% 

Recruited from   

              Gender service  14 88% 

              Autism service 2 13% 

Clinician type   

              Young person (YP) clinician  8 50% 

              Adult clinician  8 50% 

Total number of autistic and transgender 

patients  

  

             10-24 5 31% 

             25-49 3 19% 

             50-99 2 13% 

            100-150 4 25% 

            200+ 2 13% 

 Mean Range 

Years qualified in profession 15.13 2-31 

Years worked with autistic people 14.69 4-29 

Years worked with transgender people 11.34 3-35 

 

study through personal contacts of the research team, and snowballing. These individuals 

were emailed the study information sheet with a request to take part. Recruitment took place 

during the COVID-19 pandemic and so study participation was remote and participants were 

invited to a research meeting via a video (n=14) or phone call (n=2). Interviews lasted an 

average of 45 minutes, with a range of 31-54 minutes. 
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During the research meeting, participants were asked to read the information sheet, 

ask any questions that they had, and complete a consent form if they agreed to take part. 

Participants were reminded of their right to withdraw from the study. The first author 

interviewed all participants. The interview began with collecting some demographic details 

relevant to the research question, focused on the professional experience of each participant. 

Clinicians were encouraged to reflect on their experiences working with transgender and 

autistic patients; for those in gender clinic settings, this could mean individuals who already 

had an autism diagnosis, or who later received a diagnosis. The interview topic guide (see 

Appendix 1) began with open questions and was flexible, following the experience of each 

participant, based on IPA guidelines. Topics included the clinician’s experience of working 

with autistic and gender diverse patients; if and how they thought that autism and gender 

dysphoria interact; if they thought that autistic patients experience gender dysphoria or 

conceptualise gender differently; whether the clinician adapted their practice when working 

with autistic patients; barriers to supporting this group; information needed by clinicians to 

work with autistic patients experiencing gender dysphoria.  

Data analysis 

In this paper we use a multi-perspectival IPA design, with adult clinicians and YP 

clinicians both being interviewed about their perspectives on the intersection of autism and 

gender dysphoria. Analysis followed the guidance of Larkin et al. (2019) and was conducted 

by the first author with support from the co-authors. Each individual transcript was first 

analysed by noting the descriptive, linguistic, and conceptual elements, focused on clinician 

interpretations of the lived experience of gender dysphoria in autistic people. We ensured an 

awareness of context, including clinician experience and work setting, when analysing the 

transcripts. The analysis took into consideration the complex hermeneutics involved, that is, 

the researcher making sense of the clinician’s understanding of the experience of gender 

dysphoria in their autistic patients. Once the initial noting and theme development had been 

conducted, we drew together important themes for each individual participant. The themes 

reported in this paper are focused on clinicians’ perspectives on the experiences of their 

patients, although the experiences of clinicians were included in the analysis and are reported 

on in the following results section where relevant to the experiences of autistic people 

accessing gender healthcare. We drew together themes when the notes had similar or 

oppositional ideas or functions within the interview, and important contextual factors. We 

then developed overall themes for each clinician group, first adult clinicians (n=8), and then 
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YP clinicians (n=8). At the synthesis stage, the two sets of themes were drawn together and 

combined into one set of themes, with a careful consideration of the similarities and 

differences between participant groups, which are described in the following results section. 

Quotes were selected when they clearly articulated the meaning of a theme, and in order to 

represent the range of clinicians interviewed. Participant numbers are provided in the 

following results section indicating whether they were an adult clinician (e.g., A1) or a YP 

clinician (e.g., YP1).  

In order to ensure that we conducted a high-quality analysis, we practised reflexivity 

and discussed our positionality and assumptions throughout the research project. The research 

team consisted of clinical psychologists who are all cisgender and neurotypical. The first 

author, who conducted the data analysis, received postgraduate level training in qualitative 

research methods, as well as receiving supervision from the co-authors who are experienced 

in qualitative research with autistic people. The first author attended IPA research groups and 

kept a reflexive diary, as well as taking the analysis to supervision and presenting it to 

research groups to ensure that it was grounded in the transcripts and participant experiences. 

Community involvement 

A group of transgender autistic adults (n=6) provided advice on the research question 

and design of this study. This group were recruited from an NHS support group for 

transgender autistic adults and advised on the conduct of this and other related papers. We 

also asked clinicians with relevant expertise to advise on the structure and length of the 

interview schedule.  

Results 

The analysis resulted in two over superordinate themes, both with subthemes (see 

Figure 1).  

1. Clinician understanding of the intertwined experiences of patients  

Clinicians were invested in better understanding their patients’ experiences. Clinicians 

described how they thought about the relationship between autism and gender identities and 

gender dysphoria and conceptualised these different facets of their patients as related to one 

another. Many clinicians noticed differences between autistic and non-autistic patient 

experiences and so thought deeply about how specific features of autism related to gender, 

including through different thinking styles, social, and sensory differences.  
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Figure 1. 

Themes and subthemes identified through IPA analysis 

 

a) Coming to an individualised understanding of autism, gender dysphoria, and 

mental health 

All clinicians interviewed described how they conceptualised the relationships 

between autism, gender dysphoria and mental health. It was important to clinicians that this 

conceptualisation was individualised and based on the particular experiences of each patient. 

The context and age of patients influenced their viewpoints, with adult clinicians more 

‘zoomed in’ on gender dysphoria, and YP clinicians focused on understanding distress more 

broadly.  

Many adult clinicians described the need to understand a person's autism as an 

integral part of themselves, which was intertwined with their gender identity. Most adult 
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clinicians framed autism and gender dysphoria as interrelated rather than one causing 

another. Participant A5 emphasised the way in which they conceptualised being autistic and 

experiencing gender dysphoria as related but distinct: 

“You know how a rope is made of separate strands closely wound round each other, 

if you stand back at a distance it looks like one thing but on closer examination the two things 

are distinct, it’s just that they wind round each other a lot so you can sort of think of them as 

working in unison or being a problem in unison.” 

The use of the metaphor of a rope to clarify the clinician’s position suggests deep 

analytic thought on the topic, indicating the importance to clinicians of understanding these 

facets of their patients’ identities.  

YP clinicians emphasised the need to understand the young person’s gender identity, 

experiences of distress, and the role of autism within this. Clinicians expressed that their 

patients’ feelings about their gender were in flux and warranted exploration. The aim was to 

understand if all the distress was about gender, or whether other factors were also 

contributing to distress. For example, clinician YP7 noted that they tried to understand all 

distress the young person was experiencing: 

“I suppose my experience is often first just think about the distress and where it’s 

from and is the distress getting in the way of doing further thinking and exploration? And so 

sort of think about making sure that the young people have got the skills to deal with distress 

full stop”  

This aim linked to YP clinicians’ assertions that young people were often focused on 

gender dysphoria as the main cause of distress, but that other causes of distress often existed. 

For example, clinician YP8 described: 

“I’ve had young people who have really come to understand themselves that way, 

who have spotted ‘oh I have shutdowns, I really find social situations really overwhelming’ 

… without that understanding of themselves as autistic they’ve assigned lots of the distress to 

gender and then as we’ve talked about autism, they’ve come to see that actually there are lots 

of things contributing to distress.” 

This quote shows the clinician as considering their patients’ evolving self-

understanding, and emphasis on the many causes of distress for the young person. The three 

above quotes demonstrate the ways in which all clinicians were thinking deeply about the 

relationship between autism and gender dysphoria, but that adult clinicians tended to zoom in 
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specifically on gender dysphoria, whereas YP clinicians often saw their roles as to understand 

distress more broadly, including but not limited to the role of autism and gender dysphoria. 

These different perspectives between clinicians are evident throughout the following findings 

analysis and themes, although there were differences within the two groups as well as 

between them.  

b) Different ways of thinking about gender  

Most clinicians noted that specific features of autism including detail focus, concrete 

thinking, and a need for certainty and control could all increase gender dysphoria. These 

factors could also cause difficulties when undertaking a gender transition. Some YP 

clinicians described how they felt that different thinking styles in autism could contribute to 

seeing oneself as transgender, such as YP4: 

“I guess maybe if you’ve got a more black and white concrete way of thinking about 

this stuff, then it may be easier to reach a conclusion [about being transgender], you know, 

whereas someone who’s neurotypical might be able to consider things in a more complex 

way or a more nuanced way.” 

This quote demonstrates how the clinician felt that nuanced thinking about gender 

identity was needed to come to a full understanding of one’s gender, and that they thought 

that autistic young people may be less likely to think in this way. However, another YP 

clinician felt that cognitive profiles in autism could have the opposite effect, leading to a 

more rigorous and reflective approach to understanding gender identity in autistic young 

people: 

“I would say that maybe I’ve met more autistic people who have maybe done a bit 

more systematic questioning potentially of their gender. Maybe might describe the process 

more of like figuring things out and working through different options and maybe might be 

quite reflective about different parts of things and why they feel the way they do.” (YP6) 

These two quotes together show that clinicians identified particular thinking styles in 

autism and noticed that these same thinking styles could contribute to divergent outcomes: 

either a rigorous and thoughtful, or a less complex thinking process behind gender identity. 

Implicit in these quotes is the emphasis that YP clinicians placed on helping their patients 

reach a full understanding of their identities in general.  

Some of the adult clinicians and YP clinicians described how this style of thinking 

could lead to high expectations of a gender transition, increasing distress. One clinician 
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described how a specific, rigid, and detailed vision of what should happen during a gender 

transition could reduce satisfaction in the outcomes: 

“I think that all of this comes down to either specific focus or cognitive rigidity, and 

where people struggle with flexible thinking or accepting themselves as different but equal, 

that cognitively people with autism struggle harder to make that adjustment and that that can 

lead to people feeling that they are less able to say good enough is good enough” (A1) 

c) Social differences as barriers and facilitators to gender comfort 

Social differences associated with autism were described as causing challenges to 

autistic patients. Most adult clinicians described reciprocal relationships between social 

differences and gender dysphoria. For example, clinicians described how difficulties with 

understanding others’ thoughts and feelings could lead to idiosyncratic gender expression and 

more incidents of misgendering, thereby increasing gender dysphoria. One adult clinician 

(A2) described how one of their patients was frustrated by others misgendering them, and 

that difficulties understanding others’ perspectives increased the likelihood of being 

misgendered:  

“Somebody I was working with would wear facial hair even though they very much 

identified with a binary … gender as female and they couldn’t understand why, when they 

told people that they were female, people was still referring to them as male.” 

Moreover, undertaking a gender transition led to more complex social situations to 

navigate, increasing social challenges, as described by the same clinician: 

“I’m already feeling an outcast from society because of my autism. If I then start 

making moves to do something about changing my gender expression I’m going to be further 

making myself a target, vulnerable, excluded from society and it’s hard enough as it is. Why 

would I want to put myself through that process?” (A2) 

While adult clinicians often described specific interactions between social differences 

and gender dysphoria, YP clinicians tended to focus on the broader impact of social 

differences on a young person. YP clinicians often spoke about how patients often felt 

different to their peers, and that this could affect their feelings about their gender: 

“They get to puberty and they start questioning gender and wondering if some of the 

differences that they’ve noticed between them and their peers might be about gender” (YP5) 
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An adult clinician also described the relationship between feeling generally different, 

and how this could contribute to feelings of gender difference: 

“I think some people on the spectrum have talked about feeling very different, feeling 

like an alien on the planet, feeling like they don’t understand the social rules and they didn’t 

get the handbook about how to be human … some people have talked about gender stuff 

coming secondary to that but then some people on the spectrum have talked about that being 

at the forefront” (A8) 

These two quotes show how clinicians actively considered the social differences due 

to autism and their relationship to feelings of gender difference, with a need to “unpick” 

(YP5) these experiences and position different needs within a hierarchy of importance and 

urgency. Clinicians therefore wanted to understand whether gender needs were “secondary” 

to autism needs or in the “forefront” (A8) when meeting patients. 

Most adult clinicians and some YP clinicians felt that autistic people had strengths 

when considering their gender identities, and autism could contribute to a feeling of freedom 

from gender norms: 

“Autistic people being sometimes just kind of matter of fact about things and not 

necessarily overthinking things and getting themselves caught up in societal expectations of 

how to be and who to be and what to do... If they feel, you know, trans, non-binary, gay, 

whatever it is they might be, they sometimes just don’t overthink it in the same way that other 

people would in society that might stop them from pursuing that kind of part of themselves.” 

(A4) 

“Autistic people describe themselves as being more critical of social norms and 

constructs than neurotypical people and some people have said that that might lead them to 

just question things more in the world and that includes everything. So you know, their 

gender. Other parts of identity” (YP6) 

Again, these quotes indicate that the social differences that come with being autistic 

could have divergent effects; feeling like an outsider could make it more difficult to fully 

understand one’s gender identity, while also allowing freedom from societal expectations 

around gender.  
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d) The challenge of sensory sensitivities and puberty 

Clinicians in both groups identified that an individual’s sensory sensitivities could 

contribute to both difficulties making a transition and to dysphoria. YP clinicians tended to 

focus on the development of gender dysphoria, while adult clinicians focused more often on 

the impact on gender transition. For example, one adult clinician described how taking cross-

sex hormones impacted on sensory issues, which without the clinician having a clear 

understanding of autism, could have led to a halt to gender treatment:  

 “one person who didn’t like the feeling when air went across their skin with hair on 

so … that was the thing they didn’t like about the effects of testosterone so they would remove 

their body hair and you would think or because you’re not happy with the effects of 

treatment, no they were happy, they just didn’t like it was the flow of air across their skin 

with hair on.” (A3) 

YP clinicians highlighted sensory differences, and other changes during puberty, as a 

"tipping point" (YP5). At this developmental stage, the autistic experience of adolescence, 

with heightened distress due to new sensory experiences, changing bodies, and different 

adolescent social experiences, was thought to contribute to increased gender dysphoria. One 

YP clinician described the challenges of puberty for gender diverse autistic young people:  

“puberty can be really problematic for autistic young people, for all sorts of reasons 

to do with change, body, smell, periods, all sorts of stuff to do with sexual feelings that feel 

like unmanageable” (YP2) 

Moreover, clinicians wanted to explore and better understand the relationship between 

distress about puberty which was due to autism and a dislike of change and new sensory 

experiences, versus distress which was due to gender dysphoria: 

 “one of the things that we’ve had to really carefully unpick is how much of this is 

about that this is gender signifying body hair, facial hair or thicker body hair and how much 

of this is because you don’t like the feel of body hair. Or you know, is the change at puberty 

in itself distressing?” (YP7) 

Unlike with social differences and different thinking styles, sensory differences were 

described as causing only challenges, and clinicians did not link these to strengths or positive 

experiences in relation to gender identity or dysphoria.  
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2. Mismatch of patient and clinician communication styles and goals  

This theme captures how clinicians noticed that autistic patients communicated in 

different ways about gender, as compared to other patients accessing gender healthcare. 

Clinicians actively tried to understand these differences in communication in order to 

understand their patients’ experiences of gender dysphoria, and to address the mismatch 

between their clinical practice and patient needs. For YP clinicians, there was a further gap 

between patient thinking styles around accessing gender affirming treatment, and clinician 

aims of exploring gender.  

a) Different communication of gender needs 

Most clinicians spoke about how communication about gender was different in 

autistic patients compared to other patients. Expressions of distress were described as more 

rational, cognitive, and abstract:  

“I think, some of my clients that are autistic, are probably better at describing it, in 

the way that they reel stuff off but actually it’s very detached from an embodied experience... 

They can be quite descriptive, but it feels like it’s in quite a superficial way, in terms of not 

being able to get to the bottom of it, or apply it to different things. You know that kind of 

joined up thinking.” (YP3) 

This clinician’s quote also speaks to the mismatch between their aim of helping the 

patient develop “joined up” thinking about gender and the patient’s communication style. 

One adult clinician said that autistic patients might provide less emotional detail but were 

able to describe physical experiences:  

 “So, some people might report more prominent physical symptoms rather than be 

able to describe their emotional state.” (A3) 

Another adult clinician said that dysphoria might be expressed more through 

behaviour and gestures due to difficulties finding the words to express their feelings: 

 “I’ve had a patient go into the foetal position while they’ve been in the room, totally 

shut down. I’ve seen others get quite aggressive because of their frustration that they can’t 

get the words out. As I’ve said I’ve seen people beating their chest because they’re trying to 

tell me that they’re so dysphoric” (A7) 
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b) Tension between clinician and patient thinking styles and aims 

Many of the clinicians working with young people in gender services spoke about 

their feeling of responsibility to introduce uncertainty and flexibility into young people's 

thinking about their gender identities, with a fear that young people could make life-changing 

decisions about their bodies without having thought about all potential gender journeys and 

types of transition. Clinicians discussed how concrete thinking linked to autism could create 

difficulties when trying to have these sorts of conversations, with a mismatch of approaches. 

For example, one clinician said: 

“… [this] results in quite a significant clash of therapeutic approach and so, I 

suppose then, the barriers to exploration become much more - so it’s generally acknowledged 

that, young people who want to have access to this intervention, should be encouraged to 

explore their gender and explore some of those early experiences to ensure… and yet I 

suppose that explorative process with autistic young people can be doubly hard and take a lot 

longer and have to be very slow and more intensive. Perhaps they are all the things that are 

currently very impaired in terms of the resources available to them.” (YP2) 

Some YP clinicians shared that they felt a tension between their aim of exploring 

gender identity, and their patients’ aims of accessing physical interventions so that they could 

change their bodies in line with their gender identities. One YP clinician explained: 

“Especially for young people who are very keen on medical intervention, I felt my 

work was often about wanting to help them have a kind of richer sense of their gender 

experience to help them link it with other aspects of their lives, like their autism. But 

particularly where young people were wanting medical intervention, I think they found that 

quite hard to tolerate because it felt to them as though I was; as though acknowledging those 

aspects might make it less likely they’d get the medical treatment.” (YP8) 

YP clinicians highlighted that parents also had a crucial role to play in introducing 

curiosity about gender and that this depended on parental ability and willingness to think in 

flexible ways about their child's gender. They stated that it was important to consider the 

wider societal context in their work with young people, including polarised views on 

transgender health, long waiting lists for gender, mental health, and autism services, family 

circumstances and attitudes, and discrimination against autistic people in society and health 

services. These factors further complicated their role in introducing a curious and questioning 

approach with autistic young people in gender sessions. One clinician described this 



168 

 

dilemma, demonstrating their commitment to developing a positive working relationship with 

their patient while also helping them explore their gender identity:  

 “how can we negotiate a relationship that involves questioning and exploration but 

that’s understood as being not unaffirmative and unsupportive.” (YP7) 

Both quotes underscore the difficulties clinicians experienced in supporting autistic 

young people who have a preference for certainty and may think inflexibly, while also 

committing to gender exploration with the young people they worked with. 

c) Changing clinical sessions to overcome barriers  

Both adult and YP clinicians described how they made adaptations to their usual 

communication style, in response to the above communication differences. Clinicians knew 

that their typical ways of working could be unhelpful for autistic patients, with one clinician 

highlighting that neurotypical clinicians could be barriers to autistic patients in gender 

settings: 

“maybe some neurotypical people might shift themselves around the needs of the 

therapist to work in a particular way and that maybe some autistic people don’t. The 

therapists, mostly the barriers of the therapists, the barrier because they’re having to do 

some changing too you know if they’re neurotypical and yes so maybe it’s just the therapists 

are the main barrier.” (A1)  

All clinicians described ways that they had proactively worked differently with 

autistic people to try and overcome such barriers to improve the quality of meetings. 

Adaptations included changes to the way clinicians spoke: some clinicians tried to be direct 

and clear in their use of language; used open questions with specific prompts; used special 

interests to increase engagement; minimised gesture; used an even tone of voice; minimised 

eye contact. One adult clinician described these communication adaptations: 

 “If you’re using inflections and gesturing, etcetera, again if someone’s got body 

language difficulties you just make it worse and then of course that classic thing if someone 

doesn’t understand what you do is you just talk louder, which of course if you’ve got sensory 

sensitivities again that’s the worst thing to do in the world. Even just little understandings 

around things that someone, when they’re really listening to you, may not look at you.” (A6) 

Sometimes the content of sessions was changed, with clinicians providing information 

to patients without expecting an immediate response. Many clinicians said that they used 
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written and visual resources including videos, charts, pros and cons lists, tables, diagrams, 

and gender maps to explore gender in more detail. One clinician described such visual 

adaptations: 

 “We’re using visual aides and doing as much as possible like writing things out. 

Drawing things out. Using scales. Trying to really simplify things as much as needed. So like, 

when we’re talking about body distress, literally drawing out a body and getting them to 

colour bits in that relate to how they feel” (YP5) 

Adaptations to the clinic setting included having an initial introduction session, 

structural changes to sessions (considering their length, frequency, and number), ordering the 

agenda of sessions to not overwhelm patients, and considering the physical environment 

including waiting area and toilets, for example: 

 “Breaking it down particularly if someone’s got a learning disability you know 

someone to talk to you for an hour or an hour and a half or two hours. Sometimes there’s no 

value beyond 20 minutes, so keeping really short.” (A3) 

Discussion 

We found that adult and YP clinicians alike described autism and gender dysphoria as 

meaningfully interrelated. For some clinicians, their thinking was about how autism 

contributed to gender dysphoria, and for others, the focus was on how the two related to one 

another. All clinicians interviewed had thought about how to adapt their practice when 

working with this group and were actively trying to reduce communication and other barriers 

to better support autistic patients.  

We found that clinicians interviewed in this study had engaged in deep thought and 

analysis about their autistic patients who had experienced gender dysphoria; it should be 

noted that this group were recruited due to their interest in this area. There were differences 

in the approaches of clinicians depending on the age group of patients; notably YP clinicians 

tended to focus more on their responsibility to help patients explore their gender, and that this 

could cause tension with autistic patients in particular. These differences are in line with the 

WPATH standards of care 7, which indicate that gender exploration is particularly important 

with children and young people (WPATH, 2012). Clinicians tended to acknowledge the 

complexity and individual nature of gender identity, and many emphasised the need to take 

an individualised approach with patients. This is in line with the biopsychosocial model 

incorporated into most medical and psychological clinical training courses (Engel, 1977), 
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which involves understanding the many factors contributing to a patient’s needs. This 

individualised approach could be seen to be at odds with the more polarised and binary media 

narratives around transgender healthcare and rights in the UK context, exemplified by strong 

responses to the Gender Recognition Act consultation in 2018 (Pearce et al., 2020). Such 

narratives sometimes imply that clinicians hold a particular stance which is then applied to 

every patient that they see, for example, providing too much or too little access to physical 

interventions such as puberty blockers, cross-sex hormones, and surgery, irrespective of the 

circumstances of each patient. However, in these interviews, clinicians were thoughtful about 

each patient’s particular circumstances, gender experiences, beliefs, and context.  

Clinicians identified ways in which the specific features of autism, as well as co-

occurring conditions and experiences, interacted with gender dysphoria in their patients. In 

fact, most features of autism were described as interacting with gender by at least some 

clinicians. There may have been selection bias for seeing such links, in that clinicians offered 

to participate due to a pre-existing interest in the intersection of autism and gender diversity. 

In line with previous quantitative (Bejerot & Erikson, 2014), and qualitative research (Cooper 

et al., 2021), clinicians felt that social and cognitive differences in autism contributed to 

different gender experiences and in some cases, heightened gender dysphoria. Social 

differences were seen as having positive effects by some clinicians, contributing to more 

freedom of gender expression, while also having a negative impact, increasing the risk of 

being misgendered, or difficulties understanding one’s differences to peers. Moreover, 

cognitive differences were described as contributing to either more systematic, or less 

complex, thinking about one’s gender identity. However, clinicians did not endorse the idea 

that autistic patients experienced gender dysphoria due to a special interest or obsession about 

gender. These findings largely align with accounts of autistic transgender adults, who 

described both positive and negative impacts of social differences on their experience of 

gender identity and dysphoria, and who described cognitive differences affecting their 

experience of gender dysphoria, for example with a need for certainty increasing distress 

when exploring gender (Cooper et al., 2021).  

These findings indicate the importance of young people and adults having access to 

autism diagnostic services and to assimilate such diagnoses into their self-understanding, 

alongside transgender healthcare. Such an understanding allows for an exploration of the 

ways in which social and cognitive differences linked to autism might impact on one’s gender 

journey. Clinicians also described sensory differences as impacting on experiences of gender 



171 

 

identity and dysphoria, in line with qualitative findings from autistic adults with gender 

dysphoria (Cooper et al., 2021), and of higher sensory hypersensitivity in autistic transgender 

people compared to non-autistic transgender people (Warrier et al., 2020). Clinicians should 

be aware of the different sensory profiles present in autistic people and keep these in mind 

during discussions about social and physical transition in this group. Participants working 

with young people highlighted that sensory differences in autism could cause particular 

difficulties in puberty for gender diverse young people. Autism-adapted support to help 

manage the challenges of puberty may benefit autistic people across the gender spectrum 

(e.g., Visser et al., 2017).  

Clinicians highlighted that autistic patients may have differences in how they describe 

dysphoria, with descriptions more physical, and emotionally detached; this fits with the 

higher rates of alexithymia found in autistic people (Kinnaird et al., 2019). Clinicians 

described working differently with autistic patients in terms of the structure of consultations, 

communication style, and changes to the clinic environment, rather than on treatment options. 

However, in line with WPATH guidance, treatment is contingent on an assessment of gender 

dysphoria, which depends on effective communication during consultations.  The adaptations 

described by clinicians are in line with recommendations for adapting psychological practice 

for autistic people (NICE, 2012; NICE, 2013) and which have been described as helpful by 

autistic adults accessing gender clinics (Cooper et al., 2021). Adaptations such as changing 

the structure of sessions, also demonstrate that clinicians are adapting for the higher rates of 

executive function needs in autistic and transgender young people which could create barriers 

to accessing gender clinics (Strang, Chen, et al., 2021; Strang, Anthony, et al., 2021). The 

findings are somewhat concordant with previously published clinical guidelines for working 

with adolescents with co-occurring autism and gender dysphoria (Strang, Powers, et al., 

2018), in that YP clinicians described assessing the intensity of gender dysphoria, providing 

space for exploration of gender, using autism adaptations and structure to facilitate 

exploration, and exploring the relationship between autism and gender dysphoria, but did not 

routinely involve an autism expert and gender expert working together. There is a need for a 

more robust evidence base investigating outcomes in autistic people who access gender 

clinics, across the lifespan, to inform more specific clinical guidance for working with this 

group. 

The study used carefully conducted IPA methods to better understand the perspectives 

of two groups of clinicians working with autistic people with gender dysphoria, in the first 
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study of its kind. This has provided a window on clinical practice in this area, which is 

important given the assertion in clinical guidance that clinicians should distinguish between 

gender dysphoria and co-occurring conditions, including autism, before making referrals for 

physical interventions. There are a number of limitations, including that IPA and qualitative 

methods more broadly focus on lived experience, rather than hypothesis testing; that the 

recruited sample are not representative of all clinicians, as they were recruited due to having a 

particular interest or experience in working with autistic and transgender people and only 

from NHS settings; that clinicians came from both gender and autism settings; that it was not 

possible in the interviews to understand differences between patients who had pre-existing 

autism diagnoses and those who later received a diagnosis. 

There are important directions for clinical research and practice emerging from these 

findings. Firstly, it is important that clinicians should receive training on the intersection of 

autism and gender dysphoria, given our finding that experienced clinicians had complex 

conceptualisations regarding how autism and gender dysphoria interact with one another, as 

explored in the first theme of the results. Clinicians working in gender settings should also 

receive training in autism awareness, adapting clinic practices and communication style. 

Research evaluating the efficacy of such training in improving patient experiences is 

warranted. Given that there were differences between views of clinicians working with young 

people and adults, more research regarding different approaches in these two clinician groups 

in gender settings is required. Furthermore, research into the different gender journeys of 

autistic people accessing transgender healthcare, as well as the efficacy of physical 

interventions for this particular patient group, are needed to better support clinical decision 

making for autistic people experiencing gender dysphoria.   

 In conclusion, clinicians identified specific ways in which autism and gender 

identities and dysphoria intersect, which align with the lived experiences as described by 

autistic adults. Clinicians described attempts to make autism adaptations to better meet the 

needs of autistic patients, which tended to focus on changes to the assessment phase of 

clinical work in gender settings.  
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Post-Chapter Six Commentary 

Chapter Six sheds light on the perspective of clinicians who are experienced in 

working with autistic people with gender dysphoria.  Clinicians identified similar challenges 

for autistic people accessing gender services as autistic adults, young people, and their 

parents. These included difficulties in communicating between a non-autistic clinician and 

autistic patient, problems with the clinic environment being difficult to navigate for autistic 

patients, particularly in relation to sensory sensitivities, and the structure of sessions. 

Moreover, clinicians identified aspects of the phenomenology of gender dysphoria in autism 

which were often similar to accounts of autistic people themselves.  The next Chapter will 

formally analyse the perspectives of all participant groups in this thesis, to generate robust 

conclusions about this intersection from multiple perspectives. 
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Chapter Seven: The phenomenology of gender dysphoria in autism: a multi-perspective 

qualitative analysis 

 

Chapter Rationale 

Chapter Seven aims to understand the similarities and differences in perspectives of 

all the participants in this thesis: adults; young people; parents; clinicians working with 

adults; and clinicians working with young people. This was achieved by using a 

multiperspectival IPA approach. This extends the IPA method, carefully comparing and 

contrasting the themes generated from each participant group. The methods used to do this 

are, in part, drawn from Noblit & Hare’s meta-ethnography. As discussed in Chapter Two, 

both meta-ethnography and IPA share an interpretative epistemological stance. This chapter 

provides a synthesis of the work conducted in this PhD, in a similar way that Chapter Three 

provided a synthesis of the existing evidence (conducted by other authors) about the 

phenomenology of gender dysphoria in adults. The aim of this chapter, in contrast, is to 

understand the phenomenology of gender dysphoria in autistic adolescents and adults from 

multiple perspectives.  
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Abstract 

Background 

Autistic people are overrepresented in gender clinic settings, but limited evidence is available 

to guide clinical decision making for this patient group. We aimed to generate a 

comprehensive understanding of the phenomenology of gender dysphoria in autism.  

Methods 

We conducted a multi-perspectival interpretative phenomenological analysis (IPA), from five 

different perspectives (n=68); autistic young people and adults with experience of gender 

dysphoria, parents of young people, and clinicians working with autistic people with gender 

dysphoria in both adult and young person settings.  

Outcomes 

IPA analysis resulted in two themes, discovering gender identity and the complexities of 

moving towards gender comfort. Participants agreed that there was often an interaction 

between gender dysphoria and features of autism such as sensory sensitivities. There was 

relative consensus across groups about the need for autism adaptations to be made in gender 

clinics. Autistic adults were more likely to see autism as an important identity than young 

people, but both groups were clear that autism did not impair their understanding of gender. 

In contrast, some parents and clinicians working with young people expressed concern that 

autism did impact self-understanding.  

Interpretation 

While the groups tended to agree on the ways in which particular features of autism can 

compound gender dysphoria, there were a range of perspectives on the ways in which autism 

impacted on self-knowledge. Recommendations for adaptations when working with autistic 

people with gender dysphoria are presented.  

Funding 

Kate Cooper is funded by a National Institute for Health Research (NIHR) Fellowship (ICA-

CDRF-2018-04-ST2-047).  
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The phenomenology of gender dysphoria in autism: a multi-perspective qualitative 

analysis 

Gender dysphoria is distress due to incongruence between an individual’s sex and 

gender identity as defined in the Diagnostic and Statistical Manual of Mental Disorders (5th 

ed.; DSM-5; American Psychiatric Association, 2013) Some individuals experiencing gender 

dysphoria seek assessment and treatment at gender clinics. Autism is a neurodevelopmental 

condition characterised by atypical social communication and social interaction, as well as a 

restricted, repetitive pattern of behaviours, interests, and activities (American Psychiatric 

Association, 2013). Rates of autism in those attending gender clinics have been found to be 

between 5-26% (Cheung et al., 2018; Kaltiala-Heino et al., 2015), compared to 1% in the 

general population (Brugha et al., 2016) and so autistic people are over-represented in gender 

clinics.  

The prevalence of mental health problems is elevated in both the autism (Lai et al., 

2019) and transgender populations (Berrera-Culqi et al., 2018; Nobili et al., 2018). Moreover, 

rates of suicidality are higher in both groups compared to the general population (Adams et 

al., 2017; Hirvikoski et al., 2016). Autistic people experiencing gender dysphoria therefore 

represent a complex patient group however, there is limited evidence available about how 

best to support people with co-occurring autism and gender dysphoria. There are no 

treatment-focused studies investigating the efficacy of gender-affirming treatments such as 

cross-sex hormones in autistic people. There are a number of cross-sectional studies 

indicating the high co-occurrence of being transgender and autistic (Warrier et al., 2020), and 

investigating the relationship between various autistic traits and being transgender (Thrower 

et al., 2020). Qualitative evidence indicates that autistic people may experience gender 

dysphoria differently compared to non-autistic people (Strang et al., 2018; Strang et al., 2020; 

Coleman-Smith et al., 2020; Cooper et al., 2021) but there has been no evidence triangulating 

viewpoints across multiple groups. Moreover, debate in this field is characterised by 

polarised positions, depending on the stakeholders’ perspective and experiences, and so it is 

essential to account for multiple perspectives when researching this area. 

According to the Westminster Commission on Autism 2016 report, healthcare 

provision for autistic people is inadequate. More research is needed to understand the 

adaptations needed in healthcare settings to better meet the needs of autistic people with 

gender dysphoria. Autism is a developmental condition, so to fully understand any 
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intersection between autism and gender dysphoria, the experience of both autistic young 

people and adults should be ascertained.  

This is the first study of its kind, aiming to generate robust findings about the 

phenomenology of gender dysphoria in autism by identifying converging and diverging 

viewpoints on this intersection. We use a novel, multi-perspective qualitative synthesis 

design to compare the perspectives of autistic young people and adults with experience of 

gender dysphoria, parents of the young people, and clinicians with experience of working 

with this patient group across the lifespan.  

Method 

Study design, participants, and procedures 

We used multi-perspective Interpretative Phenomenological Analysis (IPA; Larkin et 

al., 2019) to investigate the experiences of autistic young people and adults with gender 

dysphoria. A patient and public involvement group provided advice on the research question 

and design of this study (see Chapter Two).  

Participants were autistic adults who had experienced gender dysphoria (n=21), 

autistic young people who had experienced gender dysphoria (n=15) and their parents (n=16), 

and clinicians who work closely with autistic people with gender dysphoria, in adult settings 

(n=8), and young person settings (n=8). See Table 1 for demographic information about the 

autistic participants, and the supplementary information for demographic information about 

all other groups. Participants were recruited from NHS gender clinics, mental health and 

autism services, community LGBT groups and through contacts of previous participants. We 

used purposive sampling so that autistic participants were varied in terms of geographical 

location within the U.K., gender identity, and stage of gender journey. Inclusion criteria for 

autistic participants were formal diagnosis of autism from a healthcare professional and 

having experienced gender dysphoria to the extent that they had sought professional support.  

Gender dysphoria diagnosis was not an inclusion criteria due to the rapidly shifting 

definitions within the field of transgender health (Beek et al., 2016), because autistic people 

may experience gender dysphoria in different ways to the broader population, and to capture 

individuals at different stages of their gender journey. Young people (YP) were aged between 

13-17 years and adults were 18 years or older. Clinicians needed to have experience working 

with either group in a healthcare setting.  
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The study received ethical approval from the Health Research Authority 

(19/NE/0265). Recruitment took place before and during the COVID-19 pandemic and study 

participation was in-person or remote via a video or phone call. Fully informed consent was 

gained from all participants (or assent and consent from parents for participants below the age 

of 16 years) and ethical procedures were followed throughout.  

All participants were required to share key demographic details, and autistic 

participants were asked to complete questionnaires assessing their experience of gender 

dysphoria, mental health, well-being, and risk (Gender identity/gender dysphoria 

questionnaire for adolescents and adults, Deogracias et al., 2007; Patient Health 

Questionnaire – 9, Kroenke et al., 2001; Suicidal Behaviours Questionnaire – Revised, 

Osman et al., 2001; Short Warwick-Edinburgh Mental Wellbeing Scale, Fat et al., 2017). The 

first author interviewed all participants using a flexible topic guide, adapted for autistic 

interviewees, and based on IPA guidelines (see Appendix 1). Topics included the 

phenomenology of gender dysphoria in autism; interaction between autism and gender 

dysphoria; experiences in gender and mental health clinic settings. Interviews were audio 

recorded and professionally transcribed. 

Data analysis 

The questionnaires were administered to describe the sample and are presented in 

Table 3. Qualitative analysis followed the guidance of Larkin et al. (2019). We analysed each 

individual transcript (n=68), noting the descriptive, linguistic, and conceptual elements, 

focused on the meaning of the intersection of autism and gender dysphoria to participants. 

Next, we drew together important themes for each participant focused on when the notes had 

similar or oppositional ideas or functions within the interview and considering important 

contextual factors. Then, we drew together themes for each unit of study (adults; YP and 

parent dyads, and then the whole group of YP and parents; adult clinicians; young person 

clinicians, and then both clinician groups), and analyses at this level have been published 

elsewhere (Cooper et al., 2021). This study represents a new, synthesised analysis which aims 

to understand the convergence and divergence in views across the five participant groups, 

generating unique and robust findings beyond those already published. It was necessary to 

report individual group findings separately due to the high number of participants recruited 

for an IPA study, depth of analysis conducted and need to represent idiographic perspectives 

in each precursor study, and because the current analysis has resulted in new findings which 
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were only evident through the synthesis of the five different participant groups. There is a 

precedent for publishing multiple studies from IPA analyses (Osborn & Smith, 2006; Osborn 

& Smith, 2008) and this method follows a long history of qualitative research synthesis 

(Noblit & Hare, 1988; Larkin et al., 2019). Themes were included when they were endorsed 

by at least 50% of participants and quotes were selected when they were a good summary of 

the core of a theme and to present views across a wide range of participants. We followed 

guidance for quality IPA analysis (Nizza et al., 2021) practiced reflexivity and quality checks 

throughout (see Chapter Two for further detail on the methods).  
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Table 1.  

Autistic participants  

 

4 As described by participants 

Characteristic Adults Young people 

 n % n % 

Gender     

Male  7 33% 9 60% 

Female 8 38% 3 20% 

Non-binary/Genderqueer 6 29% 3 20% 

Sex assigned at birth     

 Male 9 43% 3 20% 

 Female 12 57% 12 80% 

Sexual orientation4     

               Straight 0 0% 2 13% 

 Lesbian or gay 10 47% 2 13% 

 Bisexual 3 14% 6 40% 

 Asexual 4 19% 0 0% 

 Other 4 19% 5 33% 

Ethnicity      

 White British 20 95% 14 93% 

 Mixed  1 5% 1 7% 

Gender transition undertaken n    

 Process not started 4 19% 1 7% 

 On gender service waitlist 4 19% 6 40% 

  Assessment at gender service  1 5% 2 13% 

  Hormones prescribed1   4 19% 6  40% 

  Surgery – ongoing  6 29% - - 

  Physical transition complete 2 10% - - 

 Mean  SD Range Mean  SD Range 

Age 29·1  11·5 18-51 15·7 1·3 13-17 
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Table 2.  

Participant IDs 

 

 

5 Same number for young person and parent indicates parent-child relationship 

Participant 

group name 

Description Participant 

ID 

Adult 

participants  

 

Autistic adults with experience of gender dysphoria e.g., A1 

YP participants  

 

Autistic YP aged 13-17 with experience of gender 

dysphoria 

 

e.g., YP15 

Parent 

participants  

 

Parents of the YP 

 

e.g., P15 

Adult clinicians  Clinicians who work with autistic adults with experience 

of gender dysphoria 

e.g., AC1 

YP clinicians  Clinicians who work with autistic YP with experience of 

gender dysphoria 

e.g., YPC1 
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Results 

 Table 3.  

Gender identity, gender dysphoria, and mental health measures 

 

The demographic questionnaires indicated that, on average, both adult and adolescent 

participants realised that they were transgender at 10 years old, preceding the average age of 

autism diagnosis. Autism diagnoses were at the average age of 12 and 22 for adolescents and 

adults respectively, with 48% of adult participants receiving an autism diagnosis in 

childhood. Both groups had clinically significant mental health and suicidality scores.  

The unique multi-perspective synthesis resulted in two overarching themes, each with 

two subthemes, which were 1) discovering gender identity and 2) the complexities of moving 

towards gender comfort. See table 2 for a key for participant ID codes.  

 

6 GIDYQ-AA = Gender Identity and Dysphoria Questionnaire – Adolescents and Adults; Scores <3 indicate 

gender dysphoria 

7 PHQ9 = Patient Health Questionnaire; >10 indicates moderate depression; >15 indicates moderately severe 

depression 

8 SBQ-R = Suicide Behaviours Questionnaire- Revised; >8 indicates high risk in psychiatric inpatient samples 

9 Warwick Edinburgh Well-being Scale; scores 18-20 indicate possible anxiety or depression   

 Adults  Young people  

 Measure (Cronbach’s alpha) Mean SD Mean SD 

Age in years realised transgender/non-binary 10·24 5·10 9·73 2·91 

Age in years came out as transgender/non-

binary 
20·74 8·30 12·67 3·83 

Age in years of autism diagnosis 22·45 13·62 11·67 4·88 

Age in years requested professional help for 

gender dysphoria 
 

22·16 7·99 13·29 2·09 

Gender dysphoria (GIDYQ_AA6; ·50-·84)  2·26 0·46 2·18 0·38 

Depression (PHQ97;·88-·90) 13·29 6·54 16·60 6·91 

Suicidal Behaviours (SBQ-R8; ·78-·80) 10·26 4·56 12·00 4·07 

Well-being (WEMWBS9; ·57-·83) 20·05 3·46 19·53 5·17 
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1. Discovering gender identity 

Gender was conceptualised as an important identity which needed to be discovered by 

the individual, their family, and clinicians. Autism was seen as influencing that discovery, by 

impacting on one’s sense of self. Autistic adults considered their autism identities as more 

central to their sense of self as compared to autistic young people. From the perspective of 

some parents, autism caused difficulties which were more significant than those arising from 

their gender identity and associated dysphoria.  

a) Gender as a deeply known and central identity 

Gender identity was described as an immutable and important part of the self, with 

knowledge of this gender identity generally described as unfolding over time. Autistic 

participants described the depth and length of their experiences of their gender identities, as 

evidence of their veracity, for example a transgender male participant said that his gender 

identity was “very deep, very young” (A1). Autistic participants in both age groups described 

negative experiences of their bodies being at odds with their identities, for example YP2 

described feeling “quite disgusted with myself in a way ... I always think that it’d be a lot 

easier if I was a female on the inside and the out instead of the boy inside and then the female 

out.”  

Alongside this understanding of gender identity as knowable was the distress felt by 

participants when experiencing uncertainty about gender. Participant A23 grappled with this: 

“...for me in everything I do, in everything I think, there has to be some sort of like definitive 

truth to everything and so like I said before I had a doctor who said, ‘do you feel like a 

woman?’, well I don’t know what a woman feels like because I mean I wasn’t born one... I’m 

not happy with saying yes I feel like a woman when I don’t have every available fact”. 

Parents of autistic young people tended to agree that gender identity should be certain 

and known, particularly before physical treatments were accessed which could change the 

body, such as P9: “I think she just doesn’t know where she is and she’s trying to find 

someone that she can identify with and I’m guessing she’s finding it. I don’t know. She 

seems more certain on it than I do. It’s like I’m seeing different.” YP clinicians corroborated 

this need for certainty with their clinical aims to go “below” (YPC11) and deepen their 

understanding of their patients’ gender identities in order to ensure that young people and 

parents were making the right decisions.   
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b) The role of autism in developing self-understanding  

Adults were frequently willing to consider autism as an important part of themselves, 

with diagnosis increasing self-understanding, such as A17: “after having a diagnosis [of 

autism] a lot more of my experiences have come to light”. In contrast, when YP participants 

were asked about autism, their responses were frequently minimal and detached, with more 

of a tendency to separate themselves from autism, such as YP5: “It’s not like I’m walking 

autism and that’s all there is to me.”  

Adults described autism as interacting with their gender identities, but not having a 

negative impact on self-understanding, such as A3 who described the relationship between 

autism and understanding gender identity: “I think there are intersections, but I don’t think it 

[autism] completely jades my perception.” Young people often distinguished their autism and 

gender identities, seemingly in order to demonstrate the reality of their gender identity: “And 

maybe I think because I’m autistic I’m very good at sort of piecing together facts and getting 

information and applying it to something else which I think I probably did with my gender, 

but I think I would also definitely feel this way if I wasn’t autistic” (YP8).  

While autistic participants did not describe autism as a causal factor in their gender 

identities, many parents and YP clinicians felt that autism played an important role and that 

autistic young people needed to consider their autism to fully understand their gender 

identity. In contrast to the young people, parents often saw their child’s autism as a more 

influential part of their child than gender, such as P8: “the biggest factor is there are other 

issues and the sensitivities they have around their autism, which I think swamps a lot of other 

things.” An underlying fear was that young people might make a decision to physically 

transition which they would later regret, without full understanding of the role of autism, for 

example YPC16 said: “I felt my work was often about wanting to help them have a kind of 

richer sense of their gender experience to help them link it with other aspects of their lives, 

like their autism. But particularly where young people were wanting medical intervention, I 

think they found that quite hard to tolerate … as though acknowledging those aspects might 

make it less likely they’d get the medical treatment.”  

Adult clinicians wanted to understand their patients and aimed to discover how gender 

and autism related to one another for the individual, such as AC3: “I think having autism can 

affect your experience of yourself particularly yourself in relation to others and that’s quite 

crucial in how we all relate to identity …It could also introduce more uncertainty.” Autistic 
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adults often described, and young people sometimes described, the ways that autism could 

influence the process of coming to know one’s gender identity. For example, participant A9 

said that their style of thinking linked to autism had slowed down their process of discovery: 

“I feel like if I didn’t have the autism that I have and I was able to be more critical and 

analytical, then I might have been able to come to a conclusion on my true gender identity 

earlier than I did.” In contrast, some young people and adults made it clear that autism had 

helped them to work out their gender identity.  

Some parents and YP clinicians were concerned that difficulties in social interaction 

and social understanding might contribute to difficulties understanding oneself, such as P11: 

“It’s very difficult because as a parent, I can’t definitely say whether [child] is transgender, 

lesbian, or bisexual. All I know is that he has got autism, he does tend to sometimes take on 

influences of his peer group, and it’s really difficult.”  This was a fear which young people 

themselves dismissed, in the words of one young person: “I know this is who I am.” (YP11).  

2. The complexities of moving towards gender comfort 

The second superordinate theme describes how autistic participants wanted to move 

away from distress and towards comfort, but that autism could sometimes intensify gender 

dysphoria. There was relative consensus across groups on how autism features tended to 

interact with gender dysphoria in autistic people. Most autistic participants wished to 

undertake a physical gender transition at a gender clinic, to alleviate distress, but there were 

sometimes barriers to accessing this as an autistic person. 

a) Autism compounding gender dysphoria  

Many autistic participants, parents, and clinicians described an interaction between 

autism sensory needs and negative experiences of the body, which intensified gender 

dysphoria. One adult (A18) described this interaction: “I was stuck between having really bad 

gender dysphoria not wearing a binder or feeling really uncomfortable sensory wise.” Puberty 

often heightened these experiences of “sensory dysphoria” (A1), such as for one young 

person who described his experience of puberty: “This is awful, I hate this, I want to stop this 

as soon as I can” (YP7). 

Clinicians and autistic participants also described how difficulties managing change 

could contribute to distress when making a gender transition, for example YP10 said: “I feel 

like as I do more medical things that change like my body, the routine of that is gonna be 
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very, very hard.” One parent described how puberty represented change that was out of their 

child’s control, which was distressing due to both autism and gender dysphoria: “I think with 

the fact that his body went from being similar to his brother’s to having a chest and having 

periods, I think has really thrown him. He’s no longer in control of his body” (P15).  

Autistic participants, parents, and clinicians, described how rigid thinking associated 

with autism sometimes related to gender dysphoria, such as YPC16: “I think their autism 

impacts on their experience of gender [as] a real desire to systematise their gender experience 

and explore labels that are made to define and categorise … my sense was that it was part of 

their defence sometimes against the unknown nature of things, living, changing, evolving 

nature of being that person.” Some autistic adults described fearing that their gender identity 

might be a special interest but concluding that this was not a helpful way of understanding 

their experiences, and clinicians tended to agree: “I suppose the worry was always that, 

within the autistic framework, that gender was seen like an obsession or a specialist interest. I 

never really saw it in that sense.” (YPC8) 

Participants also described how social differences could increase distress linked to 

gender dysphoria. An adult participant described how he struggled to navigate the social 

complexity of making a gender transition: “You change your name and suddenly you’re 

wearing the same things you’re the same person you look the same you sound the same ... 

One day you’re referred to as female and Miss and expected to use the women’s toilet and the 

next day it’s Mr and you probably should be shot for going into a women’s toilet. It’s like 

that whole set of rules is really, really strange and most things that I do are based on like 

algorithm flow charts”. (A16) 

b) Clinical services perceived as a barrier  

Clinical services were perceived as a barrier to gender comfort, as the majority of 

autistic participants who wished to make a physical transition felt that gender clinics could 

provide the support they needed, but good communication and autism adaptations were 

sometimes lacking during assessments. Autistic young people and adults struggled to 

understand healthcare clinicians, while clinicians struggled to understand autistic patients. 

This led to frustration on both sides. For example, participant A13 said:  

“I feel like my autism kind of gets ignored in a way. Like I have the diagnosis. It’s on my 

file, but no one really bothers. No one’s really acted any kind of differently towards it.  With 

my autism I need kind of things explained and stuff like that. You can’t talk to me very 
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professionally, otherwise I won’t understand and that kind of stuff. They just make no kind of 

alterations at all.” 

 An adult clinician elaborated: 

 “you’re taught an awful lot of sort of reflective interviewing and checking whether the other 

person’s got it and asking them how they feel and this sort of stuff, all of which deeply 

disturbs … autistic people... The hard thing actually clinically is shifting gear between 

neurotypical and non-neurotypical as one patient succeeds another.” (AC6).  

Participants described attempts to alleviate the frustration felt by both groups in 

appointments where there was a mismatch of communication style. Autistic participants and 

clinicians alike described a similar set of adaptations that were made, or would have made, 

appointments more comfortable and accessible for autistic patients. These included changes 

to the structure of appointments, clinic environments, and clinician communication style.  

Discussion 

Five different participant groups highlighted the ways in which autism and gender 

dysphoria intersect from multiple perspectives, with considerable convergence in viewpoints. 

There was generally agreement that gender was a deep, immutable, and knowable part of the 

self, and that a mismatch between gender identity and sex led to significant distress, in line 

with the diagnostic criteria for Gender Dysphoria (American Psychiatric Association, 2013). 

However, there was significant divergence when considering the role of autism in coming to 

know one’s gender identity. Adults were more likely than young people to consider autism an 

important part of the self, which is consistent with previous findings in the general autism 

population (Calzada et al., 2012). Parents often placed more emphasis on autism as an 

important part of their child’s identity than the young people themselves, which may reflect 

the needs which are most salient from a parental, external perspective, with gender needs 

more hidden than autism-related needs (Legg & Tickle, 2019). Autistic participants in both 

age groups were clear that autism did not negatively impact on their knowledge of their 

gender identity, as found in previous studies with autistic transgender youth (Strang et al., 

2018) although some autistic participants stated that autism could influence the discovery of 

this knowledge. In contrast, YP clinicians and parents sometimes felt that autism did 

influence gender knowledge, particularly through social differences.  

Crucially, there was significant convergence in views on the ways in which being 

autistic may compound gender dysphoria, through the interaction of features of both 
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conditions. These were the interaction between gender dysphoria and sensory sensitivities, 

resistance to change, rigid thinking, and social differences. Special interests were not seen as 

contributing to gender dysphoria. There was relative consensus about the need for autism 

adaptations to be made in gender clinics, and suggestions for these, based on the noting stage 

of the analysis, can be found in Table 4. 

This study recruited a wide range of participants with different perspectives on the 

intersection of autism and gender dysphoria. A limitation is the lack of cultural diversity, 

which is reflective of autism and transgender health services (de Graaf et al., 2019). Another 

limitation is comparing findings between autistic adults and young people who represent 

different demographic groups; young people were more likely to be assigned female at birth, 

in line with current referrals to young people’s gender services in the UK (Morandini et al., 

2021). Half the adults were diagnosed with autism in adulthood, and therefore may well have 

had different perspectives on autism. However, a strength of IPA analysis is that context and 

idiography directly inform the analysis, so these different perspectives and life experiences 

are considered throughout the analysis. Moreover, including a range of perspectives 

strengthens the convergent findings about the relationship between autism and gender 

dysphoria, shedding light on this increasingly common co-occurrence.  
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Table 4.  

Summary of suggested adaptations for autistic people seeking support for gender dysphoria 

Structure of appointments 

Having proper notice for appointments 

Support with long journeys to clinics or option for remote appointments 

Provide a clear outline of a typical process of attending a gender clinic and different gender 

journeys 

Have an initial 'say hello' appointment with no specific clinical tasks 

Have a parent, partner, or other supporter at appointments 

Have a regular clinician for each appointment 

Have longer or shorter appointments as needed 

Order the agenda of appointments considering patient energy & comfort levels 

Environmental adaptations 

Ensure gender neutral toilets are available 

Demonstrate LGBT and autism awareness in waiting areas & clinic 

Clinician awareness of the sensory environment at clinics 

Quiet waiting area 

Consider turning off lights or loud equipment e.g., clocks, computers 

Consider temperature in clinics – consider patient control over opening windows etc 

Communication adaptations 

Check patient understands the purpose of questions asked in assessments 

Use clear, slow, non-patronising communication without use of technical language 

Use forced-choice questions or open questions with prompts 

Present information in manageable chunks 

Allow time for the patient to respond and check understanding 

Minimise gesture, eye contact, and use an even tone and volume when speaking 

Provide support and structure for patient to identify and communicate about emotions  

Use special interests to increase engagement 

Use written and visual resources as needed e.g., videos, charts, pros and cons lists, tables, 

diagrams, and gender maps  

Check preferences for remote communication e.g., using emails rather than phone calls 

  



195 

 

Supplementary Information 

Table 5. 

 Parent demographics 

 

 

 

 

 

 

 

 

 

 

 

 

 Table 6.  

 

Clinician demographics 

 

  

Characteristic n % 

Gender   

Male 2 13% 

Female 14 88% 

Sexuality   

 Straight 16 100% 

Ethnicity    

 White  15 94% 

 Mixed  1 6% 

 Mean Range 

Age in years 48 42-55 

Characteristic n % 

Gender   

              Male 3 19% 

              Female 13 81% 

Professional background   

              Medical doctor (inc. Psychiatry) 3 19% 

              Nurse (inc. mental health nurses) 2 13% 

              Therapist 1 6% 

              Social worker 1 6% 

              Clinical Psychologist 9 56% 

Total number of autistic and transgender 

patients  

  

             10-24 5 31% 

             25-49 3 19% 

             50-99 2 13% 

            100-150 4 25% 

            200+ 2 13% 

 Mean Range 

Years qualified in profession 15.13 2-31 

Years worked with autistic people 14.69 4-29 

Years worked with transgender people 11.34 3-35 
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Post-Chapter Seven Commentary 

 

Chapter Seven used rigorous multiperspectival IPA methods to generate important 

findings about the intersection of autism and gender dysphoria, from the perspectives of five 

key stakeholder groups.  It is noteworthy that there was relative consensus about certain ways 

in which autism and gender dysphoria typically intersect, and about adaptations needed in 

gender clinics. For example, the groups tended to agree about how sensory differences and 

resistance to change could compound gender dysphoria in autistic people. Moreover, 

participants in all groups generally agreed on the sorts of adaptations to communication that 

would improve the experience of autistic people accessing gender clinics. Key differences 

between groups were the centrality of autism identity, with adults more invested in this 

identity as compared to young people. Moreover, the adults in young people’s lives (parents 

and clinicians) were concerned that autistic adolescents might be misinterpreting their 

feelings related to being different due to autism as gender dysphoria, a claim which autistic 

adolescents themselves denied.  This study is the final research paper in this PhD, having 

demonstrated the consensus and divergence in viewpoints of the different participant groups. 

The final chapter provides a brief discussion of the overall findings from the PhD.  
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Chapter Eight: General Discussion 

8.1 Summary of findings 

The aim of this PhD thesis was firstly to understand the lived experiences of autistic 

people who have gender dysphoria, and secondly to understand their experiences of accessing 

healthcare. A lifespan approach was taken, in acknowledgement of autism as a 

neurodevelopmental condition, to understand the similarities and differences in the 

experience of gender dysphoria between autistic adolescents and adults. Moreover, a 

multiperspectival IPA approach allowed for the comparison on multiple perspectives of those 

with lived experience, or proximity to, the experience of gender dysphoria in autistic people. 

Finally, interviewing autistic transgender patients about their experiences, as well as the 

clinicians supporting them, allowed for a robust understanding of the clinical challenges to 

supporting this group in the NHS.  

The first empirical study was Chapter Three, in which I aimed to understand the 

phenomenology of gender dysphoria in the general adult population through a systematic 

review and meta-ethnographic synthesis. This led to the development of four themes: distress 

due to dissonance of assigned and experienced gender; interface of assigned gender, gender 

identity, and society; social consequences of gender identity; internal processing of rejection 

and transphobia. Of note were that one of the four themes focused on internal experiences 

alone, whereas the other three themes were related to experiences in the social world, 

including misgendering, experiencing a mismatch between gender identity and societal 

expectations, and hypervigilance for transphobia. This is pertinent given that autism is a 

condition defined in part by atypical social communication, which could therefore influence 

the experience of the social elements of gender dysphoria.  

 Chapter Four used IPA methods to explore the phenomenology of gender dysphoria 

from the perspective of autistic adults (n=21). This group described experiencing distress due 

to a mismatch between their gender identities and bodies, in line with DSM-5 criteria for 

Gender Dysphoria. Also identified were autism-specific experiences of gender dysphoria, 

which included the wider range of additional sources of distress alongside dysphoria as 

compared to respondents in the meta-ethnographic study in Chapter Three. Participants also 

experienced distress due to social experiences, for example through experiencing 

discrimination due to being different, linked to both gender- and neuro-divergence. Also 

unique to the autistic participants were the increased experiences of vulnerability due to being 
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both transgender and autistic. Participants described needing more time to make sense of their 

identities, and this included making sense of autism diagnoses as well as gender dysphoria. 

Adults in this study described challenges to accessing transgender and mental healthcare due 

to their multiple minoritised identities. Chapter Five had the same aims, but used a 

multiperspectival family design to understand the perspectives of young people and their 

parents (n=31). Similarly to adults, young people wanted to make sense of their difficult 

feelings, but in contrast to adults, wanted to make sense of gender-related needs more than 

considering autism-related needs. Young people tended to be focused on solving their distress 

through physical interventions, which they were only able to access through support from 

adults: parents and gender clinicians. Parents tended to be more focused on their children’s 

needs linked to autism than gender. Chapter Six aimed to understand the perspectives of 

clinicians working both with autistic young people (n=8) and adults (n=8) with gender 

dysphoria. Clinicians identified some similar ways in which autism intersected with gender 

dysphoria to autistic participants and parents, including through social differences, sensory 

needs, and different thinking styles. Clinicians also identified challenges for autistic people 

accessing gender clinics including in communicating their needs with clinicians, and that the 

structure of clinic sessions and clinical environment could pose additional barriers, similar to 

the issues identified by autistic participants and parents in the previous studies.  

 Finally, in Chapter Seven, I conducted a multi-perspectival synthesis of the previous 

studies, from the five different participant groups (n=68) recruited in this PhD. This 

generated two themes: discovering gender identity and the complexities of moving towards 

gender comfort. Notably, there was relative consensus on the ways in which autism features 

intersected with gender dysphoria, for example through sensory sensitivities, and about 

adaptations needed for autistic people in gender settings. There was disagreement between 

groups on the way in which autism might impact on self-knowledge; while autistic adults and 

young people were clear that their knowledge of their gender identity was not impaired, some 

YP clinicians and parents worried that this might be the case. There were developmental 

differences, with autistic adults more likely to endorse autism as an important identity than 

autistic young people.   

8.2 Developmental considerations 

As discussed in the first chapter, autism impacts on development in adolescence and 

adulthood, and transgender identities also emerge throughout development following a range 

of trajectories (Steensma et al., 2013). Therefore, throughout this PhD thesis, there has been a 
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focus on understanding the similarities and differences between autistic adolescents and 

adults experiencing gender dysphoria. One finding of interest was that autistic young people 

considered autism a less central identity than their parents did, and as compared to autistic 

adults. This fits with previous qualitative findings that autistic young adults may distance 

themselves from their autism diagnosis (Calzada et al., 2012; Macleod et al., 2013), whereas 

those who receive an autism diagnosis in adulthood may invest more importance in this label, 

with more prevalent positive feelings, including relief on receiving a diagnosis (Huang et al., 

2020). However, there is limited research available regarding the experiences of autistic 

adults who received a diagnosis of autism in childhood. In Chapter Four, half of the adults 

interviewed received an autism diagnosis in adulthood, and half received their diagnosis in 

childhood. It was noteworthy that the majority of adults felt that autism was an important part 

of their identity, irrespective of age of diagnosis. This suggests that autism is more likely to 

be seen as a central part of the self after the challenges of adolescence, and when inhabiting 

perhaps more accepting environments than are available in school (Humphrey & Hebron, 

2015).  

Another important finding in Chapter Five was that autistic young people made sense 

of their experiences of distress through the lens of gender dysphoria, while some of their 

parents were concerned that other factors might be influential, such as social difficulties. 

Gender clinicians working with young people were also concerned about this, whereas adult 

clinicians raised such concerns far less frequently. This speaks to the way in which gender 

identity and dysphoria tends to develop over time. Previous research has indicated that gender 

dysphoria in adolescence is likely to persist to adulthood (Steensma et al., 2013), however 

there has been limited research since the increase in referrals to gender clinics for children 

and young people, which began around 2014 (Gender Identity Development Service, 2019). 

Therefore, there is limited evidence to understand the likely gender trajectories of young 

people who have presented to gender clinics since the rapid cultural shift in understanding of 

gender identity (Steinmetz, 2016). This research indicates that both young people and adults 

interviewed in this study experienced complex intersectional identities including being 

autistic, transgender, and often experiencing mental health problems. However, adults had 

reached a developmental stage where there was less likelihood of their gender identities 

changing, where young people were still going through adolescence and making sense of 

themselves from the perspective of a range of identities, including but not limited to autism 

and gender identity. This goes some way to making sense of the difference in perspective of 
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autistic young people and their parents and clinicians. Future research should investigate the 

gender trajectories of autistic adolescents experiencing gender dysphoria, and understand the 

relationship between desire to make a physical transition and intensity and longevity of 

feelings of gender dysphoria.  

8.3 The intersection of autism and gender dysphoria 

Chapters 4-7 shed light on the ways in which autism and gender dysphoria can 

intersect with one another. As identified in the multiperspectival synthesis in Chapter Seven, 

there was relative consensus between participants on some of the ways in which autism and 

gender dysphoria intersect with one another. In order to arrange this information in a way 

which will be familiar to autism clinicians and researchers, Figure 1 shows the important 

ways in which autism and gender dysphoria have been found to relate to one another. This 

marks a departure from the phenomenological structure of the analyses described in the 

preceding chapters, but given the aim of this research in developing a training package for 

NHS clinicians working with this group, it is important to structure the findings in a way 

which will be accessible to professionals. The existing literature regarding the relationship 

between the features of autism and gender dysphoria is discussed in the introduction chapter. 

In the following, I will review my findings in light of this research. The findings in this PhD 

indicate that these different features of autism intersect with gender dysphoria in particular 

ways, sometimes having divergent (i.e., both positive and negative) effects on the experience 

of gender dysphoria. 

Figure 1. 

The relationship between features of autism and gender dysphoria 

  

1. Social 
communication 
and interaction

• Feeling different & sense of self 

• Gender as social behaviour

• Communicating gender needs

2. Restricted and 
repetitive 

behaviours and 
interests

• Sensory differences

• Difficulties with change during puberty and gender 
transition

• Rigid thinking about gender
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8.3.1 Social communication and interaction 

There was a finding across all the IPA studies in this thesis that social communication 

and interaction differences were related to the experience of gender dysphoria in the 

following ways: feelings of difference and sense of self; gender as social behaviour; 

communicating gender needs. This finding fits with research indicating that there are high 

correlations between measures of gender dysphoria and measures of social and 

communication differences in autistic adults (George & Stokes, 2018a), and higher social 

communication differences in gender dysphoric children and adolescents (van der Miesen et 

al., 2018). 

Firstly, regarding feelings of difference, all of the groups interviewed identified that 

autistic transgender individuals had experiences of isolation and felt different to their peers, 

linked to being autistic and to being transgender. However, this was interpreted differently by 

different groups; while autistic people and adult clinicians generally described this as causing 

an additional barrier to making sense of one’s transgender identity, parents and YP clinicians 

sometimes worried that this might impede self-knowledge of gender identity. A number of 

participants across all groups discussed how autism could confer advantages to discovering 

and expressing one’s gender identity, through freedom from gender norms, in line with 

hypotheses from other researchers of autistic resistance to social conditioning (Walsh et al., 

2018), and gender defiance (Bejerot & Erikson, 2014).  

Next, regarding gender as social behaviour, there was a consistent finding that 

undergoing a social or physical gender transition was a socially complex undertaking, and 

that this could be challenging for autistic young people and adults. Therefore, social 

differences in autism could be seen as intensifying gender dysphoria through difficulties 

understanding others’ views on one’s gender identity, and through challenges to changing 

one’s gender expression, an inherently social process, to align with one’s identity. Finally, the 

social communication differences characteristic of autism were seen as influencing the ability 

to express one’s feelings of gender dysphoria. This was described by all participant groups. 

Descriptions of dysphoria were sometimes more factual and less emotive, expressed through 

behavioural challenges or gestures, or after a long period of clinical assessment and 

intervention. Given that social communication difficulties are elevated in young people and 

adults with gender dysphoria who are not autistic (e.g., Skagerberg et al., 2015), and that 

alexithymia commonly co-occurs with autism (Kinnaird et al., 2019), it makes sense that 
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those who meet autism diagnostic criteria are likely to experience significant challenges in 

expressing their gender related feelings, which is corroborated by the current research.   

8.3.2 Restricted and repetitive behaviours and interests 

 There was relative consensus across the studies on the ways in which the restricted 

and repetitive behaviours domain of autism interacted with gender dysphoria, specifically 

through; sensory differences; difficulties with change during puberty and gender transition; 

rigid thinking about gender. Adults and young people alike described an interaction between 

sensory sensitivities linked to autism, and experiences of gender dysphoria, for example that 

periods caused distress due to the reminder of one’s gender-body incongruence as well as due 

to hypersensitivity to the sensory experience of periods. Walsh et al. (2018) found that 

sensory sensitivities were not more pronounced in autistic people who were gender diverse, 

94% of whom were non-binary, as compared to autistic people who were cisgender. 

However, a larger study found that sensory sensitivities are higher in transgender and gender 

diverse people as compared to cisgender people, and yet higher in transgender autistic 

individuals (Warrier et al., 2020). These quantitative findings suggest it is possible that in 

transgender autistic people, sensory sensitivities linked to autism interact with their 

experiences of their bodies as transgender people, and the qualitative findings from this PhD 

suggests that this may intensify experiences of gender dysphoria.  

Many participants across all groups described the distress caused by puberty, due to 

the sensory experience and implications for the body developing in unwanted ways, but also 

due to the uncontrollable change that it represented, which is at odds with the preference for 

routine and sameness in autism. This uncontrollable change was then repeated if the 

individual chose to undertake a physical gender transition, with the body undergoing a second 

puberty.  This finding fits with previous qualitative research which found that autistic young 

people going through both female (Steward et al., 2018), and male puberty (Cridland et al., 

2015) struggled with managing the bodily and emotional changes that this developmental 

phase brought. 

Finally, rigid thinking about gender was raised by all of the participant groups, 

although there was less consensus on how this influenced the relationship between autism 

and gender dysphoria. In the adult study, this was described as being through a desire for 

predictability within a gender transition, and a need to feel certain about one’s gender 

identity, with concrete thinking impeding this process. In the young person study, parents 
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described their children’s thinking style as influencing their perception of their gender 

identity, and reasoning about treatment decisions, such as by contributing to a strong desire to 

make a physical transition. In contrast, young people sometimes described an interaction 

between rigid thinking and gender dysphoria, but were less likely to consider rigid thinking 

as causing gender dysphoria. A similar difference emerged in the clinician study, with YP 

clinicians more likely to describe ways that autism influenced a person’s sense of their gender 

identity, and adult clinicians more often stating an interaction between these aspects of the 

individual. It is noteworthy that no one endorsed the idea that gender dysphoria emerged due 

to a special interest in gender, although some autistic participants described a fear that this 

might be the case, which was alleviated after a period of reflection. This contrasts with the 

quantitative findings that obsessional thinking is higher in children with gender dysphoria 

(VanderLaan et al., 2015; Nabbijohn et al., 2017), although it is possible that these increased 

obsessional thinking scores were representative of increased rates of psychological distress in 

participants, rather than being due to autism, particularly given the blunt measurement of 

obsessional thinking using single items from the child behaviour checklist. However, these 

findings are consistent with evidence of higher rates of executive functioning difficulties in 

children and young people with gender dysphoria compared to controls (Akgül et al., 2021), 

and in autistic transgender young people compared to non-autistic transgender young people 

(Strang et al., 2021). It is possible that difficulties in functions such as planning and 

metacognitive abilities contribute to increased distress around not fitting particular gender 

categories and regarding the wait required before accessing transgender healthcare. 

8.3.3 Additional mental health needs  

 The results from all the studies indicated that autistic people experiencing gender 

dysphoria live with significant distress due to the mismatch between their bodies and gender 

identity, but also often have co-occurring mental health needs which can complicate their 

experiences and access to treatment. The questionnaires which were administered to both 

participant groups showed that both adults and young people met the clinical threshold for 

gender dysphoria. Adults had depression scores in the moderate range, while young people 

were in the moderately severe range. Both groups had high risk scores on the suicidal 

behaviours questionnaire, and their psychological well-being scores indicated possible 

anxiety or depression. This corroborates the qualitative finding that both groups were 

experiencing significant distress and had additional mental health needs, and is consistent 
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with other quantitative research demonstrating high mental health needs in autistic and 

transgender individuals (George & Stokes, 2018b; Murphy et al., 2020).   

8.4 Strengths and limitations 

 In this PhD thesis I have chosen to use IPA methods to explore the experiences of 

autistic people with gender dysphoria. The fundamental strength of this approach lies in its 

epistemological stance; prioritising the idiographic experiences of a marginalised group, with 

close attention paid to the meaning of each participant’s experiences. This is particularly 

important when researching a topic area which is controversial and often dominated by the 

voices of professionals and researchers over the individuals affected (Pearce et al., 2020). 

This approach was selected due to the focus on phenomenology, which was central to the 

research questions, and also due to the opportunity to use a multiperspectival design. As well 

as drawing on similar principles to the meta-ethnographic study, this method allowed for the 

comparison across groups, which was essential in an area characterised by polarised 

perspectives.  

 Within IPA, a homogeneous sample are interviewed about their interpretations of 

their experiences. The participants interviewed in this research were either autistic and had 

experience of gender dysphoria or were family members or clinicians working with this 

group. Autistic adults and young people needed to have received a diagnosis of autism, but 

not gender dysphoria, to be included in this research. Gender dysphoria was defined instead 

as distress related to gender incongruence, such that the individual had asked for professional 

support. This broader definition was selected in order to acknowledge the potentially 

idiosyncratic ways in which autistic people might experience such distress, to capture 

individuals at different stages of their gender journeys, and also because the definition 

frequently changes (Beek et al., 2016). Participants could have either a binary or non-binary 

gender identity. Therefore, it could be argued that the group are in some ways heterogeneous. 

This is reflective of the current research and cultural beliefs around gender identity which are 

prevalent in 2021. That is to say, most research in this area has investigated transgender 

individuals as a homogeneous group, and research specifically into non-binary identities is in 

its infancy (Richards, 2016). It is highly likely that in the future, gender dysphoria and 

transgender healthcare will be based on different underlying principles from those followed 

in this research. However, the use of a phenomenological approach, grounded in the lived 

experiences of participants with careful attention paid to context, ensures that this research 

will continue to have relevance into the future. 



208 

 

As this is a qualitative PhD thesis, it is important to consider the context in which this 

research was conducted, and the context in relation to transgender healthcare provision was 

discussed at length in Chapter One. In brief, during recruitment there was an intensive media 

focus on transgender rights and healthcare. This could have influenced the responses of 

participants. For example, the autistic adults and young people interviewed often emphasised 

that they knew their own gender identity. They may not have felt the need to assert this if 

they did not feel that this was being questioned in broader society. Another significant event, 

which began one year into this PhD, was the COVID-19 pandemic. The first national 

lockdown was announced on 23 March 2020, three months into recruitment for the adult 

study, and before recruitment of young people, parents, and clinicians had begun. This meant 

conducting a higher proportion of remote interviews than had been originally planned. 

Although traditionally, remote interviews have been considered to potentially result in less 

rich datasets (Novick, 2008), remote interviews were already provided as an option as a 

reasonable adjustment for autistic participants. Moreover, remote interviews did not generally 

appear to negatively impact on the quality of the interviews, with the exception of interviews 

conducted with busy parents and young people in the family home during lockdowns, where 

it was sometimes not possible to avoid interruptions from other family members. Conducting 

research interviews during the pandemic may have influenced the findings because there was 

an increase in mental health symptoms in the general population (Vindegaard & Benros, 

2020) and so the severity of gender dysphoria and mental health needs reported in the 

interviews may have been elevated compared to pre-pandemic.  

8.5 Clinical and research recommendations  

 Having explored the phenomenology of gender dysphoria in autism from multiple 

perspectives, this study also aimed to understand the experiences of autistic people accessing 

healthcare around their gender and mental health. This led to the development of clear 

clinical recommendations: see Table 4 in Chapter Seven, which have been used to develop 

training videos: see Appendix 8 for the powerpoint slides used in this training. The 

recommendations centred around making basic adaptations in healthcare settings. In order to 

overcome the communication barriers in gender clinic settings, described by all participant 

groups, adaptations to clinician communication are suggested, including using clear and 

jargon-free language. In order to overcome some of the practical challenges to attending 

appointments, described by all participant groups, there are recommendations about how to 

adapt the clinic procedures, such as offering remote appointments where possible to those 
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who struggle with long-distance travel. Finally, to overcome sensory challenges when 

attending clinics, there are recommendations about modifications to the clinic environment, 

including consideration of clinic lighting.  

 Alongside these more practical adaptations, are recommendations about the way in 

which assessments of gender dysphoria could be conducted with this group. This research 

provides a clear overview of the ways in which the features of autism might intersect with the 

features of gender dysphoria. This has led to clinical suggestions which are intended to 

facilitate the exploration of gender identity and expression, and its relationship with autism, 

where clinically appropriate (see Appendix 8 for training slides). An individualised 

biopsychosocial approach is always the heart of such work (Engels, 1977). Such suggestions 

include helping the individual to consider their identity as a whole, capturing strengths; using 

timelines to explore moments where the individual felt different; exploring beliefs about and 

experiences of gender norms; providing additional support around puberty to adolescents; 

developing anxiety management skills to tolerate uncertainty of gender transition; using 

scales to explore gender expression and identity as dimensional.  

 This research has shed light on the lived experience of autistic people with gender 

dysphoria, but there is much more research needed in this field. Epidemiological data 

demonstrating the rates of transgender identities and gender dysphoria in autistic and non-

autistic young people and adults is lacking. An understanding of gender identity development 

in autistic people of all gender identities would help provide a developmental account of the 

potential mechanisms contributing to higher gender diversity in this population. Research into 

the developmental trajectories of transgender autistic young people is needed, with 

longitudinal follow-up from childhood, through adolescence, and into adulthood. This would 

reveal whether autistic young people follow similar gender journeys to other young people, 

although it is important to note that there is not up-to-date evidence regarding this topic in the 

general population. Moreover, more work is needed on autism identity development, 

particularly in autistic young people, given the finding in this work that autistic youth were 

less invested in an autism identity as compared to autistic adults. Finally, research 

investigating the psychological, quality of life, and physical health outcomes of social and 

physical gender transition in autistic young people and adults is warranted.  
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Appendices 

Appendix 1. Topic Guide for each study 

1a): Autistic participants 

What has been your experience of being 

autistic and having gender dysphoria? 

• Thoughts, feelings, sensations 

• What is it like living with distress or 

discomfort relating to your gender 

identity?  

• Is there anything else we should 

know about your experience of living 

with gender dysphoria as an autistic 

person? 

 

 

How has gender dysphoria developed and 

changed over time?  

• Earliest memories 

• When did you notice that your gender 

identity was different compared to other 

people?  

• Change in gender identity over time? 

• Do you remember when you first felt 

distress or discomfort about your 

gender identity?  

• Have these thoughts, feelings and 

sensations changed over time? 

 

Do autism and gender dysphoria affect 

one another? 

• When were you diagnosed as 

autistic?   

• Has being autistic affected the way 

you see gender? 

• Do you feel that being autistic has 

affected your personal experience of 

gender dysphoria?  

• Social communication 

• Routines or repetitive behaviours, 

interests, and activities  

• Sensory differences  

Interaction of gender dysphoria and mental 

health 

• Has your experience of gender 

dysphoria affected your mental health?  

• Have there been times when you have 

felt like hurting yourself because of 

gender dysphoria? 

 

Seeking Help for gender dysphoria 

• First time you asked for help around 

gender dysphoria? 

• How did you decide to ask for help? 

How long did it take 

• Which professionals have helped you 

with gender dysphoria? 

• What was your experience of 

navigating NHS services to get help 

for gender dysphoria?  

• Is there anything else we should 

know about your experience of 

accessing NHS services for gender 

dysphoria? 

 

Adaptations in services 

• Did you feel that your autism was 

understood in services? 

• Was gender dysphoria understood in 

services? 

• Was there anything that got in the way 

of you getting help for gender 

dysphoria?  

• Can you give examples of things that 

helped you get support for gender 

dysphoria?  

• Any adaptations that should have been 

made for you? 

• Do you think that being autistic made 

any difference to you getting support 

for gender dysphoria? Did anything get 

in the way of getting help? 
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1b): Parents 

• When did you first become aware that your child had differences in their gender 

identity? 

• What did you make of these differences at this early stage? 

• Did you notice your child’s gender identity change over time? 

• When did your child first talk to you about their gender identity? 

• Did you ever notice your child becoming distressed about their gender identity? How 

did this distress manifest – what behaviours did they display? What would they say to 

you about this? 

• Did you notice your child’s gender identity and distress relating to this change over 

time? 

• What do you think it has been like for your child living with their gender dysphoria? 

Are you aware of the thoughts, feelings and sensations they experience in relation to 

their gender dysphoria? 

• Do you think your child’s gender dysphoria has affected their mental health? 

• Has your child ever talked about or actually harmed themselves because of gender 

dysphoria? 

• When was your child diagnosed as autistic – did this come before or after they asked 

for help about gender dysphoria?   

• Do you feel your child’s autism has affected their experience of gender dysphoria?  

• Do you feel that having differences in social communication has affected your child’s 

experience of gender dysphoria? 

• Do you feel that your child’s routines or repetitive behaviours, interests and activities 

have affected their experience of gender dysphoria?  

• Do you feel that any sensory differences have affected your child’s experience of 

gender dysphoria? 

• How did you decide to ask for help from a professional about your child’s gender 

identity? 

• Who did you ask for help from? 

• How many different professionals have you met with for your child’s gender 

dysphoria, and from which services? 

• What was your experience of navigating NHS services to get help for gender 

dysphoria?  

• Did you feel that your child’s autism was understood in services? 

• Do you feel that any interaction between autism and gender dysphoria was understood 

in services? 

• Was there anything that got in the way of you getting help for your child? For 

example, professionals or family members not understanding your needs, not knowing 

where to get help from etc.  

• Can you give examples of things that helped you get support for your child’s gender 

dysphoria? What helped the most? 

• Do you think that your child’s autism made any difference to you getting support for 

their gender dysphoria? Did anything get in the way of getting help?  

• Is there anything else we should know about your experience of having an autistic 

child with gender dysphoria? 
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1c) Clinicians  

 

Demographics 

• What is your gender?  

• How many years have you 

been working as a qualified 

NHS professional?  

• What is your professional 

background? 

• What is the highest 

qualification you have 

achieved, and what is the 

name of this qualification?   

• How many years have you 

worked with autistic people? 

• How many years have you 

worked with transgender 

people? 

• Approximately how many 

autistic transgender people 

have you worked with? 

• Have you experience working 

with autistic transgender 

people of a different age? (i.e. 

adults if in a child setting and 

vice versa) 

 

Do autism and gender dysphoria affect 

one another? 

• Do you think autistic people experience 

gender related distress differently to other 

people? If so, how? 

• Do you think that autistic people see 

gender differently? 

• Have you noticed any impact of social 

difficulties/restricted and repetitive 

behaviours/sensory differences on the 

experience of gender dysphoria? 

Adaptations in services 

• Do you adapt your practice or work 

differently with autistic people with gender 

dysphoria compared to other patients in 

your service?  

• What have you found works, and what 

doesn’t work so well when supporting this 

group? 

• What are the barriers to supporting this 

group? 

• What information do clinicians need to 

work effectively with this group? 
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Appendix 2. Example of initial noting and emergent themes for an adult participant (step 2 & 3 of IPA) 

 

 

Noting 
(L=linguistic, C=conceptual, D= descriptive) 

Transcript Emergent theme 

PROMPT: Autism and gender interacting?  
 
L: Solitary – very much alone 
 
C: Thinks of self as boy 
 
D: Not challenged on gender if alone 
 
L: Challenge -sense of threat 
 
C: Gender as a socially expressed identity 
 
 
D: Offended by gender when periods started very young  
 
 
 
L: Horrendously heavy – really bad starting periods 
 
 
D: Overwhelmed by sensory experience of periods 
 
 
L: huge – expressing enormity of confusion 
 
 
D: Confused and desperate (NO SOLUTION) due to the clash of gender and body 
 
 
 
L: desperate – sense of very strong distress 
 
C: Wanted to keep flat chest 
 
L: Loss of flat chest, rather than ‘grew breasts’ – painful to even say the word?  
 
D: Teased about chest and was incredibly distressed  
 
C: Bullying linked to sex 
 
C: Strong identity as a boy L: “was a boy” 

I did a lot of solitary stuff so, in a way, it was easier, in my mind, to be a boy 

because I wasn’t playing with girls so, therefore, there’s nothing challenging.  I 

think when things really started to – um I mean, yeah, just regarding my 

gender, and nothing else, things started to really offend me in that area from 

the age of 11.  We went on holiday and I started my period very, very young, so 

even before secondary school, and it was horrendously heavy.  I was totally 

overwhelmed by it, I think in a sensory way it felt really difficult for me to cope 

with physically but, also, just this huge confusion that I’m a boy and this clash, 

something inside of me felt desperate.  I also lost my flat chest quite early on 

and I remember some boys at primary school teased me because of it and, 

again, it felt incredibly distressing because I was a boy.   

 

 
Alone as a boy 
 
 
Very deep, very young 
 
 
 
 
 
 
 
 
 
Challenges of female body – early 
periods & loss of boyish body 
 
 
 
Sensory dysphoria 
 
 
 
Overwhelming distress due to gender 
and body mismatch 
 
 
 
Challenges of female body – early 
periods & loss of boyish body 
 
 
 
 
 
Body-mind dissonance 
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Appendix 3. Example of connections across emergent themes for a parent-child dyad (step 4 

of IPA) 

Key 

• Bold = superordinate theme for both parent and child 

• Black = Subordinate theme for young person 

• Blue = subordinate theme for parent 

 

 

 

 

 

Negative feelings about chest started part way through puberty (which makes mum question child's gender identity)

Horrible feelings started in puberty when chest developed Dislikes and hides her breasts - but used to show them off

Uncomfortable with my body - chest, hands and voice Uncertainty about her gender as it's only been spoken of recently

Comfortable with the rest of my body

Want to bind my chest despite the risks
Hope to have top surgery, but not testosterone

Struggle with femininity - drawn towards some aspects but wants to be seen as nonbinary

Dislike others seeing me as feminine I know she likes some feminine things but is hiding it

Preoccupied by how others see me and how I should behave

Bullied and trying to hide my social differences - but finding place with trans kids

Bullied at school due to social differences Social problems - friendships don't last long

Putting on a show for the world but still doing it wrong

Didn't understand how to play with girls so played with boys

Have trans friends who support me 

Young person's relief at finding a label and solution, while parent worries transgender identity is due to general identity confusion and will lead to damaging body

Relief at identifying the gender problem and its solution Uncomfortable and confused - moving between identities

Recognising gender experiences on youtube We’re in unknown territory and I should introduce uncertainty

My gender identity has been fluid but I never want to be a girl She is unhappy and trying to understand herself

Like having labels for my identity Transgender identity as a way to understand herself and social environment

Research and terminoogy help me communicate about my gender Hope she settles into a clearer sense of self and feels happy in her body in future

Came out with different labels over time Safety and community from having a label

Anxiety due to the uncertainty of my gender Getting an autism diagnosis was key

Deeply concerned about transition damaging my child's body

Mood swings and anxiety, with gender worries a weight on top of these

Horrible, anxious feelings - wanting to hide and escape Mood swings

Gender dysphoria was a weight on top of other mental health difficultiesMental health and gender intertwined

Worries about gender identity and presentation have made her depressed

Need to see a gender specialist who makes minor autism adaptations

Supported to start the journey to see a gender therapist Need to see a gender specialist, not CAMHS

CAMHS don't know about gender - should learn terminology to improve communication

Sensory needs at clinic - lighting

Autistic people think different so it must affect gender
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Appendix 4. Example of themes contributing to the ‘centrality of different identities and needs’ subtheme in Chapter 5 

The centrality of different identities and needs

101/201 Parent sees autism as a source of difficulties, child sees them as interacting with difficulties (child highlights sensory and communication issues, parent sees autism as cause of identity and anxiety issues)

101/201 Us versus them' - isolated as a pair and other people as a problem to be dealt with. Not fitting in and bullied due to autism and gender - but connection with trans community

101/201 From worrying what others think to becoming comfortable in my differences (social anxiety amplified by autism and gender)

102/202 Defining myself by gender (gender separate from autism and so valid - tension between accepting body as gender neutral and need for affirmation)

102/202 Isolated and different, but need for connection - not fitting in and social anxiety, but not understanding how others see my gender, autism causes differences in friendships

103/203 Child's identity as a puzzle to be solved - complicated by autism, anxiety, depression and gender (tension as parent feels autism is relevant due to black and white thinking and lack of self-understanding but child doesn't)

103/203 Difficulties with but a need for social connection - easier with trans people

104/204 Profound isolation and feeling different, leading to internalised transphobia  (but feel part of the autism club - conflict of being around boys and girls)

104/204 Bullying most significant source of distress, and happens for many reasons - 'fundamentally different' - gender, interests, behaviour, social skills

105/205 Blinkered to gender: autism as a barrier to seeing truth of gender identity, (autism not a central part of identity- autism diagnosis reduced confidence, parent and child agree that gender is main issue)

105/205 Distress at not fitting gender stereotypes - trying to fit in with others and be seen as 'normal' 

105/205 Felt imcomplete as a boy but am confident as a girl - people like me - no longer defined by being trans

105/205 Different and bullied - not fitting in - felt alien, scared of others reaction to self

106/206 Distress due to social disconnection, which parents think contributed to male identity

107/ Autism is not important to my identity (must affect my gender but impossible to separate)

108/208 Mental health needs due to autism, not gender - difficulty expressing feelings

108/208 Need to be seen and accepted by others, but difficulties understanding how others perceive gender

108/208 Out of place and bullied (but better with boys and with LGBT community) 

109/209 Bullied and trying to hide my social differences (but finding place with trans kids)

110/210 Frustrated by how others respond to me and my gender

110/210 Socially different to others - because of gender and because of autism, but trans friends understand

111/211 Coming to accept myself as a trans person (parent accepts gender expression rather than trans identity)

112/212 Gender unimportant compared to other difficult experiences

112/212 Gender is not a central part of myself or anyone else

112/212 LGBT identity important, autism is not

112/212 Fragmented experience of who I am and  uncertainty about my gender distresses me

112/212 Need to be accepted and accommodated by others 

114/214 Always been different - bullied and an outsider but fit in better with boys than girls

115/215 Other issues have needed to be prioritised over gender like autism and mental health - now child wants a physical transition and parent wants them to be certain before surgery

115/215 Need to fit in and for acceptance of gender and social differences - by self and others

117/217 Parent investigation to make sense of child's gender - child uninquisitive but certainty that real self is a girl

117/217 Bullied and rejected 

213/ Gender identity as a part of autism 

213/ Treading a fine line - supporting my child but not encouraging her nonbinary identity which seems fragile

213/ Reassured by stable gay identity (sense of stable identity being important)

213/ Identity in flux: search for sense of self despite social differences, anxiety and low self-esteem

216/ Push and pull of labels - need for diagnoses alongside child being seen as a whole person

216/ Shame and secrecy around gender (possible role of environmental factors  - bullying and response of school)
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Appendix 5. Relationship between themes identified in Chapters 4-6, and the synthesis in 

Chapter Seven 

Multi-perspective analysis 

(C7) 

Adult analysis 

(C4) 

YP and parent analysis 

(C5) 

Clinician analysis (C6) 

1. Discovering gender identity 

a) Gender as a deeply 

known & central identity 

 

1a) Experiencing 

and describing 

body distress 

1b) Making sense 

of who I am 

 

1a) Understanding 

difficult feelings 

 

1a) Coming to an 

individualised 

understanding of 

autism, gender 

dysphoria, and mental 

health 

 

b) The role of autism in 

developing self-

understanding  

 

2a) Gender as 

social behaviour 

 

2b) Struggle of 

being different 

 

2a) The centrality of 

different identities and 

needs 

 

1b) Different ways of 

thinking about gender 

1d) The challenge of 

sensory sensitivities and 

puberty 

 

2. The complexities of moving towards gender comfort 

a) Autism compounding 

gender distress 

1c) Intersecting 

and competing 

needs 

 

2b) Thinking about 

gender. 

 

1c) Social differences 

as barriers and 

facilitators to gender 

comfort 

 

b) Clinical services as a 

barrier 

2c) Battle for 

support 

 

1b) Focus on alleviating 

distress with external 

support. 

2a) Different 

communication of 

gender needs 

2b) Changing clinical 

sessions to overcome 

barriers  

2c) Tension between 

clinician and patient 

aims and thinking styles 
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Appendix 6. Studies included in the meta-ethnography 

 
Author Year Title Journal Country Setting Participant group 

Particip

ants 

Qualitative 

methods 

Data collection 

method 

1 
Ålgars et 

al. 
2012 

Disordered Eating and Gender 

Identity Disorder: A Qualitative 

Study 

Eating 

Disorders 
Finland 

Support 

organisations 

Transgender and 

undergoing gender 

reassignment (16 

with diagnosis of 

GID) 

20 
Grounded 

Theory 

One-to-one 

interview 

2 
Applegarth 

& Nuttall 
2016 

The lived experience of transgender 

people of talking therapies 

International 

Journal of 

Transgenderi

sm 

UK 

Community 

support 

groups and 

online 

Transgender 

participants 

including non-

binary people 

6 IPA 
One-to-one 

interview 

3 Bailey et al. 2014 

Suicide risk in the UK Trans 

population and the role of gender 

transition in decreasing suicidal 

ideation and suicide attempt 

Mental 

Health 

Review 

Journal 

UK 

Support 

organisations 

and services 

and online 

Transgender 889 
Narrative 

analysis 

Self-report 

survey 

4 Budge et al. 2013 

Transgender Emotional and Coping 

Processes: Facilitative and 

Avoidant Coping Throughout 

Gender Transitioning 

The 

Counselling 

Psychologist 

USA 

LGBT 

community 

centres 

Transgender 

participants 

including non-

binary people 

18 
Grounded 

Theory 

One-to-one 

interview face-

to-face 

5 
Charter et 

al. 
2018 

The transgender parent: 

Experiences and constructions of 

pregnancy and parenthood for 

transgender men in Australia 

International 

Journal of 

Transgenderi

sm 

Australia 

Community 

support 

groups and 

online 

Transgender men 25 
Thematic 

analysis 

One-to-one 

telephone 

interview 
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6 Ellis et al. 2014 

Conception, Pregnancy and Birth 

Experiences of Male and Gender 

Variant Gestational Parents: It's 

How We Could Have a Family 

Journal of 

Midwifery 

and Women's 

Health 

USA 

Health care 

and social 

services plus 

snowballing 

Transgender and 

non-binary 

(assigned female at 

birth) 

8 
Grounded 

Theory 

One-to-one 

interview via 

online video call 

7 
Ganju & 

Saggurti 
2017 

Stigma, violence and HIV 

vulnerability among transgender 

persons in sex work in 

Maharashtra, India 

Culture, 

Health & 

Sexuality 

India 

Health 

providers, 

NGOs and 

snowballing 

Transgender (hijra) 68 
Thematic 

analysis 

One-to-one 

interview face-

to-face 

8 
Giovanardi 

et al. 
2019 

Transition memories: experiences 

of trans adult women with hormone 

therapy and their beliefs on the 

usage of hormone blockers to 

suppress puberty 

Journal of 

Endocrinolog

ical 

Investigation 

Italy Gender clinic 
Transgender 

women 
10 

Consensual 

Qualitative 

Research 

One-to-one 

interview face-

to-face 

9 
Goldberg et 

al. 
2019 

Health Care Experiences of 

Transgender Binary and Nonbinary 

University Students 

The 

Counselling 

Psychologist 

USA 

Support 

organisations 

and services 

and online 

Transgender, GNC, 

gender questioning, 

genderqueer, 

nonbinary, agender 

430 
Thematic 

analysis 

Self-report 

survey 

10 Goodrich 2012 
Lived Experiences of College-Age 

Transsexual Individuals 

Journal of 

College 

Counselling 

USA 

Support 

organisations 

and services 

and online 

Transsexuals 4 
Grounded 

Theory 

One-to-one 

interview 

(phone and face-

to-face) 

11 Levy & Lo 2013 

Transgender, Transsexual, and 

Gender Queer Individuals with a 

Christian Upbringing: The Process 

of Resolving Conflict Between 

Gender Identity and Faith 

Journal of 

Religion & 

Spirituality 

in Social 

Work: Social 

Thought 

USA 

Support 

organisations 

and online 

Transgender, 

transsexual and 

gender queer 

5 
Grounded 

Theory 

One-to-one 

interview face-

to-face 
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12 
MacDonald 

et al. 
2016 

Transmasculine individuals' 

experiences with lactation, 

chestfeeding, and gender identity: a 

qualitative study 

BMC 

Pregnancy 

and 

Childbirth 

North 

America, 

Europe & 

Australia  

Online 

recruitment 

Transmasculine 

individuals 
22 

Interpretive 

description 

methodolog

y 

One-to-one 

interview on 

skype or 

telephone 

13 
Mullen & 

Moane 
2013 

A Qualitative Exploration of 

Transgender Identity Affirmation at 

the Personal, Interpersonal, and 

Sociocultural Levels 

International 

Journal of 

Transgenderi

sm 

Ireland 
Support 

organisations 
Transgender 7 

Thematic 

analysis 

One-to-one 

interview face-

to-face 

14 
Peitzmeier 

et al. 
2017 

"It Can Promote an Existential 

Crisis": Factors Influencing Pap 

Test Acceptability and Utilization 

Among Transmasculine Individuals 

Qualitative 

Health 

Research 

USA 

Support 

organisation, 

health 

services and 

online 

Transmasculine 

individuals 
32 

Grounded 

Theory 

One-to-one 

interview face-

to-face 

15 Rood et al. 2017 

Identity Concealment in 

Transgender Adults: A qualitative 

assessment of minority stress and 

gender affirmation 

American 

Journal of 

Orthopsychia

try 

USA 
Online 

recruitment 

Transgender; Non-

cisgender/other 
30 

Consensual 

Qualitative 

Research 

One-to-one 

interview on 

skype 

16 Rood et al. 2017 

Internalised transphobia: Exploring 

perceptions of social messages in 

transgender and gender 

nonconforming adults 

International 

Journal of 

Transgenderi

sm 

USA 
Online 

recruitment 

Transgender; Non-

cisgender/other 
30 

Consensual 

Qualitative 

Research 

One-to-one 

interview on 

skype 

17 Rood et al. 2016 

Expecting Rejection: 

Understanding the Minority Stress 

Experiences of Transgender and 

Gender Nonconforming Individuals 

Transgender 

Health 
USA 

Online 

recruitment 

Transgender; Non-

cisgender/other 
30 

Consensual 

Qualitative 

Research 

One-to-one 

interview on 

skype 
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18 
Scandurra 

et al. 
2019 

A qualitative study on minority 

stress subjectively experienced by 

transgender and gender 

nonconforming people in Italy 

Sexologies Italy 

Personal 

contacts/ 

snowballing 

Transgender and 

genderqueer 
8 

Thematic 

analysis 

Semi-structured 

focus group  

19 
Schrock et 

al. 
2009 

Emotion Work in the Public 

Performances of Male-to-Female 

Transsexuals 

Archives of 

Sexual 

Behaviour 

USA 
Support 

organisations 

MtF transsexuals 

(Transgender 

women) 

9 
Inductive 

analysis 

One-to-one 

interview face-

to-face 

20 Smith et al. 2018 

Determinants of Transgender 

Individuals' Well-Being, Mental 

Health and Suicidality in a Rural 

State 

Rural Mental 

Health 
USA 

Support 

organisations 

and services 

and online 

Transgender, non-

binary and Two-

Spirit 

30 

Community 

Based 

Participator

y Research 

One-to-one 

interview  
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Appendix 7. CASP Quality Assessment for included papers 

Study Number 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 

1. Clear statement of aims? 2 2 1 2 2 1 1 2 2 2 1 2 0 1 2 2 2 2 1 2 

2. Is a qualitative method 

appropriate? 
2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 

3. Research design appropriate for 

aims? 
1 2 1 2 1 2 1 1 1 1 1 2 1 1 1 1 1 1 1 2 

4. Appropriate recruitment strategy? 1 1 2 1 2 1 2 1 1 1 1 1 1 2 2 2 2 1 1 2 

5. Data collected appropriately? 1 0 1 2 1 0 2 2 1 1 1 1 2 1 1 2 2 2 1 2 

6. Relationship between researcher 

and participants considered? 
0 1 0 2 2 0 0 0 0 2 0 0 0 1 1 1 1 0 0 2 

7. Ethical issues considered? 2 0 2 2 2 2 1 1 1 1 0 2 2 1 1 1 2 2 1 2 

8. Data analysis rigorous? 0 2 0 2 2 1 1 1 2 2 0 0 1 1 2 2 2 1 0 2 

9. Clear statement of findings? 1 2 1 2 1 1 1 1 1 2 1 1 2 1 2 2 2 1 1 2 

10. How valuable is the research? 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 2 

Average 1.2 1.4 1.2 1.9 1.7 1.2 1.3 1.3 1.3 1.6 0.9 1.3 1.3 1.3 1.6 1.7 1.8 1.4 1 2 
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Appendix 8. Training slides for NHS clinicians 

Redacted.  

For further details see https://www.bath.ac.uk/projects/adapting-health-services-to-meet-the-

needs-of-autistic-people-with-gender-dysphoria/ 

         

 

 


