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Introduction: Adolescent autistic girls in mainstream schools experience 
more loneliness and exclusion than their peers. Swedish schools have a long 
tradition of working towards inclusion but, despite this commitment, these 
girls are at higher risk of absenteeism and failing to achieve educational 
objectives. Bearing this in mind, it is important to understand how autistic girls 
navigate their everyday school life from a first-hand perspective and develop 
a broader understanding of what shapes their opportunities for and barriers to 
participation.

Methods: This qualitative study draws on multiple semi-structured interviews 
with 11 autistic girls, aged 13–15, exploring how they navigate having an autism 
diagnosis within a Swedish secondary school context.

Results: While on a personal level the diagnosis itself was mostly perceived 
as positive, the girls expressed ambivalence about making sense of it in 
the school context. The girls expressed awareness of the perceptions and 
understanding of autism in their school setting, and their consequences in 
terms of both support and exclusion and stigmatisation. The sense of being 
perceived by others as different, accompanied by a desire to belong and an 
awareness of stigma, seemed to have a strong impact on how they navigated 
everyday school life. This created field of tension between the social context 
of school, its values and norms, and the girls’ personal experiences and views 
about autism.

Discussion: The girls’ accounts illustrate the complex reality of their school 
lives post diagnosis. Valuable implications for practice include the need to work 
towards a discourse in schools in which differences are seen as natural, and 
guidance post diagnosis to build the girls´ awareness and understanding and 
enable them to develop strategies for successfully navigating school.
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1 Introduction

For a long time, autism was perceived predominantly as a male 
disorder but today the gender bias in autism diagnosis is widely 
acknowledged. This has resulted in the development of diagnostic 
criteria and screening tools to better identify autistic females1 and 
decrease the likelihood of them being missed, misdiagnosed, or 
diagnosed later in life (Kopp and Gillberg, 1992, 2011; Munroe and 
Dunleavy, 2023). The consequences of non-diagnosis or unrecognised 
autism-related difficulties include poor mental health, loneliness, and 
unnecessary distress (Carpenter et al., 2019; O’Connor et al., 2024). 
Early identification of autism has been associated with increased 
wellbeing, timely support and intervention, acceptance by the 
community, and a positive perception of oneself (Bargiela et  al., 
2016). The long and complicated path by which females often receive 
a diagnosis not only delays the provision of appropriate support but 
has also been identified as a hindrance to developing their own 
understanding of their own challenges, self-awareness, and sense of 
belonging (Bargiela et al., 2016; Cridland et al., 2014). For girls, a 
timely autism diagnosis has been identified as essential to preventing 
the challenges they experience escalating (Duvekot et al., 2017), and 
to avoiding mental ill health and loneliness during adolescence which 
can have long-lasting adverse effects in adulthood (Schiltz 
et al., 2024).

In recent years the proportion of females, both children and 
adults, who receive an autism diagnosis has escalated. The reasons for 
this are not fully understood: it may partly be a by-product of changes 
in clinical practice (Arvidsson et al., 2018), and partly that more 
attention is being paid to underdiagnosis among women (Gould, 
2017). In any case, the trend is true for Sweden. Kopp and Gillberg 
(1992) were relatively early to draw attention to the importance of 
girls in Sweden being diagnosed as a prerequisite for receiving 
appropriate guidance and support, promoting their wellbeing and a 
better quality of life. The increase in diagnosis is confirmed by a 
report drawing on health care data from the Stockholm region where 
the proportion of autistic girls quadrupled between 2011 and 2020 
(Jablonska et al., 2022). While more girls are being diagnosed than a 
decade ago, debates and research in the Nordic countries (Kopp et al., 
2023; Posserud et al., 2021), as elsewhere (Loomes et al., 2017; Young 
et al., 2018), continue to be largely dominated by diagnostic concerns 
(Pellicano and Houting, 2022) rather than delving into what happens 
post diagnosis. McLinden and Sedgewick (2023) noted that a 
diagnosis does not necessary result in positive change for girls, as is 
often argued. They interviewed professionals in health care and 
education who are involved in the diagnosis process in the UK and 
found that that, despite increased knowledge about autistic girls, this 
has not necessarily permeated into support and understanding post 
diagnosis which still seems dependent on the knowledge and 
attitudes of the particular professionals the girls´ encounter.

1 In this article we use identity-first language, reflecting norms within the 

wider literature (Vivanti, 2020). It is, however, important to note that the study 

participants were not explicitly asked about their preferences in terms of 

identity-first or person-first terminology. In the context of this study, we felt 

that this question may have had an impact on the perspectives we were asking 

them to share.

In recent years, the lived experiences of autistic students has been 
increasingly recognised (compare Humphrey and Lewis, 2008; 
Mogensen and Mason, 2015; Carpenter et al., 2019), forefronting a 
more personal understanding of autism and its impact on people’s 
lives (Leveto, 2018). This has partly been driven by the adoption of the 
General Comment No. 4 (Taneja-Johansson, 2023) which clearly 
articulates the human right to inclusive education as stipulated in the 
UNCRPD, and partly to the growing neurodiversity movement 
(O’Dell et al., 2016; Pellicano and Houting, 2022). In a recent scoping 
review examining the empirical research that draws on first-person 
experiences of schooling among students with autism and ADHD 
between 2000 and 2021, Taneja-Johansson (2023) concluded that the 
existing research largely represents the voices of adolescent males. The 
dominance of the male voice in research about the lived experience of 
autism across the life span has also been noted by DePape and 
Lindsay (2016).

However, there has been a recent increase in studies focusing on 
the lived experiences of autistic women and girls (Milner et al., 2019; 
Mo et al., 2022; Myles et al., 2019; Rainsberry, 2017; Tierney et al., 
2016; Tomlinson et  al., 2022; Zakai-Mashiach, 2023). These often 
adopt a phenomenological approach in which girls’ personal 
experiences are foregrounded with the school context serving mainly 
as a background. The focus has thus largely been on how they 
experience school rather than on how the girls themselves navigate 
having a diagnosis within school, a challenging context in which they 
spend a significant part of their lives as children and young people.

1.1 Understanding the diagnosis in a social 
context

Making sense of and navigating autism in social spaces is an even 
more important question when it comes to adolescence. Adolescence 
is a period during which young people develop self-understanding 
and explore their identity as they start to establish a sense of who they 
are and where they fit into the world. Social influence from peers and 
the pressure to conform to norms are heightened (Han et al., 2022; 
Kroger et al., 2010). At this stage in life, being seen as `different` from 
one’s peers have been found to be a significant concern among autistic 
adolescents (Humphrey and Lewis, 2008; Myles et al., 2019; Tierney 
et al., 2016; Tomlinson et al., 2020). During this turbulent stage in life, 
negotiating having a diagnosis while developing self-understanding 
and identity can increase their vulnerability. A longitudinal cohort 
study into the health of young people in Sweden found that groups 
who are considered vulnerable experience higher levels of loneliness 
and psychosomatic problems during adolescence than others 
(Grigorian et  al., 2024). For children with a neurodevelopmental 
diagnosis such as autism, vulnerability and the risk of stigma becomes 
even more evident, and this is a group that experiences more loneliness 
and exclusion than their peers without a diagnosis (Kwan et al., 2020).

The significant role of the social context in shaping how they 
perceive their autism diagnosis is a central theme in previous studies 
of autistic adolescents. Jones et  al. (2015) noted that a key factor 
shaping their beliefs and thoughts about their diagnosis was the 
interaction between themselves and the social context that they were 
part of—that is, how their family, friends, and other individuals 
viewed and understood autism. Similarly, Mesa and Hamilton’s (2022) 
study of adolescents, parents, and teachers identified that the extent to 
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which “autism” was integrated into young people’s developing 
identities was mediated by the responses and interactions they 
experienced in their social surroundings. A more complex picture is 
put forward by Mogensen and Mason (2015): in their study, 
adolescents did not perceive their diagnosis as either positive or 
negative. Rather, they constructed their self-understanding on the 
basis of their own knowledge about their diagnosis and how the 
surrounding environment perceived, or misperceived, autism.

Studies conducted within school contexts show that autistic 
adolescents tend to perceive their “difference” negatively (Cridland 
et al., 2014; Humphrey and Lewis, 2008; Tomlinson et al., 2022). Many 
adolescents, even those who construct their diagnosis positively, are 
keen to keep it private (Mesa and Hamilton, 2022). The dilemma of 
disclosure is a well-known theme in the broader research on autism. 
In a qualitative study about making sense of having an autism 
diagnosis, autistic adults considered the diagnosis itself to be value 
neutral but identified that misconceptions of autism in their social 
context create stigma and labels in a negative sense (Botha et  al., 
2022). Autistic individuals are deeply aware of how they may 
be stigmatised by others upon disclosure, as has been shown in a 
systematic review of experiences of stigma and coping strategies by 
Han et  al. (2022). For the individual, the process of making the 
disclosure decision is complex, balancing benefits against concerns 
about others’ understanding of autism (Botha et al., 2022; Edwards 
et  al., 2024; White et  al., 2020; Zakai-Mashiach, 2023). While 
disclosing the diagnosis is associated with repercussions such as 
negative stereotyping and being treated differently, not disclosing it 
can also have negative effects such as a lack of understanding and 
support in the environment.

Autism, which is characterised by difficulties in communication, 
interaction, repetitive behaviour, and sensory skills (American 
Psychiatric Association, 2013), manifests differently in boys and girls. 
Girls tend to show a more internal presentation and place great value 
on relationships, driven by social motivation towards friendship which 
in turn leads to a greater tendency to mask their difficulties (Cridland 
et al., 2014; Munroe and Dunleavy, 2023; Tomlinson et al., 2020). A 
gender-related study about social behaviours in school found that the 
autistic girls were more likely than boys to mask their difficulties and 
strive to be part of a social group (Dean et al., 2017). Girls display an 
awareness and sensitivity to social expectations, leading them to copy 
and camouflage in order to fit in, although they have difficulties in both 
establishing and maintaining friendships (Goodall and Mackenzie, 
2019; Ryan et al., 2021; Sedgewick et al., 2018). Findings from several 
studies note that adolescent girls feel uneasy with their diagnosis and 
strive to be “like everyone else” in order to gain acceptance, resulting 
in feelings of anxiety and exclusion (Bargiela et al., 2016; Cridland 
et  al., 2014; Goodall and Mackenzie, 2019; Myles et  al., 2019; 
Rainsberry, 2017; Tierney et al., 2016; Tomlinson et al., 2020).

1.2 Rationale for the present research

The sampling bias in autism research, with knowledge dominated 
by evidence about male autism, is frequently raised as a problem 
(Gould, 2017; Taneja-Johansson, 2023). Recent years have seen an 
increase in qualitative studies which draw on the voices of adolescent 
autistic girls (O’Connor et al., 2024). This research provides valuable 
insights but tends to rely on a phenomenological approach, limiting 

the focus to the lived experiences of autistic girls in school and 
everyday life. However, in line with O’Connor et al. (2024), we argue 
that autistic adolescent girls’ school experiences cannot be understood 
independent of the school context within which they occur. In this 
article, we adopt a socio-cultural theoretical perspective in which the 
given context, in this case mainstream school in Sweden, is considered 
central to a person’s development and to shaping and reshaping the 
individual’s notions and beliefs about the world and the sense of self, 
through interaction (Conn, 2014; Nasir and Hand, 2006). The central 
issues in this study relate to how autism is viewed and who perceives 
it as problematic or different, and in what ways it affects girls’ own 
experiences of autism and their strategies for coping with daily school 
life. The aim is to develop a deeper understanding of how adolescent 
girls navigate having an autism diagnosis in Swedish secondary school 
context and their opportunities for participation. Our ambition is to 
question the often taken for granted conclusions in research on 
autistic girls, that may reflect the schooling and cultural context of a 
particular country rather than girls’ experiences more universally.

Previous studies of autistic girls have mainly been conducted with 
students attending schools in the UK. In this study we extend the 
geographical realm of research to Swedish schools, where support is 
provided solely on the basis of need rather than diagnosis, in 
accordance with the Swedish School Act (SFS, 2010, p. 801). It is 
particularly interesting to explore how adolescent girls navigate their 
autism diagnosis within such a setting. From a first-hand perspective, 
understanding what shapes opportunities for and barriers to 
participation is relevant because this group is at greater risk than 
others of absenteeism and not qualifying for upper secondary school 
(Anderson, 2020; Stark et al., 2021). The following research question 
will be in focus:

How do adolescent girls experience having an autism diagnosis 
within a school context and how does it shape the ways they navigate 
their school life?

The study focuses on the narratives of 11 autistic girls pursuing their 
education in a mainstream secondary school setting in Sweden and how 
their experiences within this specific context shape the way they navigate 
their school life and opportunities for participation. By exploring autistic 
girls’ narratives as to how they conceptualise autism within a mainstream 
school context, and the impact this has on how they navigate their 
everyday school life and relationships, we hope to develop a broader and 
more nuanced understanding of how autism can be experienced and 
contextualised from a first-hand perspective. Aligning with a 
neurodiversity perspective on autism, in which cognitive difference is 
perceived as part of human diversity and as such value-neutral (Kapp 
et al., 2013; Stenning and Rosqvist, 2021), we seek to gain deeper insight 
into autistic girls in their daily school life as understood and perceived 
by them, which is of interest for both further research and educational 
practice. In order to understand the girls’ experiences from a socio-
cultural perspective in which not just the complexity of having an 
autism diagnosis is considered important but this complexity is situated 
in a cultural context (Conn, 2014; Leveto, 2018), it is important to 
describe the Swedish school context from which these narratives derive.

1.3 The Swedish context

In Sweden, the Education Act of 2010 (SFS, 2010, p.  801) 
stipulates that all autistic children with no intellectual disability are 
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to be  educated in mainstream settings (van Kessel et  al., 2019). 
Children attend school at the age of 7 and the school system is 
divided into three phases: primary school (years 1–3), middle school 
(years 4–6) and secondary school (years 7–9). The Swedish school 
system has a long tradition of inclusive education, guided by the 
vision of “one school for all,” and meeting the needs of all students 
within general education has been a clearly stated goal of Swedish 
Education policy since the 1990s (Göransson et al., 2011). Individual 
needs drive the provision of accommodations in school and a 
disability diagnosis is not required to be eligible for support (SFS, 
2010, p.  801). The support system has two levels: firstly, 
accommodations and adjustments for minor support needs which are 
often provided within the classroom; and secondly more extensive 
and long-term special support (Skolverket, 2014).

However, there is increasing evidence to suggest that schools in 
Sweden are not always meeting the educational needs of autistic 
students (Leifler et  al., 2022; Leifler et  al., 2021). Recent studies 
indicate that more than half of the autistic students may not achieve 
passing grades in core subjects (Anderson, 2020). In a longitudinal 
register-based study, autistic students were less likely than their peers 
to qualify for upper secondary school, and autistic girls were at greater 
risk of not qualifying than autistic boys (Stark et  al., 2021). 
Additionally, absenteeism has been found to be higher among students 
with autism than among non-autistic students (Nordin et al., 2023), 
with girls accounting for the highest levels of absenteeism and 
appearing to be the most vulnerable (Anderson, 2020). In Sweden, 
secondary school represents the last 3 years of compulsory education 
(year 7–9) with students attending between the ages of 13–15 (SFS, 
2010, p. 801). The transition from middle to secondary school places 
increased demands on students to demonstrate personal responsibility 
and independence, and the curriculum strongly emphasises 
communicative abilities and individual autonomy (Lgr22, 2022).

2 Methods

The current qualitative study aims to examine how adolescent 
girls experience having an autism diagnosis within a school context 
and how it shapes the ways to navigate their school life. Drawing on a 
socio-cultural theoretical perspective where the interactions in a given 
context are viewed as ongoing and shifting (Conn, 2014; Nasir and 
Hand, 2006), the study is conducted in Swedish Secondary school and 
focuses on narratives of 11 adolescent autistic girls.

2.1 Participants

The research data include 22 semi-structured interviews with 11 
adolescent autistic girls, age 13–15, attending secondary schools. After 
obtaining approval from the Swedish Ethical Review Authority,2 
contact was established with potential participants through online 
communities about autism and special education for parents and 
educators, and through the first author’s professional network. To 

2 Dnr 2022-01274-01.

facilitate in-person meetings with the girls, the study was limited to 
the area in and around a large city in western Sweden.

Parents who expressed interest in the study were contacted by 
the first author by text message or telephone call, during which the 
study was briefly presented and the request to participate was made. 
Following this initial contact, two information sheets were handed 
out, one for the adolescent girls and one for their parents. Consent 
from the adolescent girls was obtained in stages: the study was first 
presented to the girls by a parent or, in a few cases, teacher, to allow 
the girls to consider participation in a safe space. Some of the girls 
had follow-up questions which were answered via a text message. 
Once a positive response was received, meetings were set up between 
the first author and each girl, at a location of the latter’s choice and 
in presence of an accompanying person if they wished. When 
meeting the participant, oral and written information was provided 
to clarify the purpose of the study and their involvement. At this 
point written consent was obtained from the girl and the parents by 
the researcher.

All participants attended mainstream secondary schools, grade 
7–9. The size of the schools they attended varied, from about 100 to 
500 students. Class size varied from 20 to 30 students. Each 
participant belonged to a class and, through that, linked to a mentor 
who had an overview of their situation at school and collaborated 
with them and their family. During the school day students met 
different subject teachers and moved between different classrooms, 
as is typical in a Swedish secondary school setting. Of the 11 girls, 
nine had been diagnosed with autism during their primary and 
middle school years and two more recently while in secondary 
school. Eight participants reported having other diagnoses as well as 
autism, with ADHD, ADD, and anxiety being most frequently 
reported. The presence of multiple diagnoses is not surprising and is 
reflective of autism in general (Kopp, 2010; Kutscher, 2014). Nine of 
the 11 participants had various types of support, adjustment, and 
accommodations in place. Four participants had the option of 
moving between the regular class and a small group setting with 
increased adult support during the day, and five had individual plans 
that exempted them from certain compulsory subjects. All 
participants spoke Swedish as their mother tongue. Their parents 
could be  described as Caucasian and, based on their profession, 
middle-class. Specific data on socioeconomic status were not 
recorded. Information regarding the participants´ educational and 
diagnostic status, and interview situation is presented in Table 1. To 
maintain confidentiality pseudonyms used in the article for 
participants are not linked to the information provided in the table.

2.2 Semi-structured interview

Each participant was interviewed by the first author on two 
occasions a few weeks apart. As the participants were vulnerable in 
terms of both their age and their diagnosis, which can entail 
communication difficulties, these meetings were planned with 
particular sensitivity. A conscious effort was made to give participants 
significant influence over the interview situation so that they could 
feel safe and comfortable. They were free to select their preferred 
place and time and given the option of bringing a companion if this 
would make them feel more at ease. Five girls attended the interviews 

https://doi.org/10.3389/feduc.2024.1461054
https://www.frontiersin.org/journals/education
https://www.frontiersin.org


Josefsson and Taneja Johansson 10.3389/feduc.2024.1461054

Frontiers in Education 05 frontiersin.org

with their mothers. The interviews were approximately 30–50 min in 
length. Each meeting began by informing the participant that they 
were not obliged to answer and could ask for a break or stop the 
interview at any point. One participant did not want the first 
interview to be recorded. Otherwise, the remaining 21 interviews 
were audio recorded and transcribed verbatim, and participants were 
assigned a pseudonym. Both interviews were developed and 
conducted as part of a broader piece of research focusing on autistic 
girls’ opportunities for participation in secondary school.

The first interview followed an interview guide built upon both 
previous research and the authors´ understanding of organisation of 
Swedish secondary schools. The open-ended questions were designed 
to allow exploration of a typical school day, both pedagogical and 
social. The main questions were of a visual and practical nature such 
as “On this line, where the number one is terrible and number 10 is 
great, can you fill in what number you think of when I say math?.” 
Several questions then followed that aimed to deepen and 
contextualise the girl’s rating, addressing the classroom environment, 
collaboration, relationships with peers and staff, treatment, support, 
and learning strategies. Most of the participants had been through 
some form of school failure, and our approach was to lead the 
questions in a stepwise and sensitive manner to capture different 
dimensions of their experiences of everyday life in school (Punch, 
2002; Rasmussen and Pagsberg, 2019). The second interview was 
developed using the information and analysis from the first interview 
and was designed in the form of a mind map of questions and 
statements that the researcher and participant explored together. One 
of the themes discussed was “making sense of the diagnosis,” including 
if and how it had affected the girl’s life and what she felt it was 
essential for those around her to consider.

2.3 Data analysis

Each participant’s narrative from the first and second interviews was 
analysed according to the principles of Reflexive Thematic Analysis as 
outlined by Braun and Clarke (2021, 2023). The interviews were 
conducted and analysed by the first author, who has a background as a 
teacher and special needs educator. The first author listened to the 
interviews multiple times to familiarise with the girls’ narratives, and 
through this process the author’s experience within the school context 
was supportive to shape an idea and understanding of the girls’ daily 
school life. In order to forefront participant-based meaning a 
predominantly inductive approach to coding was adopted. The codes 
were then clustered and organised into themes. For example, phrases and 
words dealing with loneliness, bullying, and absenteeism became codes 
which then formed a cluster dealing with exclusion. When the codes 
were further analysed by re-reading the interviews it became clear that, 
in context, the exclusion cluster related to how the girls perceived others’ 
perceptions and understanding of autism, i.e., the label in a school 
context. The process can be described as circular as various themes were 
explored further and sometimes became intertwined to form a new 
theme During this process it was also essential to take a theoretical 
approach through research literature, and most important to actively 
reflect on the first author’s situatedness within the study with the second 
author as well as discuss the ongoing analysis and emerging themes with 
her. In the last steps of the analysis, the emphasis was on understanding 
how the girls gave meaning to the way they were navigating in their 
everyday school lives, i.e., how they made different choices based on 
their perceptions and understanding of their surrounding environment. 
This led to the identification of three interlinked themes, which 
highlights the tensions in daily school life as described by participants.

TABLE 1 Participant information regarding grade, diagnosis, and interview setting.

Participant Grade at the time 
of interview

Diagnosis Time period when 
autism was diagnosed

Place of 
interview

Accompanying person 
during interview

Nr. 1 Grade 9 Autism

ADD

Grade 5 Home Mother

Nr. 2 Grade 9 Autism Grade 8 University Mother

Nr. 3 Grade 9 Autism

Language disorder

Grade 4 School Mother

Nr. 4 Grade 9 Autism

Anxiety

Grade 3 Home Mother

Nr. 5 Grade 7 Autism

ADHD

Grade 1–3 Home Mother

Nr. 6 Grade 8 Autism Grade 4–6 School

Nr. 7 Grade 9 Autism Grade 1–3 School

Nr. 8 Grade 9 Autism

ADD

Grade 4–6 School

Nr. 9 Grade 7 Autism

ADHD

TICS

Grade 1–3 School

Nr. 10 Grade 7 Autism

ADHD

Grade 6 School

Nr. 11 Grade 9 Autism

Anxiety

Grade 9 School
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3 Findings

The first theme relates to the different meanings the diagnosis had 
for the participants on a personal level, and how this sensemaking has 
implications for the way they navigate in school. The second theme 
relates to how they make sense of and experience being labelled within 
the secondary school context. Building on theme one and two, the final 
theme focuses specifically on how autistic girls navigate disclosure 
within the school context. Quotes from participants along with their 
pseudonym have been included in order to illustrate and validate the 
themes. The findings are summarised and visualised in Figure 1.

3.1 Navigating the diagnosis on a personal 
level

In many of the participant’s accounts the diagnosis of autism was 
perceived as a route to greater self-understanding. The diagnosis 
seemed to have helped participants re-script troubling previous 
experiences at school and understand them. Accounts of their own 
failure were gradually replaced by recognition and understanding of 
the actual difficulties and challenges they had faced in the school 
context. For most of the participants this was described as a positive 
experience, giving them more insight into their own individual 
preferences and functioning.

I might see myself in a slightly different way after the diagnosis 
[…] I guess it's a positive change, since the diagnosis has enabled 
me to work more on stuff I have difficulty with. (Tove)

It is a relief to have a diagnosis, to understand why things can 
be  difficult for me. […] I  would say the social part of it is 
challenging, I need a lot of time for myself. (Thea)

Over time, participants noted that new insights into some of their 
own difficulties with the concept of autism were important in 
navigating their current situation. These not only gave them a sense of 
better understanding of themselves but also aided them in both coping 
and in developing strategies to deal with some of these challenges. 
Thea described her experience of this development:

At first, I didn’t understand when people made jokes all the time, 
sarcasm and stuff like that. But I learned, so now I do understand 
[…] and my friends also explained.

Although being able to better recognise how their diagnosis affected 
them enabled participants to take positive action, the diagnosis also risked 
being seen as ́ evidence´ that there is something permanently wrong with 
them. Tove, a girl who had recently received her diagnosis having 
struggled with friends and relationships for many years, elaborated on this 
feeling: “Now I understand little why I’m so different, why no one wants 
to be with me. Now I’ve got an explanation for it anyway.”

While participants´ accounts show that their autism diagnosis was 
important to their self-understanding, it is striking that little attention 
seems to have been paid to supporting them to do this post-diagnosis. 
Six of the girls who had been diagnosed in middle school (year 4–6) 
retrospectively described how they expected, and still wish that they had 
been provided with, assistance in understanding the connection 
between autism and the difficulties and challenges they were 
experiencing, many of which they did not see their peers struggling with.

FIGURE 1

Visualization of the main themes and the tension fields that emerged.
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Before I was diagnosed, I wondered "What's wrong with me?"' 
I would build up expectations, everything will be better soon. But 
once I  received the diagnosis, nothing happened or changed, 
maybe the diagnosis didn't have any meaning? (Beata)

This need for a deeper self-understanding was not fulfilled the time 
after receiving the diagnosis. According to their narratives, none of the 
participants felt that they had received sustainable support from the 
health care system to make sense of how the diagnosis would affect 
them and no such support was provided from their school. When 
asked about how she felt when she received the diagnosis, and whether 
getting it somehow changed how she perceived herself, Beata was 
emotional and struggled to find the right words, becoming silent for a 
while. She had tried unsuccessfully to get support to explore the 
possible impact on a personal level and explained:

I wanted help, and I was supposed to have a meeting with the 
school counsellor, but it never happened. Well, I tried anyway… 
Because I  realised that I've never really reflected on it. And 
I haven't talked about it with anyone close to me either.

With little external support to make sense of the diagnosis on 
offer, over time many of the girls seemed to have taken on 
responsibility themselves to search for knowledge and develop the 
understanding they desired, as illustrated in Tove’s statement:

I have only been at BUP [Child and Adolescent Mental Health 
Services] a few times. I have found a lot of information on the 
Internet, I’ve read quite a lot about autism because I  think it’s 
exciting now that I have it. When you read about it, you can find 
out things that help you in your everyday life.

It is important to note, that not all of the participants expressed 
that the autism diagnosis was valuable for self-understanding or 
the need for support. On the contrary, some distanced themselves 
from the diagnosis, demonstrating what would seem to 
be indifference.

There is another diagnosis, I think it is called TICS or something 
like that, I hate it! […] Autism, I don’t know, it doesn’t bother me, 
I don’t care about that diagnosis. (Tyra)

Receiving an autism diagnosis hasn’t helped me in school because 
I already have ADD […] ADD is not a good diagnosis, it sucks! 
So, when I got autism, it was nothing new really. Sure, you can 
write it down on paper, in my world I couldn’t care less. (Klara)

As evidenced by these accounts, Tyra and Klara have other 
diagnoses in addition to autism. This was the case for seven of the 
participants in this study and having multiple diagnoses is not 
uncommon (Kopp, 2010; Kutscher, 2014; Stark et al., 2021). Both Tyra 
and Klara illustrate the complexity of understanding how different 
diagnoses may be  intertwined. It seems that at some point an 
additional diagnosis stops making sense and becomes more of a 
burden, as expressed by Frida on receiving yet another diagnosis:

I didn’t want it! It was so annoying to get it, I can tell you that! 
You know, when they told me I had autism.

As noted earlier, having received little support to make sense of 
the autism diagnosis on a personal level or how it might relate to other 
diagnoses, for some of the girls autism ended up becoming just 
another label.

3.2 Navigating the autism label in a school 
context

An autism diagnosis was not just important to the participants on 
a personal level but was also ascribed meaning within the social 
context of school, both by staff and other students.

Participants’ narratives evidence how the diagnostic label 
legitimised their needs and increased their access to support and 
adjustments. For several participants, the label made them feel seen 
and heard by school staff and seemed to provide confirmation that 
their needs were legitimate. In this context, the participants expressed 
a sense of relief about no longer being forced to be  exposed to 
situations in school that elicited anxiety and subsequent 
non-attendance. Moa, who had a history of anxiety and absenteeism, 
reflects on the impact of the autism label:

The diagnosis has changed school, I don’t have to do all those 
things I had to do before I got the diagnosis, like presenting in 
front of the class […] It makes it easier to go to school, because it 
used to be troublesome.

Within the school context, the autism label both explained the 
difficulties faced by the girls and was perceived as a key for accessing 
the right support. A few participants explained that post-diagnosis 
they were met with better understanding by the teachers and 
provided with adjustments and strategies to help them cope with 
daily school life. Others, like Frida, described that support had 
already been in place but was modified post-diagnosis to better 
match her needs.

However, some participants appreciated the diagnosis but did not 
necessarily see its value in school and expressed clear resistance to the 
label as it limited perceptions of them. Three of the participants 
expressed resistance to the view that the diagnosis itself should in 
some way facilitate life in school, questioning the assumed 
connection between adjustments in the learning environment 
and autism.

When I  need adjustments or support, I  don’t blame it on my 
diagnosis really. It’s just how I function. (Bianca)

Others, like Tove, elucidated how a structured learning 
environment would benefit all students, a claim often raised in 
research on inclusive education (Nilholm and Alm, 2010; Olsson and 
Nilholm, 2023).

I suppose that for many students it’s difficult when teacher doesn’t 
explain properly. It can be  difficult for many who do not 
have autism!

One particular concern driving resistance to the label related to 
the stereotypes associated with it, that is, how peers in the school 
setting view autism and common misconceptions. When Thea 
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discussed the meaning of autism, she was quick to say that she gets the 
support she needs, but expressed sadness that others think only in 
terms of stereotypes.

It is sad that most people don’t really know what it means and only 
think of the stereotype. Like you’re supposed to be super smart at 
everything, like in the movies!

The fear of being stigmatised was evident in eight of the 
participants’ accounts. They described how having the diagnostic label 
can diminish them, giving accounts of being put in a box and seen as 
odd, based on misconceptions associated with autism. There was also 
an awareness that the label might have negative consequences for 
social interaction and relationships. Bianca, who has not shared her 
diagnosis with any of her peers at her new school, elaborates on 
this feeling:

When in school I’m really aware of my diagnosis all the time. If 
I hang out with some people, what will happen if I say this or this? 
Will they notice anything strange?

It therefore seemed challenging for many of the girls to embrace 
the diagnosis. Olivia elaborated on this complex issue:

It's not really something I should be ashamed of, but I find it a bit 
hard to be labelled as different.

This sense of being perceived by others as different, accompanied 
by a desire to belong, created a field of tension in the girls’ accounts 
and seemed to have a strong impact on how they socially navigated 
their everyday school lives. Having previously experienced isolation 
and victimisation, and in some cases continuing to experience 
loneliness, their narratives reflected not so much how I am, but rather 
how I should be in order to have a functioning social life. This finding 
aligns with previous research on autistic girls which highlights 
difficulties with friendships and norms, and their use of various 
strategies to fit in (Dean et al., 2017; Myles et al., 2019; Tierney et al., 
2016; Tubío-Fungueiriño et al., 2021).

3.3 Navigating disclosure

Being aware of the stereotypes associated with the label of autism, 
participants reflected in nuanced ways on when and why to disclose 
their diagnosis. None of the participants were completely open about 
their diagnosis, and they expressed a general hesitance:

I don’t want to tell people about my autism, I know it’s normal, but 
everyone doesn’t need to know. (Olivia)

You know, I really don’t speak out loud to everyone that I have a 
diagnosis! (Moa).

For nine of the participants, misconceptions about the diagnosis 
kept them from disclosing to more than just the people closest to 
them. They worried that stereotypical understandings of the label 
would change others’ perceptions of them, not reflecting who they 

actually are. Thus, rather than provoking understanding, they feared 
that disclosure might have the opposite effect and result in stigma.

This norm that surrounds autism, not many people know what it 
actually means. […] So, if I say that I have autism, everyone else 
goes like “Oh!” as if you are mentally disturbed. The awareness of 
autism in others is important, so that you  dare to 
be yourself. (Beata)

Beata emphasises the importance of daring to be yourself and 
feeling safe with how the diagnosis will be received, which entails 
others having an awareness which extends beyond stereotypes.

Participants explained how they were navigating the dilemma of 
disclosure in secondary school in different ways. For a majority, 
disclosure was apparently limited to a few trusted friends. For some, 
this was clearly shaped by past experiences in which disclosing their 
autism had resulted in stigma and bullying:

I used to inform, but there were people who teased me then. […] 
I usually wait until I know the person better before I  tell and 
explain. It's quite difficult to explain what it means, because hardly 
anyone is familiar with it. (Thea)

In contrast, four of the participants saw little purpose in disclosing 
their diagnosis at school. The sole underlying reason for this was the 
negative consequences of stigmatisation, such as becoming the 
´strange child´. Klara, who had changed schools between primary and 
secondary level in the hope of a new start, still felt that she had no 
friends and described her experience:

You get stared at in a way! I don’t know why, but no one in your 
class wants to become friend with the peculiar child who needs a 
lot of extra support.

It is noteworthy that participants’ decisions regarding disclosure 
were not always based on social premises, but also took into 
consideration the possible consequences for their school work. Such 
a pragmatic approach to disclosure was adopted by Tove, who based 
her decision on whether or not sharing her diagnosis had an impact 
on her achievements at school:

If I collaborate with someone in my class, I can tell them about my 
autism. Quite a few people know about it. I  don’t personally 
change in any way, just that they know that I have autism.

Navigating disclosure thus seemed to be largely driven by a wish 
to be understood and, at the same time, a fear of stigmatisation, i.e., 
being perceived not just as different, but “different-er” (Mesa and 
Hamilton, 2022, p. 225).

4 Discussion

This qualitative study explored how adolescent autistic girls 
navigate their diagnosis within a mainstream school context in 
Sweden, a setting where the concept of inclusion underpins the vision 
and organisation of schooling. Through the girls’ narratives, 
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we identified a critical need for guidance post diagnosis to build their 
self-understanding and enable them to develop strategies for 
navigating school and their social relationships more effectively. In the 
absence of this support, the girls seemed to navigate their everyday 
lives by creating a personal understanding of autism within the 
context of their families and their social surroundings. Most strikingly, 
the girls expressed awareness of, and vigilance about, the perceptions 
and understanding of autism in their school setting, which has 
consequences in terms of support, but also in terms of exclusion and 
stigmatisation. This created a field of tension between the social 
context of school, its values and norms, and the girls’ personal 
experiences and views about autism.

On a personal level, the findings show that a diagnosis is both a 
supportive factor for greater self-understanding and can serve as a 
recognition of the challenges that the girls have experienced in their 
lives, which is in turn perceived as a relief and a basis for coping 
strategies. This knowledge and insight helped them to navigate their 
current situation, supporting the importance of a timely diagnosis 
(Duvekot et al., 2017; Kanfiszer et al., 2017; Loomes et al., 2017). 
We noted that participants’ paths to knowledge and insight, i.e., a 
deeper understanding of what autism entails for them in their life 
situation, were described as unclear, and they expressed a clear desire 
for guidance. Despite participants’ quest for a nuanced and personal 
understanding of their diagnosis, their experiences point to the 
absence of collective guidance for how this process should be handled 
by society at large. This has been described in earlier research (Falkmer 
et al., 2012; Milner et al., 2019) as implicitly making the girl and her 
family responsible for processing and making sense of the diagnosis.

The process of building a self-understanding post diagnosis is 
complex (Jones et al., 2015; Mogensen and Mason, 2015) and, with 
queues of over a year to get a neurodevelopmental assessment in 
Sweden, debates have focused on getting a diagnosis rather than what 
happens post diagnosis. It can be  argued that, by leaving it to 
themselves to develop a deeper self-understanding in relation to the 
diagnosis, the social surroundings which the girls must navigate 
become immensely influential: the relevant sociocultural discourse 
and its values and norms will shape how they develop their sense of 
self (Mesa and Hamilton, 2022; Mo et al., 2022). Moreover, at a time 
when an increasing numbers of girls are receiving an autism diagnosis 
(Carpenter et al., 2019; Kopp, 2010), a large body of research is driven 
by a psycho-medical perspective which focuses on improving 
diagnostic tools and interventions based on autism symptomatology 
(Pellicano and Houting, 2022), failing to contextualise individual 
experiences. As a result, less attention is paid to the issues that the girls 
in this study raise, such as their wish for post diagnosis guidance to 
understand autism for themselves, taking into account their individual 
abilities and the contexts in which they find themselves.

While on a personal level having a diagnosis was mostly seen 
positively, the girls expressed ambivalence about making sense of the 
diagnosis in the school context. This ambivalence centred on a 
dichotomy between educational and social participation. As a result of 
being diagnosed, there was a feeling of being seen and heard in the 
educational context and receiving increased and positively modified 
support. At the same time, the findings indicate that the girls are highly 
aware that being labelled autistic can be perceived as a disadvantage by 
others. In this study, participants were concerned about being excluded 
and stigmatised within the school context. Previous research on autism 
suggests that this concern is justified, as it has found that loneliness 

increases from adolescence through early adulthood (Schiltz et al., 
2024) which itself has negative consequences (Kwan et al., 2020).

Previous research has used concepts such as masking, 
camouflaging, and mirroring to explain how autistic girls strive to fit 
into the norm. Strategies which in itself has a very negative long-term 
impact on their wellbeing and mental health (Goodall and 
Mackenzie, 2019; Mesa and Hamilton, 2022; Sedgewick et al., 2018; 
Tomlinson et al., 2020; Tubío-Fungueiriño et al., 2021). However, the 
current study extends and nuances previous research since it 
contextualises girls’ experiences and highlights how the realm within 
the walls of school, with its particular norms and values, shapes how 
the girls navigate their everyday lives. It recognises the girls’ 
awareness of how the values and norms within the school context 
affect them and that they deal constantly with stigma, navigating 
between those aspects of school that are beneficial and supportive for 
them and the fear of stigmatisation (Goffman, 1963). Participants 
described having to justify themselves and the feeling of being seen 
as “odd,” demonstrating the fear of how other people might respond 
to and interact with them (Fondelli and Rober, 2017). This tension 
risks triggering self-stigma (Goffman, 1963), in which the girls 
internalise negative experiences and the views of others. A systematic 
review by Han et al. (2022) showed that autistic people often feel 
stigmatised due to negative treatment by and the attitudes of others, 
which affects their self-perception. This has also been illustrated in a 
Swedish study which showed how, over time, a girl with ADHD was 
constructed as disabled in a school context and ultimately identified 
herself as such in a negative way (Hjörne and Evaldsson, 2015). 
Overall, this feeling of stigmatization has a significant impact on their 
quality of life; it links back to the girls’ wellbeing and escalation of 
risk to co-occurring conditions, e.g., school absence, anxiety, self-
harm and depression (Kwan et al., 2020; Schiltz et al., 2024; Stark 
et al., 2021).

Adolescence is a crucial and in many ways revolutionary stage in 
life (Kroger et al., 2010). Significant developments take place, and 
individuals can face crossroads at which life can take a turn for the 
better or the worse. For adolescent girls with autism, one of these 
crossroads is coping with disclosure, weighing up the benefits and 
consequences in the context in which they find themselves. The girls 
in this study describe the importance of feeling safe and daring to 
be themselves. Most of them have disclosed to only a few people, 
aligning with previous research (Milner et al., 2019; Rainsberry, 2017), 
and are caught between a desire for acceptance and the fear of stigma 
and exclusion. This illustrates that labels have the power to taint an 
individual’s identity (Goffman, 1963), and the importance of nurturing 
and supporting a positive identity, showing that further research into 
the impacts of a diagnosis and the challenges faced by autistic girls 
is needed.

Swedish schools are supposed to work inclusively and have a clear 
ambition to do so but there are shortcomings in practice (Bölte et al., 
2021; Leifler et al., 2022; Lüddeckens et al., 2022). Alarmingly, research 
demonstrates that adolescent females in Swedish secondary schools 
experience more stress and poorer mental health than adolescent males 
(Giota and Gustafsson, 2017). Even more concerning is that autistic 
girls in secondary school are at risk of more absenteeism and failing 
grades, which create significant risks for their future and wellbeing 
(Anderson, 2020; Stark et al., 2021). In the current study, the girls asked 
for greater acknowledgment and acceptance of diversity, based on an 
understanding which accommodates differences without imposing 
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negative values or stereotypical perceptions (Moore et al., 2022). This 
points to the need for better communication to build mutual 
understanding about differences (Kanfiszer et al., 2017; Ranson and 
Byrne, 2014). Focusing research, knowledge, and discussion purely on 
what autism is in a biomedical sense risk reinforcing the notion that 
autism is something fundamentally different, allowing an exclusionary 
discourse to prevail at the expense of working towards participation 
and inclusion (Fondelli and Rober, 2017). Our findings emphasise the 
need for greater focus on awareness of neurodiversity within school 
contexts, not just in terms of teaching strategies and the limitations 
associated with autism, but actually working on developing acceptance 
of neurodiversity among peers, making the school environment a space 
in which all students feel accepted and valued for being who they are 
(Conn, 2014; Pellicano and Houting, 2022). Swedish schools, with their 
ongoing commitment to and processes for inclusion, have been paying 
attention to various strategies and adjustments to make the school 
environment more accessible for students with autism, yet the girls in 
this study stress the need for further work and attention on developing 
a deeper understanding and acceptance of diversity.

5 Conclusion

An important agenda behind this study is to listen to the voices 
of autistic girls within an educational context. By listening to and 
interpreting the girls’ narratives within a social context, the study 
contributes a deeper and broader understanding of the girls’ 
situation, and how they navigate everyday school life and 
relationships in a field of tension between perceptions, expectations, 
and hidden norms. Their experiences and perspectives provide 
useful insights not only about autism but also about the need to 
understand that diversity is not in itself a deficiency, but that others’ 
misconceptions of diversity have an impact on the girls’ agency and 
wellbeing at school: as Beata emphasised, “to dare to be yourself…” 
Our approach to interviewing the young girls was to provide a safe 
space for them to articulate what they felt it was important for 
others to know and what they wanted the research to communicate. 
Listening to the girls and giving them the freedom to discuss their 
experiences within a school context, on their own terms, resulted 
in a more profound and nuanced understanding of their experience 
which enriches our knowledge of this group (O’Dell et al., 2016; 
Taneja-Johansson, 2023). A limitation of this research is that the 
girls in this study could be described as coming from a relatively 
homogeneous social group, living with Swedish-speaking parents 
in middle-class areas, meaning that the voices and experiences of 
those with other ethnicities and socio-economic backgrounds are 
absent (Taneja-Johansson, 2023). A more diverse sample could 
contribute to more nuanced and varied outcomes. Further, neither 
of the authors are autistic and we acknowledge our subjectivity and 
inability to fully understand the girls’ accounts while observing 
through a neurotypical lens (Stenning and Rosqvist, 2021). 
Nevertheless, the findings provide important insights into 
adolescent autistic girls’ navigation of everyday school life in 
secondary school, highlighting questions as to whether our 
understanding of support in the school context is sufficient and 
adequately matches the needs and realities of the girls. It would 
be interesting to investigate these questions further.

In their school life, the girls navigate between making sense of 
the diagnosis in the personal sphere and the social expectations of 
the context. Their accounts illustrate the complex reality of their 
lives post diagnosis, reflecting the often limited sensitivity to 
diversity in schools and the personal consequences this has in 
terms of fear of stigmatisation, during a stage of life that requires 
thoughtfulness and conscious awareness from the surroundings 
given that significant developments are taking place in a short 
period of time (Botha et al., 2022; O’Connor et al., 2024; Schiltz 
et  al., 2024). Arguably, these findings are not new but rather 
confirm and support a longstanding and growing body of research 
on autistic girls. That is, knowledge and research exist but are still 
not sufficiently made visible in school policies and practices, with 
negative consequences for girls’ wellbeing and schooling. 
Important implications for school professionals include the need 
to develop a wider understanding of these girls’ situation, 
influencing approach to understanding and responds to the 
girls’needs. Drawing on this study, there is a need for further 
research addressing the social experiences of autistic girls in 
relation to age and educational contexts, in order to create a more 
comprehensive and in-depth understanding. Further, their 
narratives make visible a complexity that is interesting. The feeling 
of being different is described by the girls both in relation to their 
attempts to fit into the norms as a girl and the attempt to 
understand autism beyond the stereotypical description based on 
males. We glimpse a tension between issues related to gender and 
issues related to having a diagnosis. A two-fold dilemma becomes 
visible in the girls’ situation: being an autistic girl may 
be stigmatising both in relation to neurotypical girls and to autistic 
boys (Kopp and Gillberg, 2011; McLinden and Sedgewick, 2023; 
Sedgewick et al., 2018). This creates a lack of understanding that 
should be explored further in both future research and everyday 
practice, as deeper understanding may contribute to better and 
more sensitive support.
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