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Introduction 

The experience of loneliness and isolation emerges as a consistent theme in current 

studies of autistic adults’1 well-being and experience of social support and social 

relationships (Baldwin & Costley, 2016; Causton-Theoharis, Ashby, & Cosier, 2009; 

Chen, Bundy, Cordier, Chien, & Einfeld, 2017; Griffith, Totsika, Nash, & Hastings, 2012; 

Milton & Sims, 2016; Müller, Schuler, & Yates, 2008). High degrees of experienced 

loneliness are reported for autistic adults (Mazurek, 2014) and the prevalence of 

experienced loneliness is higher for autistic children and adolescents when compared to 

non-autistic individuals (e.g. Bauminger and Kasari 2000, Lasgaard et al 2010). Bauminger 

and Kasari (2000) investigated the definition of loneliness in autistic children and 

adolescents and found that the autistic children typically left out the affective dimension of 

loneliness in their definitions compared to non-autistic peers. The understanding of 

loneliness in autistic adults has not been investigated specifically. 

 
1 The autism-first terminology used in this paper is based on the endorsement of the majority 

of autistic individuals and their family members in a recent UK study (Kenny et al., 2016). 

https://doi.org/10.1080/19012276.2019.1625068


 

 

Autism spectrum disorder (autism) is a neurocognitive disorder characterised by 

persistent difficulties in social communication and social interaction as well as restrictive, 

repetitive patterns of behaviour, interest or activities. It has so far been a consistent finding 

and conclusion that the core characteristics of autism may be risk factors for more limited 

social networks (Chen et al., 2017; Merkler, 2007) and potentially also loneliness 

(Lasgaard et al., 2010; Merkler, 2007). However, more information is needed on how 

autistic adults understand the concept of loneliness and whether the general theoretical 

understanding of loneliness is adequate for the experience and understanding of autistic 

adults.  

Loneliness has been defined as an unpleasant emotion arising from the subjective 

experience of a discrepancy between experienced and desired relationships, when the 

network of social relations is perceived as quantitatively or qualitatively deficient in some 

way important to the individual (Perlman & Peplau, 1981). This definition distinguishes 

loneliness from related concepts such as aloneness and solitude. Being alone does not 

necessarily mean being lonely and periods of solitude may for some be equally important 

for a sense of well-being (Perlman & Peplau, 1984). Loneliness is a common and typically 

transient experience which may serve as an important adaptive function (Cacioppo, 

Cacioppo, & Boomsma, 2014), but a more prolonged experience of loneliness has been 

linked to negative consequences in regard to physical and mental health problems (Holt-

Lunstad, Smith, Baker, Harris, & Stephenson, 2015; Lasgaard, Goossens, & Elklit, 2011). 

Different types or dimensions of loneliness have been suggested (Peplau & Perlman, 1982; 

Perlman & Peplau, 1981) including a distinction between emotional loneliness: a sense of 

isolation in intimate relationships, social loneliness: the lack of social connectedness or 

community with others and the lack of a social identity as may be experienced in the 



 

 

connectedness to a group, beyond the level of the specific individuals (Hawkley, Browne, 

& Cacioppo, 2005). Phenomenological perspectives on loneliness further identify a sense 

of isolation in relation to oneself, either based on a discrepancy between the sense of self 

and others’ perception of the self, or based on e.g. putting up a façade to gain the 

acceptance of others (Pollio, Henley, Thompson, & Barrell, 2006). Currently, the interplay 

between societal factors (e.g. strength of societal welfare, demographic composition and 

cultural norms and values) and individual factors (e.g. living conditions, social integration 

and social expectations) are seen as essential for understanding the emergence of loneliness 

(de Jong-Gierveld, van Tilburg, & Dykstra, 2006). Different interventions have been 

investigated. A meta-analysis classifying interventions aimed at loneliness and social 

isolation as either focusing on improving social skills, enhancing social support, increasing 

social opportunities or changing cognitions found interventions aimed at changing 

cognitions to be most efficient (Masi, Chen, Hawkley, & Cacioppo, 2011).  

Very few studies have specifically investigated loneliness in autistic adults. In a PhD 

thesis Merkler (2007) present survey data investigating the interaction between levels of 

distress, levels of adjustment and the experience of loneliness and isolation in regard to 

dyadic relationships and social network membership for 37 autistic adults ages 18-52 

(M=29.65, SD=10.19) compared to 82 typically developing college freshmen, ages 17-19 

(M=18, SD = 0.33). The autistic adults were more likely to experience both social and 

dyadic isolation, but the level of distress associated with the experience of isolation was 

comparable to that of typically developing peers. A higher rate of mental health difficulties 

was found in the autism group, but these difficulties were not directly associated with the 

experience of isolation. However, the age difference between the included autistic adults 

and the comparison group give rise to caution in the interpretation of the results. Mazurek 



 

 

(2014) investigated the relationship between loneliness, friendship and well-being in a 

survey including 108 adults with autism, ages 18-62 and found higher levels of loneliness 

to be associated with increased symptoms of depression and anxiety, decreased life 

satisfaction and self-esteem when controlling for level of autism symptoms. Reports of a 

greater quantity and quality of friendship were associated with decreased loneliness but did 

not moderate the relationship between loneliness and well-being. Chen and colleagues 

(2017) sampled everyday experiences of social interaction in 30 autistic adults, ages 16-45 

in Australia and Taiwan. Participants were prompted 7 times each day for 7 consecutive 

days to register primary activity, the category of social partner(s), their level of interest and 

degree of involvement, their current emotional experience (enjoyment, anxiety or 

loneliness) and whether, in a social interaction, they would have preferred to be alone. The 

study found a relatively low frequency of social participation, but the reported loneliness 

varied only a little across different activities and between being alone or with others. When 

alone, the majority of participants preferred to be alone. When interacting with others, the 

majority did not report a preference to be alone but a higher degree of emotional 

experience was noted on all parameters, except loneliness. The authors concluded that 

negative experiences and emotions seem to be context-specific and that social activities 

were often associated with social anxiety. The authors suggested exploring in-the-moment 

experiences to get the contextually relevant information for targeting interventions and 

recommended that anxiety management should be a target in interventions focusing on 

promoting social skills.  

As loneliness is conceptually linked to discrepancy between desired and actual social 

relationships, studies of how social relationships are actually experienced by autistic adults 

may also add to our understanding. How autistic adults perceive their own relationships has 



 

 

so far been investigated using interviews (Müller et al., 2008) or systematic exploration of 

texts written by autistic individuals (Causton-Theoharis et al., 2009; Milton & Sims, 2016).  

Müller, Schuller & Yates (2008) explored the perspectives of 18 adults with autism, ages 18-

62, regarding social challenges and support. They found that social experiences could be 

described by the features: profound sense of isolation, difficulty initiating social interactions, 

challenges related to communication, longing for intimacy and a desire to contribute and 

develop social awareness. The description of isolation in this study is the feature most closely 

related to the concept of loneliness and refers to both a more concrete isolation and the pain of 

isolation. Age was linked to an increased sense of being different, alone or out of place, 

leading to an increase in the negative emotions related to this isolation, such as loneliness, 

depression or anxiousness. Causton-Theoharis, Ashby & Cosier (2009) explored the 

experience of social interactions in a select sample of autobiographical material from 4 males 

and 3 females. Two broad themes emerged from their analysis: a desire for connection and 

navigation in the world of people. Based on the content of these themes, it was stated that 

while the understanding, feeling and experience of loneliness is similar to that of other 

persons, the way that social arenas are navigated is quite different. Milton and Sims (2016) 

investigated the construction of well-being and belonging in accounts of autistic adults. They 

described the theme of living with the consequences of an ‘othered’ identity encompassing 

the subthemes of societal othering, self-discovery and social navigation all related to the 

person being in a social position somehow identified as different with descriptions bearing 

close resemblance to the description of loneliness as an isolation in relation to self. In the 

description of societal othering, the essence seems to be a stark contrast between their own 

sense of self and the presentation of self expected from others. The experiences ranged from 

direct social exclusion to a lack of understanding from others. The latter was referred to as a 



 

 

double-empathy problem, that just as non-autistic persons find autistic persons to lack 

empathy, autistic persons find that non-autistic persons do not manage to truly understand or 

empathize with the experience of the autistic person. Similarly, social navigation described 

how autistic persons tried to manage these social experiences with examples ranging from 

retreating into safer and more accepting social spaces, masking or preparing to perform 

normalcy or creating a façade of normality, but with the downside that this masking might be 

beneficial for some while for others it would affect their sense of self, leading to depression 

(Hull et al., 2017; Milton & Sims, 2016).  

 Thus, descriptions of loneliness and isolation emerge as a consistent theme in studies 

with autistic adults and are linked to mental health difficulties and lower levels of well-being. 

However, the link between characteristics of relationships and loneliness was not always 

lower degrees of participation and social or dyadic isolation did not necessarily indicate 

higher degrees of loneliness. This is found to be relevant to further enhancing our knowledge 

of the autistic understanding of loneliness. If we only use the general knowledge and 

understanding of loneliness to guide interpretation of research on loneliness, as well as the 

development of preventative strategies or intervention to combat loneliness, there is a risk that 

we may not address the mechanisms underlying loneliness in autism or that we do not address 

loneliness in a way that makes sense to the autistic adult. Thus, knowledge of how loneliness 

is understood by autistic adults may help us in the interpretation and application of existing 

studies of loneliness as well as guide us in the design of future studies of loneliness in autistic 

individuals and the design of efficient prevention and intervention regarding loneliness in 

autistic adults. The present study aims to explore how autistic adults understand the concept 

of loneliness. More specifically, the focus is to investigate how the general and theoretical 



 

 

understanding makes sense to autistic individuals relative to their own understanding, and 

what mechanisms autistic adults understand as part of loneliness. 

 

Material and Methods 

Design 

The study was designed as a shared exploration and discussion of loneliness in 

autistic adults. Participants were recruited from three different network groups representing 

geographically different parts of Denmark. In the study information from focus group 

interviews and four individual interviews were combined. The focus group interviews were 

chosen as the main method as this interview format aims to illuminate differences in 

perspectives and to initiate new reflections (Rabiee, 2004). The individual interviews were 

included primarily in order to check the validity of the focus group interviews. One 

concern could be that more personal perspectives would be left out in a group setting. 

However, based on an initial analysis the content of the four individual interviews relative 

to the two first focus group interviews, the content varied primarily in quantity not quality 

or type. 

Participants 

The participants were members of one of three networks for autistic adults. The 

networks are informal and open networks organised under the Danish organisation for 

autistic adults. The networks are typically located in one of the larger regional cities with a 

total of five networks in Denmark. Meetings are typically held every fortnight and 

advertised publicly. The content of the meetings is planned by the group moderator but 

often using suggestions from group members. The participants self-identified as diagnosed 

with autism and consented to participate in the study. The self-reported diagnosis was not 



 

 

confirmed in any other way. One participant expressed uncertainty regarding his autism 

diagnosis and his reflections were excluded from the analysis unless they provided a 

context for the contribution of another participants reflections. Information on individual 

characteristics such as age, education, employment, living arrangements, cognitive ability 

and comorbidity was shared by some but not all participants and this was not made a 

requirement in order to participate. The disclosed information is presented in table 1. 

Based on this information, the included participants represented a heterogeneous group 

regarding level of education, employment and living arrangements. As a whole, the group 

would be considered within the range of normal intellectual functioning. In total, 25 adults 

(7 females and 18 males) with self-reported autism consented to participate. Twenty-four 

participated in focus group interviews, one female and three males participated in 

individual interviews; all but one male had previously participated in the focus group 

interviews.  

[Table 1 near here] 

Procedure 

Data were collected in three different networks. Written project information was 

provided ahead of the interviews to allow due time to consider participation. In the 

beginning of the interviews, the information was repeated, and any potential questions 

were addressed before written consent was obtained. Four focus groups, each lasting 

between 120-150 minutes, and four individual interviews, each lasting approximately 45 

minutes, were completed. A research assistant and network coordinator both made detailed 

notes in one group where the participants did not wish to be recorded, otherwise all 

interviews were recorded. Participants for the individual interviews were selected based on 

who volunteered first in combination with the participant’s representativeness regarding 



 

 

gender and age when compared to the participants in the focus groups. The project was 

presented as a shared investigation of loneliness, with the researcher presenting the current 

theoretical understanding of loneliness as one perspective for the discussion of loneliness 

and autism. The autistic adults were invited to share  their personal perspective in relation 

to this theoretical understanding. In this setup it was highlighted that the theoretical 

understanding is also an ongoing debate with many unknowns and that especially 

regarding the question of loneliness and autism there were many unanswered questions.  

The communicative characteristics associated with autism were considered in the 

preparation of the information and interview guide (Eriksen, 2005). In the beginning of the 

interview, a visual model based on the definition by Peplau & Perlman (1981) was 

presented to specify the focus of the interview and to increase a shared point of reference 

for the discussion (see figure 1). The model was used as a point of reference for the semi-

structured interview investigating both core aspects of the model such as feelings of 

loneliness, experience of relationships, the wishes for and needs in social relationships as 

well as more general points such as the fit between personal experiences and the model, 

and what may alleviate or prevent loneliness.  

[Figure 1 near here] 

Slides including the model and guiding questions (see table 2) were provided as 

handouts to further assist and support communication and participation (Eriksen, 2005). 

The guiding questions were developed based on the theoretical and empirical 

understanding of loneliness visualised in figure 1. All participants were asked for consent 

to be contacted by the researcher for further questions related to the interview if necessary 

and were similarly invited to direct any reflections or questions on the topic to the principal 

investigator. Recorded interviews were transcribed verbatim and used together with 



 

 

interview notes and correspondence from two participants who had sent additional 

comments.  

[Table 2 near here] 

Ethical considerations 

According to the guidelines of the National Committee on Health Research Ethics in 

Denmark, an ethical approval of the study was not required2. If the interview led to 

additional support needs, the participants were encouraged to use the network support or 

contact the primary researcher. One participant contacted the primary researcher and 

received support, and in one of the networks loneliness was further discussed at a 

subsequent meeting as the topic had generated a lot of interest in the group.  

 

Analysis  

Data were analysed from a phenomenological perspective using a stepwise thematic 

approach inspired by Braun and Clarke (2006) and Miles, Huberman and Saldaña (2014). 

The analytic focus was on how autistic adults understand loneliness. The author, who was 

also the main interviewer, first read all material carefully adding annotations to text 

segments. The recordings were run sequentially with this annotation to stay as close to the 

original material as possible. Though familiar with the general model of loneliness, the 

author kept an active and open mind to material that might challenge or add to this 

framework. In the next step, the material was re-read adding inductive codes to the text. 

Codes were continuously added and adjusted. After coding all material, the codes were 

 
2 The National Committee on Health Research Ethics in Denmark specify that an approval is 

required for studies including interventions or data collection of biological material. For 

studies using only questionnaires or interviews approval is not required and the committee 

will not review the protocol of these studies. 



 

 

reviewed including brief definitions of all codes. To test the validity of the codes, two 

different coders coded each one of the focus group interviews, and a third coder coded one 

of the individual interviews. Comparisons were made and any differences in codes were 

used to reach a more informed understanding of the text and to further qualify the 

definition of the preliminary codes. All material was recoded after these adaptions. In the 

final step, patterns were identified creating a set of themes and sub-themes.  

 

Results 

Overall, the material represented a wide variation in the comments and reflections on 

loneliness. The analysis identified four themes with a total of ten sub-themes presented in 

table 3. The themes and sub-themes were represented in both the individual and the focus 

group interviews. Transcript excerpts are used to illustrate the themes and sub-themes. The 

first themes sum up the more conceptual understanding of loneliness with the focus on 

what was expressed to characterise the experience of loneliness while the other three 

themes describe different aspects of the interaction between the individual and the 

contextual setting that seemed to underlie this experience of loneliness.  

 

[Table 3 near here] 

 

Experience of Loneliness 

Definitions and examples of loneliness generally refer to the experience of social 

relationships that do not match the individual’s wishes or needs and thus mirror the model 

of loneliness presented initially. The autistic adults described the experience as an 

undefinable feeling, such as “Something that is not there” (P7), or as a lack of having a 



 

 

relationship “not having anyone to get hold of at the time when you do want to get hold of 

someone” (P25). There is also a differentiation between loneliness as a more common, 

transient experience, “It comes and goes” (P16) and as a prolonged and pervasive 

experience. In the descriptions transient loneliness is typically linked to specific situations, 

where personal or societal standards indicate a need to be with family or friends, such as 

Christmas or walking in town seeing others together. The pervasive experience of 

loneliness is for some linked to a more general lack of ability to change a situation, “when 

you are lonely, then it is because you are not able to do anything about it yourself. You do 

not have the energy. You do not have the tools” (P1) or as expressed by another participant 

as “being locked tightly in a position that you do not wish for” (P4). Other participants see 

pervasive loneliness as a basic condition of autism, “Persons with autism have a different 

perception compared to neurotypical3 persons. It is evident that this will lead to 

loneliness” (P15). This pervasive or prolonged loneliness is linked to negative feelings 

such as depression, apathy, being paralysed, feeling a void, anxiety and frustration.  

Being autistic as a frame of reference 

When the participants try to explain their experiences or their perspective on 

loneliness or the discrepancies underlying this experience, there is a continuous reference, 

implicitly or explicitly, to being autistic. The participants often provided this information 

spontaneously in their descriptions. Sometimes this information was elicited by the 

interviewer’s questions exploring a potential relation to being autistic or the validity of the 

perspectives expressed in the group. The reflections on being autistic are not uniquely 

related to being lonely but are often a central part of the participants’ understanding of the 

difficulties they experience in social relationships or in their explanation of what they wish 

 
3 Neurotypical is a term used to refer to non-autistic persons 



 

 

for or need in social relationships. The descriptions of being autistic relate to: challenges in 

social interaction, motivation and meaning, and the strain of everyday activities. 

Challenges in social interaction 

One aspect of being autistic is differences in the social, communicative, cognitive and 

emotional skills and abilities underlying social interaction. Differences in these 

prerequisites are often mentioned to explain the experience of challenges or differences in 

social interactions. There are numerous examples of the challenges experienced related to 

autistic characteristics, one participant focuses on the uncertainty with regard to the 

standards of social interaction “… I have an uncertainty as to: “are you supposed to do it 

like this, or like this?” For example, would a person be annoyed if I go and say 

something?” (P13). The communicative challenges are described by one participant as “it 

is a basic condition in the sense that we do not have the nonverbal language which the rest 

of society runs by. We never get it to function. We may learn to mirror others, but it does 

not enable us to decode faces” (P6). 

Motivation and meaning 

Several participants describe a contrast between what they find motivating and 

meaningful when they compare themselves to non-autistic individuals. This difference is 

seen with regard to social interaction, exemplified by the statement of one participant: “… 

as I view normal people, then there is kind of a desperation to talk together, like small-talk, 

talking about something that to me appears to be coming completely out of the blue” (P7). 

As seen in this quote, the contrasts can be underlined by a linguistic distinction between 

autistic individuals and non-autistic individuals. It may be this explicit labelling of non-

autistic persons as e.g. ordinary people, neurotypicals, others, normal humans, the 

majority, other human beings or a more implicit contrast referring to us/we versus them. 



 

 

Though often mentioned in relation to the experience of loneliness, these differences are 

not necessarily linked to loneliness, as explicitly stated by some participants:  

…sometimes being in a social situation, I feel as I am looking at it from the outside, I 

am not like sitting together and bonding. It is not that I feel lonely or feel left outside, 

but it is clear to me that they have some kind of togetherness … it is not that I miss 

this, but rather that I will begin to feel bored. (P7) 

However, the experience is often negative, which is further exemplified by the 

following comment: “There is no acceptance of your own world, and your premises. There 

is no one feeling obligated or encouraged to enter your world” (P5) with another 

participant following up “… you are always on dispensation...”. (P2) 

Strain of everyday activities 

Everyday activities, such as basic household chores, personal hygiene, as well as 

work, leisure activities and especially social relationships may be cognitively and 

emotionally taxing. This strain is also characteristic of positive activities and positive 

social relationships: “…even when it is nice being together [Danish: Hyggeligt], you can 

be utterly smashed and wiped out by it. It is just so burdensome and draining” (P5). The 

strain of everyday activities is often associated with the need to balance limited energy, 

which for some is experienced as a conflict between essential parts of life: “I think it is 

VERY unlucky that actually, I need to choose between a social life and a job …” (P7). In 

this context, social isolation is described as either an involuntary consequence of this strain 

or as a more active strategy to accommodate this strain. One participant describes the 

experience of both types of isolation:  

I was not doing well and for a couple of months I hardly left the room, at that time I 

experienced loneliness. It was of course a kind of isolation, but it was not voluntary 



 

 

and to me that makes a difference. Now, when I go into isolation it is voluntary in 

order to protect myself. It is a strategy, to protect myself, it is a tool, one of my most 

important tools. (P16) 

Social isolation as well as the broader experience of limited energy due to too much 

strain are linked to the experience of loneliness. Individual and contextual characteristics 

such as comorbid difficulties or financial troubles are described as increasing the strain and 

further limiting the energy available to build or sustain social relationships.  

Discrepancies in social relationships 

The experience of discrepancies in social relationships was a consistent theme in the 

discussions and often evoked a lot of recognition among participants. The discrepancies 

experienced seemed to stem from different sources, either from feeling a discrepancy in 

others’ positioning of the self, relative to one’s own experience of self, or from personal 

experiences or expectations creating a distance either towards others or towards one self.  

Positioned by Others  

Several autistic individuals describe feeling positioned by others, meaning that how 

others relate or react to the individual places the individual in a position that contrasts with 

the individual’s intended position. The participants describe being positioned by other 

expectations in general, and especially when they experience falling short of these 

expectations: “…in my case there are some people around me who feel lonely… my 

partner feels very lonely when she is together with me …” (P19). Though the person 

initially found himself satisfied in the relationship, this feedback influences the experience 

of the autistic adult. The same participant continues: “… when you are in that kind of 

discrepancy, then of course it is frustrating for me too. It is probably in those situations I 



 

 

feel lonely… some kind of isolation” (P19). Participants also describe being positioned by 

others when others misunderstand their intentions:  

I view myself as very articulate and precise in my choice of words, I try to be 

unambiguous. I really wonder why then my communication can fail as much as it 

does. I feel that people choose to fill in a lot of interpretation into my statements, 

stuff that is not there … they ascribe motivations that I do not have. (P5)  

Furthermore, the paradigmatic difference that was described in the sub-theme 

‘Motivation and meaning’ may also lead to the autistic individual feeling positioned by 

others, often leaving the autistic individual with a sense of being wrong. Being positioned 

by others is mostly presented as unintended by the others. As one participant states, “... 

they do not realise they are doing it” (P6). Another participant describes how this may add 

to the difficulties, “it is even more difficult to relate when you have Asperger’s, because 

when you try to relate to a neurotypical, then you are aware of the difference, but they are 

not necessarily aware of it…” (P25). Overall, the others are described as well-meaning but 

unconsciously and unknowingly misunderstanding the autistic individual. However, a few 

comments do describe feeling bullied or exploited. 

Relational Distance 

Relational distance may also lead to discrepancies in social interaction. The 

relational distance may be created by previous social experiences. Using social experiences 

to navigate social relations is often adaptive but may also limit the sense of a closer 

relationship, as seen in the following quote:  

I have an ability now to feel when it is starting to become too taxing for me to follow 

the social rules of interaction posed by others. But the consequence seems to be a 



 

 

kind of loneliness in relating to other people. That you always have to be ready to 

activate the brake pads if it is beginning to move too fast. (P18)  

The discrepancy may lie in this sort of continuous explicit monitoring of oneself and 

others but may also lie in the application of a more standardised and restricted interaction 

with others potentially not just limiting the current relationship but also future 

relationships. “… I just maintain the facade of being a quiet and pretty boring person … I 

basically just shut up … then you are left peacefully alone in your private shell”. (P24)  

Distance to Self 

A distance to self may be experienced when putting up a façade with the risk of 

losing the connection to yourself. This is expressed by one participant who says “you need 

to invent a person that can handle that kind of relations (everyday interactions), and then 

you can end up getting what I call “stuck in character”“ (P5) and another participant who 

puts is as: “You become two persons. The ‘normal role’ and then you become yourself. But 

gradually you begin to forget yourself” (P18).  In the participants’ descriptions, this 

distance to self is typically linked to loneliness:  

When you say you take on a role, or are actually being pushed in to that role, that 

tug of war … in that moment you are distanced from yourself. And for me, that is the 

point where loneliness occurs. (P17) 

A different type of distance to self lies in a lack of connection or access to aspects of 

oneself, perhaps especially the emotional aspects of self:  

… and when you are not in control of it [sense of self], then you do not cover your 

own needs. Be it the body, or the emotions, or the intellect. Then you starve yourself. 

It creates an uncomfortable feeling leading in itself to this sense of loneliness. (P6) 

Ease of Interaction  



 

 

The themes reflect that the understanding of loneliness and the experiences of 

loneliness are typically linked to a description of a mismatch not just with regard to social 

relationships but more fundamentally in the individual interaction with their current 

context. Likewise, situations or actions that are described as preventing or alleviating 

loneliness are characterised by a match between the individual and the current context. The 

theme, ease of interaction, has been used to describe the match (or mismatch) between the 

context and the individual. To some degree, this theme links back to the sub-theme of 

strain of everyday activities, as increased ease of interaction is associated with less strain.  

Accessibility 

The accessibility of social relationships seems to depend not just on the other persons 

and the relationships as such, but rather on different factors in the context and the specific 

social interactions. Factors such as variations in living arrangements, type of local 

community, the social arena you are participating in, the activity, the degree of structure, 

the position for participation and the individual’s perception of these contexts may all 

influence how accessible social relationships are experienced to be. For example, having a 

partner is described as both being an essential relationship in itself, but also as a potential 

gateway to other relationships: “while living with my girlfriend, I had all that I needed 

[social relationships]. In addition, she was very apt at maintaining friends and other 

relationships, so I kind of had some of her friends as well” (P7). Similarly, educational 

settings seemed to provide a natural access to social relationships for some of the 

participants:  

[at the gymnasium] it was easy, it was the persons I went to school with … it got 

more difficult later on. Where was I supposed to go… a lack of an arena where you 

can do it [meet peers] (P13) 



 

 

Similarly, different activities may influence how accessible social participation and 

interaction is experienced to be. Social gatherings are typically described as strenuous, but 

participation is described as easier when the content of the interaction is more concrete or 

there is a predefined content: “finding stuff to do without a lot of social interactions: 

football matches, concerts, cinema, then you can be together without pressure to 

communicate verbally” (P23). As stated by this participant, actively planning the setting 

for the social interaction may become an active strategy for making interaction easier. 

Other participants describe similar active strategies by picking specific areas of 

responsibility, such as cooking at the next family gathering:  

… I am there. I contribute and I have an excuse for not sitting at the table and “yada 

yada yada”. I know some of the others will come to the kitchen, and then I will talk a 

little, but I can do something… I have my safety line. Then I avoid outbreaks of 

frustration. (P21) 

Change is generally viewed as a challenge to the accessibility of relationships. One 

participant exemplifies how a change in structure may influence the sense of familiarity or 

the contextual know-how, which in turn may influence the sense of connection:  

A crisis for me was having to move, I had what I call a moving-psychosis … you 

always have to fight with everything being in wrong places and in a wrong context, 

but I was allowed to stay in the part of town where I used to live… it is part of the 

network… there is a feeling of wrongness when you are somewhere where you do not 

feel a kind of connection. (P18) 

Match in motivation and meaning 

Ease of interaction may also reflect a relational match in preference and reference. 

The match in preference is exemplified in a continuous reference to the importance of 



 

 

interests. The experience of shared interests is described as making relationships more 

easily accessible, as establishing a sense of connection and as potentially preventing or 

alleviating loneliness. One participant describes:  

…at the moment I met someone with similar interests, suddenly and for the first time 

in my entire life I experienced a sense of mutual understanding and what you call 

friendship… actually we do not have a lot in common besides the hobby, but we are 

still friends for life. (P16) 

Furthermore, having an interest and being occupied by ones’ interest seems to be a 

meaningful interaction in itself that leaves no room for loneliness, it seems to provide a 

sense of self, “it is one of the rare occasions where you are in contact with your feelings” 

(P6), and indicates that not just ‘ease of interaction’ but also ‘ease of action’ may be 

important. When the participants describe a match in meaning, they often describe feeling 

safe and recognition or acceptance as a person or of their needs. For some, this match is 

often found in relationships with other autistic persons as seen in the following exchange 

where female participants share their experience from a network for autistic females: 

P2: though many of us have only met each other 3 to 4 times, it feels as if we know 

each other, as if we have known each other forever. Because all of a sudden you are 

in a community with someone where you are on the same wavelength… it is a really 

strong experience… 

P5: it was a strange feeling, it was a little as if I had gone to kindergarten with all of 

them and now we met again many years after. It was a weird kind of recognition … 

P1: an internal kind of understanding …. 

P5: I remember it as some kind of wavelength or a shared understanding… 



 

 

P2: that you can go to another person and then talk directly in the private zone, 

feeling met and being asked to expand instead of feeling rejected. 

Here, the feeling of shared meaning seems to be supportive in itself: “they do not try to 

help, understood as ‘help’, they do not try to fix it. But they practice presence, they are just 

there” (P17). This stance is in contrast to another participant’s description of support from 

non-autistic individuals, which may be stated as “an efficient support if you were 

neurotypical. Then you get support that you do not need but not the support that you do 

need…” (P6). However, relationships with non-autistic individuals too may provide a 

sense of acceptance or a safe base. This is primarily the case for relationships that have 

been built up over time and that are associated with a sense mutual familiarity: “I have 

someone, if I meet with them, they know me and I know them. They kind of UNDERSTAND. 

I feel comfortable in their company; I do not need to exhaust myself” (P23).  

Strategies and understanding 

Participants describe that over time there is a development of strategies and 

understanding. The participants describe different strategies to either minimise the social 

discrepancies in general or to prevent or manage loneliness more specifically. One way is 

actively adapting to the expectations of others based on previous experience. This may 

include being aware of social and communicative challenges and using cognitive capacity 

to reduce these challenges, or to use generic ways of interaction:  

The way I get by on a daily basis is to… I won’t say imitate but rather decode. Over 

time, I have become much better… I need to concentrate very hard, but then I am 

more able to decode situations and decode other persons, and then I try to be as 

generic as possible, then there is kind of a baseline for me to follow. (P19) 



 

 

These strategies are typically used in order to reduce the experience of misunderstandings 

and the feeling of isolation. However, the participants also describe that the strategy carries 

the risk of the relationships being experienced as “false, it is not real” (P19) and may thus 

potentially lead to a sense of distance to self or others as mentioned in the previous theme. 

Other strategies are: actively choosing which settings and activities to participate in and 

with whom, being very conscious of initiating contact regularly and actively planning or 

preparing for activities. Preparation may range from planning transportation or 

conversation topics, adjusting mutual expectations, focusing on what is to be gained or 

being prepared to cope if being overwhelmed or stressed in the situation. This is reflected 

in part in the following comment:  

Preparation… mostly I will make an agenda if I have to go somewhere that is taxing 

to me. It may be how to get there, how to get back. Then I set up some time limits: the 

maximum of how long I will be able to last. Then it works out. Another principle, I 

have learned is that there needs to be something in it for me, so I ponder what my 

positive options may be in this situation. (P6) 

Most of these strategies are seen in the context of an underlying understanding of self, 

others and social relationships, which have developed over time. Thus, for some the 

understanding and acceptance of self is at the core of overcoming loneliness: “If you are 

not connected with yourself, then you CANNOT have a connection to others… a 

prerequisite to solve the problem of loneliness… is to have the ability to get connected to 

yourself” (P4). Developing understanding is described as ongoing and time consuming:  

The limited connection to the emotional, to learn how to get a sense of how you are 

doing emotionally. For me, I think I reached 60 years before it started to dawn on me 

who I was at that level. (P6) 



 

 

or put by another participant: “It takes an extreme amount of time to discover [personal 

needs and limits]. I do not think you ever really know, but you do begin to gain some 

experience, such as when your limit for social interaction is reached” (P23). As described 

in the sub-themes ‘relational distance’ and ‘distance to self’, the development of strategies 

and understanding may also be maladaptive. Adolescence is particularly mentioned as a 

high-risk period, often reflecting a build-up of social discrepancies during childhood in 

combination with changes in contextual settings. However, the build-up of negative 

feelings may in time lead to different actions or insights that re-establish a more adaptive 

development: 

... I had reached a time in my life where I simply could not juggle all the balls 

anymore. It was when I started at the University. I had just barely managed the 

gymnasium, so I am at a point where I cannot keep the “game” going, so I break 

down… that was the first time I started to open up. (P13) 

 

Discussion 

Loneliness has been identified as an essential experience in studies investigating 

autistic adults’ experience of social relationships and social support. The present study 

investigated autistic adults’ understanding of loneliness and the presented themes and sub-

themes provide a more nuanced description of the phenomenological perspective of 

autistic adults and the potential dynamics of loneliness. The study finds that the immediate 

understanding of loneliness, as described in the theme ‘experience of loneliness’ as a 

distressing feeling of a transient or more persistent experience of something that is not 

there, that you are not able to change yourself and which and which is associated with 

feelings of distress or depression, is quite similar to that of non-autistic persons, with 



 

 

regard to being a an unpleasant feeling arising from the discrepancy between the desired 

and the experienced social relationships, which may lead to negative mental health 

consequences if it is persistent over time. This confirms previous results indicating 

similarities in the experience of distress (Causton-Theoharis et al., 2009; Merkler, 2007). 

However, different dynamics are indicated by the use of ‘being autistic’ as the main frame 

of reference for describing the background or antecedents for loneliness as well as aspects 

that prevent or reduce loneliness, a potential difference also suggested previously 

(Causton-Theoharis et al., 2009). The importance of contextual factors and the complex 

interplay between contextual and developmental factors seems to be attenuated for autistic 

individuals and is described both in the theme ‘being autistic as a frame of reference’ and 

the theme ‘ease of interaction’. Being autistic as a frame of reference and ease of 

interaction in combination seem to set the stage for understanding the discrepancies 

between needs and wishes for social relationships and the experienced social relationships. 

At a more nuanced level, the analysis identifies the theme ‘discrepancies in social 

relationships’ with three distinct types of social discrepancies. These discrepancies are 

closely related to the theme ‘othered identity’ suggested by Milton and Sims (2016). The 

‘societal othering’ described by Milton & Sims seems quite close to the sub-theme 

‘positioned by others’ while the sub-theme ‘relational distance’ and ‘distance to self’ 

seems close to their description of ‘social navigation’ (Milton & Sims, 2016). Both 

discrepancies can be seen as reflecting a way of coping with the experience of being 

positioned by others. The sub-theme ‘relational distance’ does seem to add to the 

understanding of discrepancies, with the understanding of self, others and social 

relationships leading to a self-positioning or a range of actions that potentially restrict or 

limit present and future relationships.  



 

 

The interviews were seen as a shared exploration of the understanding of loneliness 

in autistic adults, with the researcher sharing the current theoretical understanding of 

loneliness openly as one perspective in the discussion including a lot of unanswered 

questions to be explored together. Besides setting the stage for a shared exploration, it was 

the hope that the presentation of the concrete model would support an active participation 

of the autistic adults, enabling the communication of their experiences. The concreteness in 

the visual model was intended to enhance contributions, as the shared frame of reference 

makes it easier to communicate both similarities and differences. The experience from the 

interviews was that this strategy elicited a lot of contributions from the participants and it 

did seem that these contributions both challenged and added to the model and the 

perspectives of other participants. One participant commented on this, stating that it had 

been one of the network’s meetings with the most discussion and with a very high level of 

participation from all the members present. On the other hand, the structure of the 

interview may have biased the discussions. However, looking at the four different focus 

groups, the discussions were very varied between groups and this variation seemed to 

reflect variations in the perspectives of the specific participants, rather than the structure of 

the interview, indicating a relevant level of openness in the interview setting. The 

interview was focused on loneliness and autism as a topic and this was also evident in 

some of the questions. This may have led to the many examples of being autistic used as a 

frame of reference but most of these comments were spontaneously and were often seen as 

the participant wanting to explain their experience and knowing that this may not be 

readily understood by a non-autistic researcher. Another limitation lies in the recruitment 

of participants. All participants were part of an autism network group and self-enrolled, 

creating a potential bias. Some autistic adults may be reluctant to participate in research 



 

 

and several autistic adults may not be aware of or may not use the network for a variety of 

other reasons, reasons that could be related to the experience and understanding of 

loneliness. In general, the participants recruited, cannot be seen as representative as such 

when compared to autistic individuals in general but as a group, they do represent a 

heterogeneous sample of autistic individuals and a variation in the experience of and 

reflections on loneliness. Furthermore, the diagnosis was self-reported and not confirmed 

by other sources. In spite of these limitations, the results represent a first description of the 

understanding of loneliness from a phenomenological perspective based on participants 

with heterogeneous life situations. The structure of the interview supported a high degree 

of participation and the combination of focus group and individual interviews was found to 

allow for multiple perspectives.  

The themes in combination suggest that being autistic in a neurotypical context 

lacking flexible autism awareness poses a risk factor for social discrepancies and 

loneliness. The results stress the necessity of understanding the individual’s unique 

perception of social relationships in order to prevent or alleviate loneliness. Previous 

interventions aimed at loneliness have either focused on improving social skills, enhancing 

social support, increasing social opportunities or changing cognitions (Masi et al., 2011). 

Following the present results, there could be a need for these different types of intervention 

and also a realisation that one size will not fit all. The choice of intervention needs to 

match what is relevant for the specific autistic individual in the specific contextual 

situation. Furthermore, the continuous reference to being autistic, the importance of feeling 

understood and accepted and the relevance of developing an adaptive understanding of self 

and others indicates that the shared investigation of self, others and social relationships 

should be inherent to any intervention directed at loneliness in autistic adults. Increasing 



 

 

the mutual sense of a shared reference may be supportive in itself, it may qualify the 

professionals’ understanding of how best to support or intervene in order to prevent or 

alleviate loneliness. If we simply assume an understanding of what is at stake for the 

autistic individual, we may, despite good intentions, run the risk of providing inadequate 

‘neurotypical help’ and further increase the risk of the autistic individual’s feeling of being 

positioned by others, and thus potentially an increased sense of loneliness.  
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