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Introduction

Several investigations carried out during the latter part of the 1990´s revealed an increase in the number of multilingual children in Sweden
 diagnosed within the autism spectrum. Whether this is due to factors that can be related to linguistic or cultural aspects or, in fact, to factors related to disabilities or some connection between the two, has so far seldom been discussed or problematized.

The starting point for my investigation is a series of interviews
 that can be considered as a pilot study. This work deals with language issues in relation to learning in multilingual children with Asperger´s Syndrome or high-functional autism. The study revealed, among other things, that these children are offered neither instruction in their mother tongue nor study guidance to any significant degree, despite the fact that they are entitled to such according to the law.

A conclusion derived from that study is that language and learning cannot be regarded as entities separated from the context, in which they exist. In order to best encounter these children in educational situations, the interviewed teachers expressed a need for increased understanding about what dealing with several languages and cultures in varied everyday situations entails for children who have been diagnosed with an Autism spectrum disorder.

The pilot study brought me to the question of what educators consider as being the core of their work with multilingual children diagnosed within the autism spectrum and in what way this could best be researched. The direction I envisioned was to allow the educators themselves to participate in their search for increased understanding. I thus sought a starting point for my study within participatory-action research and chose to formulate my work within the confines of a research circle.

Aims

The purpose of this thesis is to describe and analyse both process and content in knowledge development within a research circle. The participants of this circle are educators¹ who work with multilingual children² with some problem within the autism spectrum³
. The choice of a participatory research approach, in this case a research circle, is motivated by the aspiration of gaining access to ongoing knowledge development. For this reason the process itself is interesting to study. One question that arose in the initial stages of the study was: What questions do educators ask themselves in their everyday work with multilingual children diagnosed with, or identified as having, disabilities within the autism spectrum? 

This thesis focuses on the following questions:

· In what way can researchers and teachers, together and from their own experience, develop knowledge and understanding within the area of multi​culturalism and autism?

· In what way does the development of the participants’ knowledge manifest itself in the process of this research circle? 

Theoretical considerations

In order to facilitate description and analysis of both the knowledge construction process and the knowledge content of this research circle, I have availed myself of theories from several sources, i.e. Wenger (1998), Bakhtin (1986), Freire (1972), Benhabib (1994; 2004) and Gadamer (2002). Theories relating to analysis of knowledge-content in the circle have additionally been found in research on multilingualism, multiculturalism and functional disorders. The theoretical starting-point of this study can thus be defined as being eclectic in its character. The following concepts with relevance to the circle have materialized from the above sources: participation, knowledge, learning, experience, tradition, time perspective, reciprocity, acknowledgement, challenge, change and empowerment. These concepts have formed the basis for an analysis of the knowledge construction process in the research circle and are expressed more or less explicitly in the thesis.

Participation, knowledge and learning: Conversation has had a central position in the research circle, and the dialogues have played a significant role for both the individual’s acquisition of knowledge and that of the group as a whole.

Experience, tradition and time perspective: The experiences of the participants and questions related to daily work have made up the substance of the circle. The fact that the research circle has extended over a lengthy period of time has had relevance for knowledge acquisition.

Reciprocity and acknowledgement: This refers both to the shared acknowledgment of others as being, among other things, equally valuable and equally giving members of the research circle, and the acknowledgement of one’s own experiences vis-à-vis the critical scrutiny of others.

Complexity: This concept applies to the work of the educator and an awareness of the same in relation to commonly chosen issues.

Change, challenge and empowerment: These are essential notions within all participatory-action research. The construction of knowledge evolves from the clash between participant experience and the critical scrutiny of theoretical analyses. 

Action Research and Participatory Action Research

Action Research nowadays covers a variety of different research directions and approaches within research, one of these being Participatory Action Research
. A distinguishing feature of Participatory Action Research is the joint examination of questions formulated by both participants and researcher during the work in progress. Thus the participants form an integral part of the entire process which includes collection of material, analysis, presentation and conclusions. The organisation of research in this manner signifies, according to Starrin and Lundberg (2006) that the professional researcher in fact abstains from absolute control regarding the knowledge development process.

Underlying social and political standpoints, e.g. the taking into account of groups whose opinions are commonly not voiced
, are usually overtly present in research directions of a participatory character, an area to which the research circle tradition belongs.

The research circle is often described as a meeting place – a forum – where an organised search for knowledge takes place in dialogue between all participants
. The circle starts its work from a mutual problem described as comprehensively as possible in order to increase awareness of the problem itself. The focus is, consequently, on common problems and on the mutual increase of knowledge. Different experiences and sources of knowledge imply individual contributions that lead to the creation of something new, i.e. a mass of knowledge whose accumulation is not possible solely through practice or through research. The notion of the research circle itself has its roots in a Swedish labour unions interest in increasing workers participation in development processes, a popular movement of the 1970s, and has certain similarities with cultural circles
. Lundberg and Starrin (2006) describe the research circle as an arena ‘where researchers and practitioners meet to use their respective knowledge and competence to jointly tackle a problem which the participants consider urgent’ (p. 178).

The research circle is still a relatively new phenomenon in the field of education. The investigation of how researchers and educators together can develop knowledge about the work of educators through mutual interest, in this case multiculturalism and autism, has been both time-intensive and wide-ranging. This thesis describes the knowledge development process and the amassing of knowledge content that was created in a research circle comprised of educators from different municipalities within the Stockholm region. 

The work in the research circle

The research circle described in this thesis consisted of seven members with myself as the participating researcher. The participants of this group worked with multilingual
 children diagnosed as having a range of problems within the autism spectrum. Four of the participants were certified pre-school teachers with additional special-education skills, two were certified grade 1-7 teachers and one had a Bachelor’s degree with a major in Ethnology/Tales and Myths. All participants worked in small units and specifically with children with problems within the autism spectrum.

The work of the research circle stretched over a period of more than three terms and included a total of twelve meetings, each of which lasted an average of two hours and was documented either in writing or on tape. The discussions were transcribed, the written material was printed out, and the text was analysed and restructured and distributed among the participants after each meeting, sometimes accompanied by my own comments and suggestions for further work regarding a particular aspect thereof. Documentation from each meeting was given feed-back at the following meeting.

During the initial meeting I requested the circle participants to take into account their own experiences and reflect about what aspects of their work with autism-spectrum children they were interested in investigating at closer range. The results of this enquiry isolated the following three areas of common interest:

· questions regarding testing, tests and procedures for diagnosis

· questions related to mother tongue and mother tongue instruction

· questions regarding cultural aspects in today’s society and the influences of these factors on the children. 

The above three areas subsequently defined the starting-point for work within the circle. 

An ethical dilemma 

The purpose of the research circle did not include the investigation of individual children. The children, i.e. ‘the third person’
 were none​theless indirectly present as the participants referred to their experiences in working with them. 

Since the participants worked with children who were placed in special activity units, it was the consensus of the circle that if the circle participants were identified then the children would run a risk of being identified as well. An agreement was therefore reached at the time of the first meeting regarding the manner of dealing with the anonymity question, not only within the circle itself but even on subsequent contacts with others and at the time of publicising.  We decided to use pseudonyms for the participants and to keep their schools anonymous in the thesis.

Results and analysis 

The knowledge process within the research circle lasted a lengthy period. The process in this case cannot be separated from the content inasmuch as the questions that were dealt with developed together with new knowledge acquired through repeated dialogue. In other words, new perspectives threw light on the same questions but in different ways than at earlier stages. The dialogues that took place in the circle can be described as polyphonic conversations
.

During the initial meetings the participants listened to each other and confirmed each other’s experiences and knowledge without necessarily problematizing what was being divulged. All participants were given an opportunity to problematizing the information that was laid out before them; certain assumptions were challenged and other perspectives became visible.  Feed-back from earlier discussions surfaced continuously, thus relevant questions were kept in play during the entire length of the circle.

The documentation of participant interplay indicates a continuous change in perspective during the period of the circle. Turning points in participant perspective can be pinpointed to certain comments that allowed for new insight, among other things a new conception of the significance of the mother tongue, the teaching of this, and the part that the instructor plays in this context. The significance of collaboration with other professionals in order to acquire an all-encompassing picture of the child constitutes yet another example. A gradually increasing openness was noted on the part of the participants toward the varied experiences of their peers. The participants became increasingly inclined to asking questions, to problematize and challenge both my statements and those of others.

The printed results from the entire circle (108 pages) were analysed at the final meeting, revealing for the first time the entire breadth of the common knowledge process we had undergone as a team. The content revealed four principal themes: a) mother tongue issues; b) functional disorders and diagnoses; c) questions on structures and routines relating to the learning environment, and, lastly d) cooperation and collaboration with parents and other professional groups. 

When I subsequently analysed the above it became evident that our outlook vis-à-vis the children that we investigated underwent a change during the course of this process. From mainly having discussed the difficulties that we believed the children encountered in pre-school or in school, we gradually assumed a more relation-oriented perspective and were able to problemize the learning environment in its entirety.

Knowledge content: The four themes

As mentioned above, the knowledge-content analysis made at the final meeting disclosed four main themes: mother-tongue issues, disabilities and diagnoses, structure issues and matters related to working with parents and other professionals.

The results showed that mother tongue instruction and study-guidance issues were not discussed in several of the participants´ spheres of activity, in spite of the fact that nearly all of the children were entitled to such instruction. Other spheres revealed an attitude of doubtfulness as to whether mother tongue instruction and study guidance played a significant role for children with autism-spectrum problems and in particular for non-articulate children. The participants emphasized the fact that once a child is diagnosed within the autism spectrum the diagnosis so to speak ‘takes over’. ‘Once you put your autism glasses on, then that is what counts’, one of the participants clarified. ‘One’s field of vision becomes limited and other issues, such as those related to culture and other patterns of upbringing drop off.’ Several of the participants pointed out that the lack of Swedish-language input can, in fact, turn out to constitute a part of the problem itself. It was emphasized that educators should not hesitate to investigate different possibilities and approaches as these can turn out to be of significant importance.

The children’s knowledge of the Swedish language is tested using Western-type tests. The participants discussed the relevance of these tests. One problem is that many children lack the ability to relate to the concepts that such tests assume a child of a certain age should be able to understand, for example, interpreting pictures or using a scissor or crayons. Doubt was therefore expressed as to whether such tests in fact disclose what they are meant to disclose. 

Personnel teams who diagnose disabilities within the autism spectrum emphasize that these are to be regarded as short-term diagnoses. Young children, children who have not yet mastered the Swedish language and children who have only recently arrived in Sweden and been diagnosed with autism should all be diagnosed again after a few years´. 

Educators can obtain useful information about a child by asking the child’s parents relevant questions pertaining to language and culture. The participants of the circle expressed concern about how difficult it was to initiate collaboration between the various authorities involved in working with a child and his or her family, when each separate authority deals with only one aspect of the family’s needs. What was needed, according to the group, was an overall view that also defines the method of collaboration. 

A conclusion reached by the circle was that, bearing in mind what is best for the child and for the creation of a good learning environment, a two-way communication and an exchange of information are pre-requisites for an increased perception of norms, and for a better understanding of the expectations that parents and teachers have about each other. The participants pointed out that it should be up to the particular pre-school or school to initiate contacts with parents, if and when the need arises. 

The experiences of the circle disclosed that parents often posed questions to pre-school and school teachers. However, the teachers felt they often lacked the capacity or authority to answer them. These questions often dealt with parents not understanding something in relation to their child’s medical investigation, the reasons behind their child being investigated for autism, or the reasons for their child being placed in a separate learning group. The pedagogic staff could also be called upon to define autism for parents not familiar with this disability, in many cases even being forced to explain why their child had received this diagnosis. It was not unusual, according to the circle participants, that parents felt punished for, or ashamed of, their child’s diagnosis. Educators were asked for advice about what language to speak at home or about the suitability of mother tongue instruction for their child. These parent-school contacts were often carried out through the use of an interpreter, but the pedagogic staff often felt very uncertain about how the conversation was interpreted and what the parents in fact understood. The use of an interpreter was not necessarily a guarantee for making contact between home and school any easier, in fact in some cases it turned out to have an opposite effect. The interpreter did not translate what the educator said but spoke of child-upbringing in general terms instead. In addition to the language barrier, different cultural contexts made communication between school and home even more complicated.  Some parents called autism ‘the Swedish sickness’, something the child ‘caught’ in Sweden after having been regarded as healthy in the home country. One of the participants of the circle explained that she avoided using the expression ‘autism’ in her conversations with parents since it was considered too potent a word to use. Instead, she limited the conversation to discussing the child’s difficulties.

Educators are allowed to, or tend to, assume different responsibilities that are not part of their job description: The participants of the research group usually had good contact with the parents of the children they worked with, a fact which could have explained why they tended to take on responsibilities beyond those specified by their employers. This can in turn be related to the lack of a clearly-defined framework for the work of the educator. Several of the participants felt that they functioned as a liaison between different schools, parents and other authorities with regard to the ongoing development of the children under their care. 

One conclusion to be made from the results of the research circle is that the work of the educator entails a high degree of complexity, especially where students with autism coming from different linguistic and cultural backgrounds are concerned.  The underlying reasons for this complexity were at least partially brought to light when the work of the circle was analysed by the whole group.

Discussion

Knowledge development within the research circle led to participant ‘awareness’, ‘conscientização’
, in a number of areas. This awareness became all the more significant as the participants´ collective experience clearly revealed existing hierarchical structures that give priority to medical/biological interpretations, which in turn results in these being taken for granted. A limited ability on the part of the participants to clearly express their insight and knowledge about the children could often result in this information not being put to use. The members of the group mentioned often being required to fill out detailed questionnaires about each child and expressed doubts as to whether these questionnaires were ever looked at afterwards. As information such as this came to light, coupled with a new awareness that they in fact possessed valuable knowledge and experience fundamental for the well-being and development of the children, the general reaction of the group was ‘We cannot accept this!’ The participants mentioned, though, that they were very anxious to find a common arena
 where different professional groups could discuss matters of importance together and on equal terms. The hope was that such meetings could help to create the essential over-all view of the child that educators need in order to develop a learning environment that is best for the child. As mentioned earlier, this need to consolidate information and put it to use, can even be understood as stemming from the fact that educators tend to take on responsibilities that are not explicitly a part of their duties.

This is interesting seen in relation to Benhabib (1994) and her reasoning about the significance of self-acknowledgement vis-à-vis the ability to acknowledge others.

When the circle process results in its members experiencing themselves as being acknowledged, then this in turn brings forth a capacity in themselves to also acknowledge others. The participants furthermore interact in a continuum between, on the one hand, heeding orders from above and, on the other hand, feeling a sense of care for the child, in other words doing what is best for the child. 
Those educators who generally were ‘not listened to’ experienced suddenly possessing ‘a voice’
 in the research circle. This of course applies especially to those who work in an environment where the biological/medical perspective dominates and who thus in their daily work are not given a chance to pass on their own insight and knowledge of the children to others. 

Yet another interesting observation regarding a better understanding of a child’s needs was the significance of having access to a mother tongue instructor or other bilingual personnel within the working environment. The participants concluded that it was only when they themselves were involved they came to realize the advantage of bilingual personnel being present in their daily activity, and then they realized the full extent of what a mother tongue instructor could contribute to.

The results of the research circle target the tendency that pre-school and school pedagogic staff have of functioning as a kind of ‘communication centre’ for arranging contacts between school, parents and other institutions. At the same time, the staff felt uncertain as to whether the information conveyed in their conversations with parents was in fact understood. This uncertainty emanated from difficulties of a linguistic and cultural nature. In this instance it could be important, according to the research group, to have access to a person who is both acquainted with autism and at the same time possesses cultural and linguistic ties relevant to the home life and the family. In short, the above indicates a need for some kind of liaison- or mediator
- function to help narrow the linguistic and cultural gap that can arise between parents vis-à-vis personnel in school or other institutions. It was agreed that mother tongue instructors (or other bilingual personnel) can sometimes function as liaison, but that the competence they possess can vary to a large extent. 

A possible scenario ... and a risk scenario

One of my starting-points at the initial stages of this study was the pilot study mentioned earlier. Results from this study revealed, among other things, that children with autism do not receive mother tongue instruction or study guidance to the same extent as children without functional disabilities do. The outcome of the research circle indicates that ample opportunity exists for collaboration with mother-tongue instructors and other bilingual personnel. Another factor that became evident was awareness of the fact that mother tongue instruction includes a wider scope of responsibility, among other things a more intense liaison function between home, school and other institutions. 

The presence of the children at school is a fact, and it is up to the school to work out what is best for the children in that environment. According to the circle participants, it is the responsibility of the school authorities to see to it that necessary funds become available. It was generally agreed that the educators that work with the children on a day-to-day basis are best equipped to assess the needs of these children, and furthermore these persons are more than willing to take upon themselves the responsibility of contacting the necessary authorities when the need arises. 

A possible scenario could be that some children are assigned to the wrong place. The members of the group emphasized that the medical diagnosis in itself is of little importance; what matters is the pedagogical work that these children are exposed to on a daily basis. An important aspect that the participants of the circle referred to was that many multilingual children (children whose mother tongue is not Swedish) are sent by the health authorities for an autism investigation when they attend pre-school or upon entering first grade. Furthermore, it was pointed out, many children are investigated for autism after a relatively short time upon arrival in Sweden and before they have had a chance of developing their Swedish. In a majority of cases these investigations were carried out in Swedish and with tests of Western origin. Educators were seldom asked to participate in discussions and felt that their experiences were not utilized to the extent that it could be. 

The diagnosis of the child usually determined, what group the child was assigned to, often being a smaller class or learning group together with other children described as bearing a similar type of disability. The circle participants maintained that, when a child received a diagnosis within the autism spectrum, both pedagogical and other staff tended to put on ‘autism glasses’. A consequence of this move was the assumption that the problem was already defined, which in turn led to a limited perspective vis-à-vis the child.

This child then entered an activity environment where certain structures, routines, methods and ways of working were already established. The pedagogical work with the child was subsequently determined by the established structure of the activity. It can therefore be asserted that the continuing development of the child was governed by the above-mentioned structures, routines, methods and ways of working. 

Teams working with diagnostic evaluation and assessments allude nowadays to uncertain diagnoses and to diagnoses as being ‘perishable’, particularly in relation to multilingual and small children. This was confirmed during the research circle by the group itself and additionally by a special-education specialist who participated in one of the circle’s meetings.

The outcome of the research circle gives reason to envisage a risk scenario that can result if a child, of foreign background and faced with several languages to handle, is diagnosed with autism before its grasp of Swedish is adequate and before it has acquired the adequate skills normally expected of a child such as, for example, the use of crayons or scissors. If the child is wrongly diagnosed, then the possibility exists that it may receive instruction based on a pedagogical method intended for children with autism. This could result in the child not receiving instruction that matches its linguistic and cultural potential. Features of the child’s language and behaviour which are considered adequate in the cultural environment the child comes from can wrongly be diagnosed as being a part of an autism problem in Sweden. One example of this is a child who said ‘blä, blä’ when he/she saw a picture of a dog. The teacher immediately recognized this in relation to autism, not taking into account the possibility it could be something else, e.g. a family tradition to look at dogs as ‘blä, blä’.

The experiences of the research circle group show that a complex of problems arise when a child from another culture and with a mother tongue other than Swedish is investigated for autism without enough consideration being given to the reality of its situation in the home or in school/pre-school. Once the diagnosis is presented the risk is imminent for is that educators (and others) will immediately put on their ‘autism glasses’. An interpretation stemming from this is that when the biological/medical perspective, with its stronger claim to legitimacy and veracity, enters the every-day environment of the pedagogic personnel, these results in their limiting their way of looking at the child. According to Johannisson (2006) ‘the borders of normality are displaced’. Giving this concept a name appears to be central
, that which has a name, exists (p. 40).

Conclusion

Educators, whose voices are commonly not heard, be it in the area of research, or within the school world, have been brought forth and have become visible through the work of the research circle. Knowledge acquired throughout the process signifies that something new, something that could not have been formed solely through practice or through research, has been created. Those issues that were investigated by the research circle group have grown out of matters of importance in the daily work of the participants. They relate all the way from individual questions and relevant problems in the daily work of the participants to insight about larger issues in a wider perspective for society as a whole. These issues have moved beyond the needs of the individual and built a base for increased understanding within society. They have also armed the partici​pants with a certain amount of strength and readiness for their continued professional life. This is in line with what Negt (1987) emphasizes as being a decisive ingredient in the adult learning process.

Further Research

Taking into account the results of the present research circle, it would be interesting to investigate in what way the insight that educators have acquired about multilingual children with disabilities within the autism spectrum could be passed on to other professional groups so that they might take an interest in, and utilize, its findings. In this context it would be interesting to discuss in what way written documentation from educators is used by other professional groups. 

In order to describe the complexity of the daily work of the educator, I would welcome – in light of the discussions of the research circle – the opportunity of leading a new circle that would investigate a way of formulating the insight that educators possess about children so that this knowledge could be passed on to, and understood, by others.   I would like to bring out the fact that there can be many interpretations depending on the time aspect and on different tasks and situations. 

It would also be interesting, as part of my further studies, to investigate how the current hierarchical system between different professions could be altered. A new research circle could take off at the point where we finished. 

The research group emphasized the need for communicative meetings between professional groups that have a common involvement with multilingual children with disabilities within the autism spectrum. It would be of value to find out if an arena could be created, not only for this purpose alone but also for making visible the knowledge and insight of the pedagogic staff working with these children. 

As far as I am aware, no-one has investigated what effect instructions written in the mother tongue aimed at multilingual children with autism or Aspergers Syndrome could have. The language barrier could, of course, cause problems here, but this could also potentially signify a yet-to-be-researched possibility, even a part of a possibility scenario, for the augmentation of these children’s learning capacity. This could well be a possible subject for continued research. Giving children the opportunity of developing their Swedish as a second language presupposes an awareness on the part of the educators regarding the inherent difference in learning in a first or in a second language.

Taking into account today’s world where families move, for different reasons, to other areas and countries where both language and culture differ, it would be interesting to investigate when, and if, the Salamanca Declaration is adhered to, how diagnoses are made and categorized, and what resources are made available in reception countries. I consider an international perspective regarding these questions as being both interesting and necessary.
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