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Background: Adults with autism spectrum disorder face several barriers to accessing evidence-based care, including difficulties in communicating needs, social anxiety or in traveling to a health care unit. In recent years, several forms of internet-based treatments have shown to be effective for a variety of psychiatric conditions. Internet-based treatment alternatives allow convenient and flexible formats, and therefore have the potential to increase access to health care for individuals with autism spectrum disorder. However, knowledge about how internet-based treatment features may suit the needs of individuals with autism is limited. The aim of this study was to explore the participant experiences of an internet-based intervention for adults with autism spectrum disorder. The primary focus of the investigation was on autism-specific needs in relation to the features unique to the online format.

Methods: In this qualitative study, semi-structured telephone interviews were conducted with 14 participants who had completed a text-based internet-based intervention for adults with autism spectrum disorder. We used an inductive approach and analyzed the data using qualitative content analysis.

Results: Five main categories were identified: (1) implications of the online format, (2) the fixed non-individualized model, (3) therapist interaction, (4) interacting with other participants, and (5) making use of the treatment content. Overall, participants appreciated the availability and that they could work on their treatment independent of time or location. Among those participating in group-based chat-sessions with the other participants, it was considered a generally positive experience. Furthermore, most participants felt safe and relaxed in relation to the therapist and appreciated the text-based format. However, several participants felt that the format and content of the treatment was not sufficiently adapted to their individual life situation.

Conclusion: In conclusion, this internet-based treatment constitutes an accessible and energy-saving treatment alternative for adults with autism. Further, integrating group-based components seems feasible in an otherwise individual internet-based treatment for individuals with autism. However, group-based components do require a clear purpose and rationale. Future studies should develop and evaluate treatment adaptations tailored to individual needs.
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INTRODUCTION

Autism spectrum disorder (ASD) is a neurodevelopmental disorder characterized by disabilities in two major areas: (1) social interaction and communication and (2) restricted and repetitive patterns of interest, behavior and activities (1). Numerous studies have evidenced that psychiatric comorbidities with anxiety disorders and depression are common (2–8), and one meta-analysis concluded the prevalence of any psychiatric comorbidity to be 54.8% (4). Life quality is generally reported to be low among adults with ASD (9, 10) and suicidality have shown to be over-represented among high functional individuals with ASD (11).

The number of patients diagnosed with ASD is increasing (12, 13), but health care services are often unable to meet their needs (14, 15). Autism-specific factors, such as difficulties communicating needs or maintaining structure (14, 16) are related to the inaccessibility of health care. The advantages of group-based interventions for individuals with ASD have been suggested in several studies (17–20) but there are several barriers to participation. Some people with ASD refrain from using public transport to health care facilities due to perceptual sensitivity (15). Others avoid contact with health care services as it involves communicating with, and describing their needs to a stranger, which may be perceived as a stressful experience. Other barriers to health care are related to the provider or system deficiencies, such as lack of knowledge about autism, inaccurate beliefs about patient needs, the use of inaccessible language or limited number of available health care alternatives (21).

Moreover, negative experiences with health care services may have serious consequences for the individual's mental well-being. According to Cassidy (22), repeated experiences of unmet needs contribute to the high suicidality rates among autistic adults. Considering the obstacles to utilizing health care, treatment alternatives should therefore be adapted to meet the specific needs of the group (23, 24).

In recent years, a considerable body of research has emphasized the advantages of technology-based solutions to facilitate communication and learning for individuals with autism (25). A recent review investigating the use of technology and web-based services in educational settings showed that technological solutions may be beneficial to people with ASD as they provide a comfortable environment that promotes learning (26). Furthermore, people with autism have been seen to prefer computer-mediated communication more than others, partly because it allows for more thinking time (27) and increases control over their communication (28). The slower pace in online communication is suggested as one of the most important reasons for this preference, which may explained by decreased demands on the ability to process information (27). Further, written computer-mediated communication obviates the social stress surrounding conventions related to e.g., body language, eye contact and tone of voice, all of which could be very distressing for a person with ASD.

An increasing number of studies support the efficiency of internet based treatment (IBT) targeting a variety of psychiatric conditions such as depression (29), panic disorder (30), generalized anxiety disorder (31), social anxiety (32), Attention Deficit Hyperactivity Disorder (ADHD) (33) and psychosis (34). IBT has also shown to be useful in treating psychiatric comorbidities among children with ASD (35, 36). Even compared to face-to-face treatment, IBT has shown to be effective (37).

IBT alternatives are available in different forms, depending on target group, therapeutic method and specific health issue, but common for all IBTs is that the location is optional for the patient. Commonly, IBTs are exclusively individual, i.e., no contact with other patients, and the research on group-based components in internet-based interventions is scarce.

One area of interest in IBT research is the presence of a therapist/coach vs. an entirely self-guided approach, where no coach or therapist is involved. Several studies have highlighted the importance of therapist guidance and coaching in internet-based interventions (29, 38–41). The communication between patient and therapist is written, and can be both immediate (synchronous)—in a chat-like manner—and independent of timing (asynchronous)—similar to e-mail (42).

IBT can also be tailored, meaning that patients can be prescribed different therapeutic components based on their individual needs. However, more common is a disorder-specific approach where the therapeutic components provided are the same for all patients following the same treatment manual. Research comparing these two approaches suggests that they have similar effects (43, 44).

In studies evaluating the user experience of IBT, participants commonly consider it to feel safe and enables a sense of control over one's own treatment (45). Further, most participants appreciate the flexibility that the online format entails regarding time and location (45–48). However, although experiences of IBT for psychiatric conditions are generally positively evaluated, some hindrances are repeatedly described. Commonly noted is a lack of individualization of the treatment content (40, 41, 45, 49) even for interventions denoted as individually tailored (50). Others report insufficient therapeutic support (45) or describe a feeling of being left alone in their treatment (46). Ex-participants' own suggestions for improvement of IBT often involve increased individualization and flexibility in delivery (e.g., combining IBT and face-to-face treatment), and improved technology (40, 45).

As difficulties in direct social communication is depicted as a barrier to seeking and accessing health care, the indirect and time allowing structure of online communication—as offered in internet-based care—would be highly suitable for individuals with ASD. Still, the research on IBT for individuals with ASD is limited. In one exception, Backman (51) explored the feasibility of an internet-based psychoeducative program for young adults and adolescents with ASD. Clinicians reported good feasibility and participants reported general satisfaction with the program. In another study, Sehlin (52) investigated the experiences of young adults and adolescents with ADHD and/or ASD who had participated in an internet-based support and coaching program. Participants emphasized the important role of the coach/supervisor, as well as the convenience of communicating through written word and staying at home.

We are not aware of any previous studies investigating experiences of participating in IBT among adults with ASD. As such, there is little known about the fit between autism-specific difficulties and the features unique to internet-based interventions. Nonetheless, knowledge about the needs and preferences of treatment components among individuals with ASD is crucial for the development of feasible and effective programs.

For the reasons mentioned above, the aim of this study was to explore the experiences of adults with ASD that have participated in an individual IBT including some group-based components. The primary focus of the study is on autism-specific needs in relation to the features unique to the IBT format.



METHODS


Design

This qualitative interview study is part of a project evaluating an internet-based cognitive behavioral treatment (ICBT) for people with ASD, carried out during the spring of 2019. In this study, semi-structured interviews were conducted to capture participants' in-depth thoughts and reflections. We used an inductive approach and analyzed the data using qualitative content analysis (53).



Intervention

The Method for Internet based treatment for Life quality for adults with Autism Spectrum disorder (MILAS) is an 18-week individual ICBT for adults with ASD. The aim of the treatment is to improve quality of life through enhancing function, self-acceptance and self-knowledge. MILAS is based on a comprehensive group-based CBT manual, ALMA, for adults with ASD (19, 54). During October 2017–December 2018, the manual was converted into an internet-based intervention—named MILAS. Group exercises were individualized, information otherwise given verbally was written down, instructions were rephrased to address the patient directly instead of the group leader and the exercises were adapted to a home environment.

The patients undergoing MILAS are assigned weekly text-based modules (sections) covering the themes presented in Table 1. All texts (in total 41,000 words) are also audio-recorded and available for listening. The patients complete individual exercises according to the current module, after which a therapist provides feedback on the completion of each exercise. The patient-therapist communication is asynchronous, and the patient is free to write to the therapist at any time. After 7 days of inactivity in the treatment, the patient receives a message reminding them of their treatment. In case of continued inactivity, the therapist provides additional reminders.


Table 1. Weekly themes of the internet-based CBT MILAS.
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The treatment is disorder-specific, focusing on common and conventional strategies for managing difficulties among individuals with ASD. However, there are a few elements of individual tailoring. Most apparent, in module 2, where the patient selects an individual goal, which is intended to influence how the patient adopts and makes use of the forthcoming exercises.

MILAS combines individual exercises with group-based components. Every second week, the patients have the opportunity to participate in recurrent group-based chat sessions (eight in total) with other patients. These are moderated and led by the therapist, and focus on the themes of the two most recent modules.

Within the project we conducted a RCT evaluating the feasibility and effectiveness of MILAS. Forty-two adults diagnosed with ASD participated in the treatment group. The participants were divided into chat groups each consisting of seven participants. However, only 2–5 people usually participated in each session. Four therapists/supervisors were involved in the RCT, whereof three were clinical psychologists and one was a registered nurse.



Participants and Recruitment

The participants of this qualitative interview study were 14 adults with ASD who had participated in the RCT of IBT MILAS. Before commencement of the IBT, all participants (N = 42) were asked if they were willing to be interviewed after the treatment had ended. Thirty-nine participants consented to participation. Reasons for declining participation were not shared. We used a purposive sampling method to ensure involvement of information-rich cases. Thus, to be eligible for the interview study, the two following inclusion criteria had to be met: (1) having completed sufficient number of modules considered necessary to attain a thorough experience of the intervention (eight or more) and (2) that the individuals' autistic characteristics were not overshadowed by other psychiatric disorders such as a pervasive personality disorder or current severe symptoms of depression. See Figure 1 for recruitment process.


[image: Figure 1]
FIGURE 1. Flowchart.


Of the 21 eligible participants, we alternated our reaching out-attempts (phone calls) between participants from different chat groups and with different rates of attendance in the chat sessions, to ensure a breadth of experiences and to model the RCT sample. After 14 interviews, no new responses were forthcoming and therefore, the information obtained was judged as sufficient to answer the research question. Thus, a decision was made not to conduct more interviews.

Five participants were male and nine were female. Age ranged between 21 and 55 years. Four of the interviewed participants did not participate in any of the chat occasions. The reasons for not participating in the chat sessions—or only passively participating (observing) were (1) feelings of discomfort associated with interacting with several strangers at a time or (2) the chat sessions were scheduled during working hours. All participants filled out the RAADS-14 Screen, a validated 14 item self-rated instrument that measure autistic traits. Previous research has shown a median score of 32 in participants with ASD (55). Clinical and demographic characteristics of the participants are shown in Tables 2, 3.


Table 2. Characteristics of participants.
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Table 3. Means and proportions on significant demographic and clinical variables.
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Data Collection

The interviews were conducted in Swedish, by telephone (n = 12) or face-to-face at a local habilitation clinic (n = 2), ranging between 33 and 89 mins (mean = 54) and were performed by BW (12 interviews), SB (two interviews) and CG (two interviews). The three female interviewers were; a PhD-student and licensed clinical psychologist, a senior psychiatrist and psychotherapist, and a Master of Science in Clinical Psychology. BW and CG had previously been therapists in the intervention, thus did not perform interviews with participants they had treated themselves. Prior to the interview, participants were sent a list of the treatment modules, and suggested to have the list in front of them to support their recollection during the interview.

The interview was semi structured and followed an interview guide with open-ended questions. It covered the following areas; (a) the participants' experiences of the particular intervention, (b) the impact the intervention had on their perception of one's self, others or their ASD-diagnosis, (c) their experiences of different aspects related to interacting with their therapist or other participants online, and (d) other thoughts and preferences they had regarding the design of the treatment. Exploratory questions were asked if needed.

It is unknown whether participants were alone during the telephone interviews. During the on-site interviews, only the interviewer and interviewee were present. All interviews were conducted between 1 week and 2 months after the end of the intervention and no repeated interviews were carried out.

The interviews were audio-recorded and transcribed verbatim, and all data analyzed is based on the transcriptions. Four interviews were transcribed by the lead author (BW), and the remainder were transcribed by a transcription company.



Data Analysis

The analysis was made using conventional content analysis (53) in order to capture the variety of personal experiences. QSR Internationals Nvivo 12 software was used for coding and categorizing of data. The international standard checklist for reporting qualitative research, COREQ (56), was followed in order to report the research process in a transparent and comprehensive way.

Primarily, all transcripts were read through in order to become familiar with the data. Meaning units were then highlighted and given a describing code in Swedish. Meaning units with the same meaning were grouped into one code. The codes were then sorted into sub-categories. The fit between codes and categories were regularly scrutinized by going back and forth between the stages. Out of the sub-categories, a few main categories could be identified. Coding was done using an inductive approach, i.e., categories were derived exclusively from the data. BW held the primary responsibility for coding of data. Categories and sub-categories were then examined by, and discussed with SB. The categories and sub-categories were translated into English during the reporting phase. To ensure that participants' true perspectives are represented and not omitted or misinterpreted, the results of the analysis, and an inquiry for feedback, were sent to all participants prior to submission. No feedback from participants was received.




RESULTS


Findings

Altogether, 274 codes and five distinct categories were identified within the data, including 2–3 subcategories each. The five categories are (1) implications of the online format, (2) the fixed non-individualized model, (3) therapist interaction, (4) interacting with other participants and (5) making use of the treatment content. See Table 4 for a detailed description including subcategories and examples of codes.


Table 4. Categories, subcategories and codes.
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Implications of the Online Format

This category covers aspects that are related and unique to the online format. All participants viewed aspects of the online format as more or less convenient, and well fitted to their preferences. However, a majority also noted potential negative aspects of the fact that the treatment was exclusively carried out over the internet. All participants reflected on how written communication affected the therapist relationship, the ability to assimilate the material and express oneself.


Convenient and Accessible

Almost all participants emphasized the advantages of freely choosing when to work with the material, and the convenience of being able to stay home, where one feels safe and comfortable.

“I need to, like, be in an environment that feels safe and calm and that I'm… that it's at a time of day when I … have energy and … like, the strength to do it. And I could control all of that myself, and I really liked that. It gave me a greater ability to make the most out of this treatment.” [Participant 6]

They described several benefits of not having to plan their visit to the health care facility—e.g., not having to look up bus schedules, estimate time expenditure or take time off from work. The avoidance of uncomfortable traveling saved energy that instead could be dedicated to the therapy. Not having to meet face to face and focus on body language, tone of voice or eye contact was also experienced as saving energy.

“Just because you see the person, I don't think it makes it more personal, it may even be [that I put] more focus on my body language and making eye contact than on what the person is actually saying, I think.” [Participant 3]

Comparisons with regular health care were frequently made. Participants emphasized that engaging in the internet-based intervention was substantially different from their usual experiences of accessing health care. While regular health care was described as a troublesome process, they experienced the internet-based format to be “on their own terms.”

“In my experience, if you have autism it's like: planning of time, making it there, getting to a meeting, describing your problems, charting them and getting help—it's a process that is… you give up. I've been through it so many times and I find it so hard. You continue living with your problems instead of seeking help because getting help is such a long process.” [Participant 7]

Five participants described how the online format allowed the opportunity to involve a relative or caretaker in their treatment process. Some invited a family member to read parts of the material in order to discuss the information, aiming to increase their own and their relatives understanding of their disability.

“I mean I could log in and read as many times as I wanted to. And if it was something I felt ‘Ok, I really don't understand this’, then I could give my phone to my mother and ask her how she would have interpreted it.” [Participant 13]

Communication through the written word is related to the feeling of convenience described above. Most participants appreciated the possibility to think through and revise their texts before submitting them. This gave many a sense of control over what was said, as opposed to verbal communication which was described as more direct and giving little room for corrections. The ability to think through their statements was described as stress reducing. Participants also appreciated that the feedback from therapists was written, as it was possible to re-read it several times, and thereby deepen their understanding of it.

“Because in written word you can thoroughly read through what she [the therapist] wrote to you and can take much more time to come up with a good answer, and then you may change you answer several times before you send it if you're not satisfied with how you phrased it. But when you talk, you said what you said and then you have to stand for it. (…) In that sense, I felt no pressure, because I knew I had time to formulate what I really wanted to say. I appreciated that.” [Participant 9]

Limitations to the online format were described by some participants. This sub-category covers both aspects related to the technological components and aspects described in contrast to a face-to-face-meeting. A recurring experience was that technological problems resulted in feelings of stress and irritation. Moreover, some thought that the internet-based platform had suboptimal configuration.

One participant expressed a feeling that the therapist was more distant compared to in real life encounters. A few participants would also have preferred some verbal contact with the therapist, e.g., some face-to-face meetings or a picture of the therapist.

“One disadvantage is that the therapist doesn't see the patient. Because when you see someone, you can get clues about how they feel. And then if someone feels bad in this kind of treatment, there is a risk that it remains unnoticed if the person doesn't express it very clearly.” [Participant 6]

One participant thought that the risk of being distracted by other issues was higher at home compared to an onsite session, and others experienced difficulties initiating the exercises. Many participants experienced the online format as heavily depending on their own responsibility. This was described as a difficult undertaking—often attributed to ASD-related issues with planning and engaging in new tasks.

“I think it's better being there [at a health care facility] because then you can't distract yourself in the same way. I can't just start my computer games because there are no games there. But if I sit in front of my computer, it's just one click away, starting a game or watching YouTube and just disappearing. (…) The advantages are that you can work the way you feel comfortable, without demands. And the disadvantages are that you may get TOO comfortable, you distract yourself with things and end up doing nothing.” [Participant 4]




The Fixed Non-individualized Model

This category covers experiences regarding the fixed format and limitations for individual adaptations. For example, that new treatment content was presented weekly regardless of whether previous modules were completed, and that all participants were provided with identical modules, regardless of level of disability, psychiatric symptoms or demographics such as age or social situation. Furthermore, suggestions about changes in format or content were presented by several participants.

Preferring optional content refers to the inability and desire to deselect, choose or adjust the content of treatment modules. A majority of the participants experienced that some components were irrelevant to their specific life situation. Some participants reasoned that this might be due to the practitioners' desire to create an intervention that suited everyone. Participants described some modules as “pointless” or “fruitless”, due to inadequate level of complexity of the material, that they already were familiar with the topics, or that the exercises were unnecessary.

“It would have been good if you could deselect some themes, adjust to the individual, and their own situation. For those with children, it would have been interesting with exercises more related to having children, for example. (…) So that you don't get a treatment that is too broad, with too many questions and suggestions, so that you can relate [to the treatment] a little better.” [Participant 7]


No Individual Customization of Format

Twelve of 14 participants expressed more or less negative views on the inability to make individual customizations of the format. The most recurring comment was that the chat session with other participants was scheduled too infrequently (every second week) or at the wrong time of the day (4 pm). Some participants found that the regularity of new treatment material gave them a feeling of stress. Rather, some participants would have preferred that modules were provided according to their individual (irregular) pace. Furthermore, some participants were not satisfied with the limited amount of contact with the therapist and desired more frequent contact.



Appreciating the Fixed Format

Almost all participants recalled more or less advantageous aspects of the fixed treatment format. This was often related to the convenience of not having to take responsibility over the format, that it felt safe and became a natural element of the week. They appreciated the reliability and predictability that new content was presented on a routine basis. Furthermore, the length of the treatment-−18 weeks—was generally considered sufficient.

“This whole MILAS-project became a part of me, like, a part of my life. It went on for so long, it sort of became natural. As natural as brushing your teeth, if you know what I mean?” [Participant 8]




Therapist Interaction

This category covers both the participants' experiences of interacting with their therapist online and their views regarding the skills and characteristics desirable in a therapist working with internet-based interventions. Most participants reviewed the presence of an individual therapist as an important part of their treatment and emphasized the importance of the therapist expressing understanding and concern for the participant.


Experiences of the Therapist Contact

Several participants experienced the feedback as rewarding and confirming, and felt safe in the therapeutic relationship. Others appreciated that the feedback provided useful tips, or a wider range of perspectives. Some participants also reflected over the individual customization of the feedback in contrast to the general content of the modules.

“Because the modules were adapted to fit everyone and the feedback was adapted to me, it was individualized, that's a huge difference.” [Participant 2]

However, the messaging function was used in a variety of ways by the participants. Some used it to enable a deeper conversation with the therapist while others felt uncertain as to whether it was okay to initiate a conversation with the therapist or even respond to the feedback.

“It was useful to get reassurance that what you're thinking about isn't so weird. Or ‘you’re on the right track, continue’. I‘ll miss that a bit. It was nice to have a contact online, to be able to write to the therapist and get feedback. To have somebody watching over you.” [Participant 7]



Preferences of Therapist Qualities

A majority of the participants clearly stated that a deep willingness to understand participants is essential when working online. Other traits perceived as important in a therapist were flexibility, expertise within the field, well developed mentalization skills, a direct communication style, honesty, linguistic competence, and an ability to think outside the box.




Interacting With Other Participants

This category refers to statements regarding the experience of interacting with other participants through a biweekly scheduled chat session. As only 10 of the 14 participants had any experience of the biweekly chat sessions, the lived experience emanated from these. The other participants shared their subjective reasons for not participating in the chat.


Challenges With Interacting With Others

Some participants expressed fears regarding interacting with others about potentially personal subjects. Others experienced interacting with other people as generally difficult, stressful or socially uncomfortable. Some would have preferred fewer participants in the chat, or a more structured framework. For some, these factors were explained as reasons not to take part in the chat.



The Meaningfulness of Interacting With Other Participants

Participants emphasized the benefits of being exposed to other perspectives, positive aspects of talking to others with similar problems, and sharing useful tips through the chats. Two participants expressed that the forthcoming chat sessions gave them motivation to go through the modules and do the exercises. Some participants would have preferred chats with more participants since it implies more “flow” in the discussion. Others viewed the chat as a good opportunity to practice communication skills.

“It was very rewarding because I recognized a lot of myself in the others, how they felt and thought. (…) I think it worked fine, if another person wrote something I could write ‘Yeah, that’s exactly how I feel too' and elaborate a little. When I wrote something, it felt like many of the others replied that they felt or thought the same way.” [Participant 12]




Making use of the Treatment Content

This category refers to how participants felt they benefited from the treatment. It involves both self-perceived personal change (e.g., improvement of specific skills, increased well-being, new insights and increased knowledge), and evaluations regarding specific and general components of the intervention that participants perceived to be helpful or rewarding.


Personal Change

Thirteen participants reported self-perceived personal change or increased functioning due to the treatment. Some participants felt they were able to handle specific psychiatric symptoms better—such as increased ability to ignore obsessions, improved coping with anxiety and limiting impulses to over-analyse. Some gained strategies to deal with social situations through an increased understanding of others, more frequent participation in social activities and a reduced need to imitate or adapt to other people.

“Maybe I don't view them [other people] as being as perfect as I thought they were. And—maybe this sounds a bit brutal—but I feel like I've been able to let go of needing to imitate others all the time. I can just think ‘they’re only human and I'm only human, and I don't know them, I don't have to be like them'. Before it was like, neurotypicals were more or less “perfect” and a norm to live up to, but now I just feel like ‘No, I don't have to do that, I can run my own race'.” [Participant 13]

Some participants reported a general increase in personal well-being due to the treatment, and other reported increased sleep quality, confidence, self-acceptance and positive thinking. The most frequently recurring comments concerned gaining greater understanding and knowledge of themselves and others. However, two participants reported that the treatment did not have any effect on their well-being or on their view of themselves or others.

“I think mainly that I care less about what people think about me, their opinions of me in general. I'm not super focused on acting as normal as possible anymore.” [Participant 3]



Specific Modules and Strategies

Fifteen out of 18 modules were mentioned as especially useful at least once. The most frequently mentioned were 4—mentalization, 5 and 6—social interaction, 10—depression and 17—diet and physical exercise. The three modules not mentioned were 1—introduction, 16—employment and 18—summary. Five participants found all modules useful in some way.



General Positive Evaluations

Several participants expressed that the content was interesting and easy to understand. Many described looking forward to the next module, that they gave tips learnt through the program to others and that what they learnt could be useful in the future.






DISCUSSION


Principal Findings

The aim of this study was to explore the experiences of adults with ASD who have participated in an ICBT. The analysis primarily focuses on how aspects unique to the internet-based format correspond to the prerequisites, preferences and needs of individuals with ASD. Using an inductive approach to qualitative content analysis, we found an overall satisfaction with the internet-based format. The most pronounced findings are an appreciation of the accessibility and flexibility of the format, confirming previous research on IBT, both for individuals with ASD (51, 52) as well as other conditions (45–48). Interacting with other participants through the biweekly chat sessions was also considered a generally positive experience.

Several participants evaluated aspects of this treatment as preferable to previous health care experiences. This strengthens the existing picture of negative experiences and insufficiency in health care options/access for adults with ASD. Perceived advantages of online care were described both in relation to individual preferences and to health care providers and services. For example, the online format evoked fewer feelings of stress, which enabled a greater focus on the treatment, and the therapists were perceived to be committed and competent.

The desire for more individualization echoes previous studies on participant experiences of IBT (40, 45, 50), and demonstrates the great variety of needs in the group. The treatment includes many themes, and not all themes were expected to suit everyone. Nevertheless, this breadth is what makes the treatment suitable for targeting everyday challenges of a highly diverse group. Acquiring individualization through tailoring is an obvious option. However, the advantages of group-based components—e.g., the chat sessions of the current intervention—would be hard to acquire in an individually tailored treatment. Further, considering that disorder-specific treatments show similar effects as tailored alternatives (43, 44), the utility of tailoring is not obvious for the objective of this kind of treatment. In addition, the use of only one treatment “path” may allow the therapist to become more familiar with the treatment, thereby increasing their confidence in making appropriate individual adaptations to be delivered in a pedagogical way within the existing framework.

Many of the perceived advantages of the online format relate to energy saving aspects, as it is considered comfortable and require less effort than onsite visits. Several participants appreciated not having to interpret facial expressions, body language or eye contact. Furthermore, not having to travel to a health care facility meant avoidance of sensory overload and mental exhaustion, sparing energy to focus on the treatment. To our knowledge, no previous studies have exhibited this pronounced advantage of IBT in relation to the needs of individuals with autism. This underlines the fit between the autistic difficulties and the IBT format.

However, by constantly striving to save energy, there is a risk that participants may also put less effort into the exercises and, thus may devaluate the importance of the treatment. Further, as noted by several participants, the treatment requires personal responsibility in planning and completing the exercises. However, the ability to plan and independently initiate activities is reduced among many with ASD. Accordingly, the limited support from a therapist provided in IBT may suit highly able individuals while being insufficient for others, which is in line with the findings of previous studies (45, 46, 57). In sum, providing sufficient support while simultaneously promoting independence is a difficult but important challenge for providers of IBT, and are important aspects to consider in the development of future programs.

Generally, the participants appreciated the text-based format. The possibility to contemplate a statement before delivering it was considered less stressful than providing immediate answers, as expected in a face-to face-situation. This finding confirms results from previous studies involving individuals with autism, suggesting a general need for increased time to formulate and express themselves (28, 52).

Furthermore, written communication did not affect the trust for, or contact with the therapist. However, the level of contact with the therapist varied greatly among the participants. Considering the diverse usage of the messaging service, it is a relevant question to ask whether the satisfaction with the treatment is affected by the level of therapist contact. A more in-depth analysis of the impact of therapist contact, as well as the content of messages between therapist and participant is warranted in future studies.

Most participants highlighted the importance of the therapists' knowledge about autism, and willingness to truly reach understanding of the patient. This presumably reflects a general desire for therapist engagement and competence within the field, as described by Nicolaidis (21) and is not exclusive to the online format. However, the preference of therapists with well-developed language and a direct communication style may reflect a wish among participants to avoid repeated experiences of previous misunderstandings in health care encounters. As the asynchronous online-communication offers little opportunities for immediate clarification of statements, an accessible and direct language is crucial to avoid misunderstandings.

The willingness to participate in the biweekly chat sessions varied between participants. The interpretation of our results is therefore based on the premise that some participants chose to not utilize the opportunity of peer interaction through the chats, which opens for the possibility of differences in evaluations between chat users and non-chat users. However, according to our results there are no pronounced differences in the evaluation of the program based on chat attendance. An analysis on potential associations between chat-participation and program satisfaction would be interesting for future quantitative analyses.

One reason for abstaining the chat sessions was fears or expected difficulties in socially interacting with others. This could be explained by low social self-esteem or negative experiences of social situations, both of which are common in this group. Further, ambiguities about the purpose of the chat, uncertainty as to what to expect, as well as beliefs about others' expectations of oneself may be reasons for abstaining the chat sessions. The unstructured design of the chat may also have been perceived as frightening for individuals with autism, who commonly need a structured setting with a clear objective to approach new situations (58).

Nevertheless, we are not aware of any other studies evaluating participant experiences of a group-based chat-session as part of an IBT for adults with ASD. The general perception among participants taking part in the chat was that they appreciated getting access to other perspectives. Chatting with others gave insights that they were not alone in their everyday struggles. The findings indicate that integrating a group-based component is feasible and offers an opportunity for social recognition, peer support and practicing communication skills from home. However, there is a possibility that providing a clearer rationale on the purpose and benefits of chatting would have increased participation. Consequently, one objective when integrating group-based components in IBT for people with ASD should be to establish a safe and predictable environment by offering a clear rationale and defining the purpose in advance. If accomplished, this would make the advantages of peer interaction available for as many patients as possible.



Methodological Limitations and Data Quality

The quality of data is partly dependent on level of richness and depth in the participants' narratives. Due to mentalization deficits and phrasing difficulties, commonly observed in people with ASD, some of the narratives of this interview study lack in richness. Open-ended questions could be answered very briefly (“it was good”), or even with silence. This resulted in a tendency of the interviewer to narrow the questions to become more closed which poses a risk for influenced responses.

One limitation of the study is that only 10 participants had experience of the chat sessions, thus limiting the conclusions that can be drawn regarding peer interaction. Furthermore, the risk for selection bias must be addressed in relation to the interpretation of the data. It is an obvious issue that a purposive sampling method implies a certain bias—as those participants that had completed <8 modules were excluded from the study. Further, three participants were excluded due to current severe psychiatric comorbidity overshadowing the autistic traits. As shown in Table 3, 42.9 % of the participants in this study suffered from psychiatric comorbidity, compared with estimates of 54.8% in the population (4). In addition, several of the participants had children, a majority were referred to the ordinary labor market, and only one worked at a daily activity center (a municipally subsidized employment for people with disabilities).

The above reasons, along with the repeated comments on low complexity of exercises, may indicate that the participants in this study might be more highly functioning than average for people diagnosed with ASD. This may have resulted in a self-selection of high-functioning participants.

The interviewers had no relationship to the interviewees prior to the interview. However, all three interviewers were involved in the intervention—a fact known to the participants. Thus, both interviewee and interviewer may therefore have been biased toward more favorable evaluations.




CONCLUSION

This qualitative interview study provides knowledge about how adults with ASD have experienced participation in an IBT. In general, the participants appreciated the flexibility and availability of the internet-based format, found that it facilitated their focus on treatment and regarded the written therapist interaction as safe and convenient. Further, our results suggests that integration of a group-based element is feasible, but a more thorough introduction and a more structured chat format may be needed to increase participation.

Overall, the internet-based format was well fitted to the needs of the participants in this study. However, the flexible framework requires a well-developed capacity to take responsibility over one's own treatment. Therefore, the internet-based format—as offered in the current intervention—may entail too little support for some individuals. In addition, several features of the treatment were perceived as not sufficiently adapted to individual needs or preferences.

The findings illustrate well-established knowledge—namely that there are substantial differences in needs, preferences, and functional abilities amongst individuals with ASD and normal intellectual abilities, despite having the same diagnosis. It also illustrates the importance of therapist support, suggesting that feedback is an important means to attain some level of individual tailoring.

Taking on a broader perspective, the possibility to acquire health care from distance have shown to be of great importance for the entire population considering the recent worldwide COVID 19-pandemic, and our study contributes to the knowledge on acceptability of such interventions among adults with ASD. Nevertheless, there is a need for future studies investigating ways of adapting IBT to better meet the diverse needs of adult individuals with ASD.
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