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CP man

Look at you

you cannot eat by yourself

or speak

My wish is that real love

Shall come

but I am sorry you are a CP

The weather is for love

Poets are writing so much

The woman kisses the man and says:

 - Oh my husband let us run and run

the CP man cannot run

Let us shower together in the hot rain

The CP man sits and looks

When all people are laughing and

giving each other hugs

Who will give the CP man a hug

Love between man and woman

they cry from happiness

Recently they married

No person wants to have Cp man as husband

No, oh no you can forget love

between a woman and you

There are so many strong men who can

take care of women

And you CP man can sit and

write all night long

Write and write ugly CP man.
The will (SIH, 2000)

The poem is written by Mustafa Ahmed Jam, a young man who is a Bliss communicator. He was born in 1979 in Somalia and wrote his first poem at the age of nine. ‘My head feels free, like a flying bird,’ he says. Today he is a university student in Malmö. The book The will in which his poem can be found is published in a three language version: Swedish, English and Bliss.
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1 Introduction

We have chosen to interview a number of persons in different professional fields in Malmö in order to be able to describe the working methods with immigrant families with children with disabilities.

Our presentation includes interviews with the Rosengård Resource Team, one of the Rosengård principals, one specialist education teacher in Malmö, one leader for a co-operative project between the Skåne Disability Federation and Save the Children Sweden and finally a Malmö University researcher. We have also added voices from parents we have met.

1.1 Short description of the city

Throughout its history, Malmö has developed from a trading centre to an industrial city in different stages. Today, Malmö is a city of knowledge based on diversity. A part of the continued development is shaped by the school plan of the city, one of the governing documents for the pedagogical activities. The plan affects everyone involved in the school system: directors, teachers, pupils and guardians. 

Using the national objectives for schools, Malmö aspires to create pedagogical activities that suit the different needs and possibilities of each pupil. That means that the learning and results of the pupils’ will be independent of economic, ethnic and cultural factors, as well as any schooling traditions within their families. 

In order to assimilate instructions, the pupils need good language skills. Thus, language development is a key word in the school plan of Malmö. 

The City Council is ultimately responsible in ensuring that schools in Malmö follow the school law and the curriculum, enforce the municipal school plan and enforce budget priorities for the pedagogical activities. Malmö is divided into 10 local city districts. Rosengård is one of them.

1.2 Rosengård Resource Team

Rosengård has about 21 000 inhabitants. 59 % of the population in Rosengård were born in another country. Over 50 different languages are spoken in schools and in childcare.

The Rosengård Resource Team is a unit within the Educational Department of the District of Rosengård. The team gives active preventive support and offers other kinds of support to children, parents and personnel. The activities are especially for children and young people with special needs within pre-schools and schools. 

The team offers:

· advising individuals and groups

· investigation and assessment/description  

· problem handling  

· co-ordination of support from different professionals

· guidance and consultation 

1.2.1 Principles and goals for the resource team

· Early childhood intervention/support;

· Co-operation with parents. Together with the parents they write an individual action plan for each child;

· Collaboration with other professionals involved (child psychiatric clinic, rehabilitation services, speech therapist, occupational therapist, social service);

· Children and youths whose first language is not Swedish are entitled to mother tongue instruction in compulsory- and upper secondary school. In addition to this, if necessary, students may also receive mother tongue instruction in their language for other subjects. The goal of this subject is to help students build self-esteem and promote their development as bilingual individuals with a dual cultural identity and competence;

· All children supported by the team have immigrant backgrounds and also some kind of difficulty.  Most common difficulties are: language impairment, problems in interaction with others, sensory impairments, medical problems, autism and intellectual disabilities.

1.2.2 Support measures

The resource team has developed principles and a program on how to support the young children in their language acquisition. This program is based on recent studies and research.

Some of the principles are:

· Encourage children to speak Swedish as well as their mother tongue;

· Understand that pre-school children learn in a context;

· Help children to get a rich language, speak a lot with them and let them speak themselves;

· Listen and have an open attitude;

· Support interaction with adults and peers;

· Praise the children, show interest in their activities and thoughts;

· Talk with them not only to them, do not only give orders, have conversations as often as you can,

· Create an environment which is rich and stimulating in order to get ideas for talking;

· Collect words and explore the language;

· Work in small groups with the children in order to give more time to each child for talking and give the teacher the possibility to listen.

· Tell stories.

· It should be fun!

1.3 The special education pre-school teacher – a spider in the web

In one of the pre-schools with a high rate of immigrant children there is a unit for children who have recently arrived in Sweden. The staff are expected to be able to work with all children. The special education pre-school teacher interviewed, intends to work with developing methods and attitudes about how to approach these newly arrived children and their families. The children often come to pre-school after just one month in the country. The special education pre-school teacher is a very important resource for these children.

1.3.1 Co-operation between different professional teams and institutions/organisations (Q7)

When it comes to co-operation, the special education pre-school teacher has the function as the spider in the web. She deals with assessments and gives support to the families. She offers guidance to her staff members and establishes contact with other professionals and institutions that need to be involved in the work with a certain child. Through ‘children officials' at the Swedish Migration Board the special education teacher gets in contact with newly arrived children. The pre-school unit also co-operates with the ‘Children’s Health Service’ (CHS) about the conditions for the child in question. The CHS is also invited to the pre-school unit to meet the children in their everyday environment.

If the pre-school teachers are concerned about the child’s language development, a linguistic level assessment is made about the child’s (all) languages. The special education pre-school teacher guides the staff in how to approach the child and the family. Staff members try to find a way in to each child, which sometimes can be quite difficult. The hospital speech therapy unit conducts extensive linguistic tests.

In the town district resource team there are psychologists who co-operate with the special education pre-school teacher. In the same district there are also several multilingual psychologists who are able to give information to the different families in their own language. If a child should be considered to have other than language problems a psychologist may be called in to make a special assessment. Measures of support are presented when needed. The unit may receive extra financial support from the town district for this.

The special education pre-school teacher said that children on many occasions have been described as ‘not possible to asses’, as a result of the psychologist’s view that ordinary psychological tests cannot be used. In one particular case a boy who had been diagnosed as autistic was subject to a linguistic test conducted by a speech therapist. However all his different languages were not tested, which the special education pre-school teacher found insufficient.

1.3.2 Co-operation with parents (Q7)

The special education teacher encourages the parents to come and visit the pre-school. There are often meetings between pre-school staff members, other professional teams and parents at the pre-school. Normally the parents feel comfortable while visiting. The special education teacher is responsible for these meetings and it is her opinion that the one who is in charge of the agenda ‘is in power’!

Children in need of extended support meet with teachers and parents about once a month. The child’s ‘resource teacher’ is always present on these occasions.

The staff members have an open attitude to all the children. The teachers´ attitudes towards the children are considered very important and staff members are always particular about the possibilities for each child, since every child has his/her own way of learning and different entrances to learning. Most of the time the children are expected to co-operate with other children during the learning process since it is considered important that the child should learn to co-operate with other children in different situations.

The work is built on co-operation with special education pre-school teachers (and the rest of the staff) together with the parents. If considered necessary, letters of referral are sent to a speech therapist. Such referrals are always written in close co-operation with the parents.

Sometimes the special education teachers visit the family at their home to have an opportunity to see the child in a surrounding different from the pre-school unit. On such an occasion she discovered that a child, described as a child with selective mutism spoke frequently when being at home.

1.3.3 Information (Q8)

Multilingual information material is available at the pre-school units. Apart from written information staff members often talk to parents when they leave and pick up their child, but also in more formal conversations. Should the parents be literate this can still be difficult but mother tongue teachers can always translate certain information to the parents. Families often speak more than one language, apart from Swedish, which makes interpretation more complicated. However, most parents receive information about mother tongue tuition and support through the pre-school unit or by the ‘Child Health Care’.

During conversations an interpreter is always present when needed. However interpreter skills can vary. It is the view of the special education pre-school teacher that interpreters should have specialist competence and knowledge about pre-school children in general, the Swedish pre-school system and about different disabilities. An interpreter is not always available. The service is expensive and sometimes the financial resources are not enough.

When other partners are involved they all get together (professional teams and parents) for a meeting, normally at the pre-school. The special education teacher is responsible for these meetings and often the parents feel comfortable at the pre-school, which is very positive. The special education teacher is also responsible for the follow-up. She discusses the meeting with the parents and may learn about the progression of contacts with other authorities in a way that gives her the parents´ views on these meetings. Sometimes it is obvious that parents have misunderstood items on the agenda and the special education teacher stresses the obligation to (really) listen to the parents. Parents always turn up at these meetings and it is considered essential that they are met with an attitude of respect.

When the children leave pre-school, the resource pedagogue accompanies them to school during the first week. They explain the methods used in the pre-school and often school teachers also visit the pre-school, always approved by the parents. Resource teachers with special competence about autism would be desirable. The transition from pre-school to school can be tough, and almost always the children are excluded after a year or so.
1.3.4 Ventures (Q9)

In this unit for newly arrived children there are special efforts for children with special needs. Normally the children will attend this unit for one year, but may stay longer if necessary, sometimes two years or even longer. The children are taught what they are expected to know when they come to another unit. 

Linguistic challenges are important in both languages, depending on how much priority the mother tongue resource for pre-school children has been given. Some years, linguistic (mother tongue) support has been granted to the older children, sometimes to children with special needs in general.

From a general point of view pedagogy is essential, with as little special and as much inclusive activities as possible.

The special education teacher has fought her battle for the ‘hidden’ refugee children’s possibility to attend pre-school. This has not been the case earlier, but today these children also are allowed to attend. 

1.3.5 Success factors (Q12)

Digital cameras are used for documentation of children activities, a useful tool according to teachers. Also a Marte Meo-therapist sometimes comes to the pre-school to video record different activities and situations (a Marte Meo therapist gives guidance to staff, parents etc. with the help of video-recorded situations, for instance to observe co-operation between the child and the adult). The video is then showed to parents, staff and rehabilitation personnel and forms a basis for discussions about, for instance, the child’s behaviour and actions in different situations. One interesting example: A boy, diagnosed with autism, had his diagnose changed after rehabilitation personnel had seen the video.

1.4 An example from a school in Rosengård 

The National Curriculum states the leading values, the responsibility of different aspects of school activities and the educational goals. Within those limits each municipality sets up a plan for its educational system. Each school is accordingly bound by the national goals and leading values, but is free to organise its means to reach those goals as it chooses and there are very different ways of doing this.

Some data about the school we visited:

· 300 pupils, 97 % have immigrant an background

· 50 nationalities / 35 countries

· health/culture profile

· staff 45 

· Pre-school (6 years) – Primary education (7-12 years), Montessori class

· Preparation class

· Arabic (mother tongue) class

· After school care

1.4.1 School Welfare Team 

If teachers consider that they themselves have problems meeting the needs of a specific pupil a conference has to be held with the staff involved to find a solution to the difficulties. Action plans are set up for each pupil in need of special support in co-operation with teachers, parents and the pupil concerned. Those plans indicate the responsibility of each partner in the development of the pupil's abilities and knowledge. 

The School Welfare Team comprises of the principal, school psychologist, school nurse, speech therapist, special needs teacher, social worker and medical doctor. Other collaboration instances are the Rosengård Resource Team, the social services, the psychiatric clinic for children, the Refugee Health Centre and the mother tongue co-ordinator.
1.4.2 The core principles for the school

· Co-operation with parents in the school;

· Different cultural background needs different ways of teaching and communication; 

· Teacher training is very important (initial and in-service): 

· Mother-tongue instruction is important to all children and especially children in need of support;

· Importance of both teaching and assessing in two languages: Mother tongue and Swedish as a second language.

1.4.3 Principals leadership ability – a prerequisite for inclusion and co-operation

The school’s principal has initiated and inspired all staff members to be part of different co-operative activities together with parents (Q8):

· Parents’ cafés: School staff members participate (time-tabled). The discussions may concern subjects such as: about the school, about the town district etc.;
· Arabic speaking group of mothers together with Arabic speaking personnel: different subjects such as: the bringing up of children, a tour around the town, going to the cinema together, etc.;
· Arabic speaking group of men; 
· Education in Arabic for parents in the town district;
· School meetings with participation of principal, teachers, parents and children;
· Open house: parents, associations, libraries are invited;
· House calls: compulsory development dialogues are often (not always) held at home; 
· Parents evenings with different subjects, i.e. Internet, Drugs (once per semester);
· Introduction meetings with parents: conversations about the time before their emigration to Sweden. Participation: school principals, the teacher and the school nurse.

1.4.4 Information to parents

The school uses information materials in different languages published by the Swedish National Agency for School Improvement. Interpreters are always used when needed. On these occasions certain difficulties and needs have been observed:

· Many parents refuse the use of interpreters;
· Interpreters may be relatives;
· Interpreters may add their own values;
· Difficulties in exchanging confidences between parents and teachers with the help of interpreters;
· Interpreters must have good school knowledge.

1.4.5 Co-operation with social services (Q7)

The school co-operates with social services in order to get a total picture of the child and his/her family. A full time school nurse and a half time school psychologist work very much with parental contact.

1.4.6 Support from mother tongue teachers

The school has three full time Arabic- and two (also full time) Albanian-speaking teachers who deliver both mother tongue tuition and study guidance. The fact that they are fully occupied in this school makes it easier to plan together with other staff members. Attachment to different working teams improves co-operation. They are normally participating in development dialogues with parents.

An important function: being a mother tongue teacher means building bridges between home and school.

Some class teachers have learned a little of the pupil’s mother tongue and use it in their teaching. bilingual signs are often used in the classroom.

1.4.7 The use of tests (Q10)

Tests, with interpreter support, are used but the principal does not consider the tests reliable. Results may be misleading. It is better to wait until the pupil is feeling confident in school. The use of tests in Swedish is not always beneficial for immigrant children.

1.4.8 Special support groups (Q10)

There are no special support groups in this school. Pupils with special needs are included in the classroom. Principal’s intention is that all teachers should be able to teach all children.

1.4.9 Principal’s comments

It is trying that 40 % of the pupils disappear each year due to the parents moving from the district. Teachers of this school must always want - and dare - to test new ideas: ‘We must always search for new paths!’

1.5 The family is central in all co-operation activities

The Skåne unit of the Swedish Disability Federation has, together with Save the Children (Sweden), worked with a 4-year project ‘Immigrant children with disabilities’. The project was launched as a preliminary study in the autumn of 2001. The objective was to make a survey of problems and possibilities, to create contact and to search for ideas for the continuing project.

The preliminary study showed that the project should focus on three different areas:

· Visiting work activities and information;
· Network construction and co-operation;
· Competence improvement (authorities and organisations responsible for immigrant issues).

Visiting work activities have resulted in the spreading of information to several operational units, such as: child rehabilitation, different religious communities and other officials. Networks have been established by bringing officials and parents together in different activities. Competence improvement has been reached through discussion groups, meetings devoted to special themes, seminars and different educational efforts.

Examples of project results:

1.5.1 Parental co-operation (Q8)

During the project contacts were established with 276 families from 27 different nations. Knowledge improvement and ‘aid to helping oneself’ made it possible for families themselves to get in contact with authorities concerned and to search for and receive contributions according to the ‘Act of Support and Service to Certain Disability Groups’.

An information group of five parents from the target group has been formed. The five representatives come from different countries; they have children with different diagnosis and disabilities and have experience and knowledge about traditions, culture and views on disabilities from their home countries. They also have different religious backgrounds. The object of the group is to share experiences of meeting the Swedish society. The group has been engaged in staff meetings, educational activities and parents´ meetings. 

In order to spread knowledge to parents about disabilities conversation groups were formed to discuss (among other things) how the Swedish society ‘works’, values and the environmentally related concept of handicap but also about rights and obligations. They were divided into language-groups and the participants were offered the answers to any questions they may have.   

In the conversation groups, parents were given the opportunity to talk to each other about the difficult situations they might have met. These conversations revealed parents´ anxiety about the future. After participating in interpreted education efforts, meetings devoted to particular topics/themes and parent discussion groups were invited to a number of study visits to different kinds of housing and daily activities.

Enlarged contact nets have resulted in growing self-esteem and independence for the families involved. This has been shown in an increasing interest in participating in parents´ meetings, efforts to make their children take part in different activities (swimming, horse-riding, music, ball games etc.), participation in activities with organisations for people with disabilities and other social activities.

1.5.2 Competence improvement for authorities and organisations in charge of immigrant issues (Q13)

A number of educational efforts have been made for different operational staffs. Authorities and other support organisations have by influence from the project changed their methods of working and improved contact with the target group.

1.5.3 Project co-operation with different organisations (Q7)

· Children and Youth Rehabilitation

Information materials have been translated into different languages and can be found in waiting rooms, easily accessible for staff to give to parents. Computerized data has been adapted to ‘easy-to-read’ Swedish. Specially arranged ‘theme evenings’, parental education and discussion groups have taken place for the target group and a ‘Playing café’ has been started, with open activities where children can play and parents can meet to discuss different cultural issues. A number of staff seminars have also been arranged about different issues/themes and ethnical perspectives. Professional lecturers have been invited to these occasions.

· Social Insurance

Through participation in staff training, seminars and contributions to interpreted education for the target group the Social Insurance Authority has got an insight into families´ problems with children with disabilities. Decisions and other written reports show consideration for language problems and an easy and understandable language is used as far as possible.

In order to meet the needs of information and knowledge for the target group the Social Insurance Authority will carry out an annual interpreter educational course about what the authority can offer persons with disabilities.

· Organisations for Disabled

One of the aims of the project concerned the target group’s integration into the Swedish organisation for the disabled. Participation in the conversation groups from representatives from different organisations for the disabled resulted in a natural information possibility about federations involved and their way of working for their members. Great importance was attached to similarities between parents of the target group and parents to children with disabilities without immigrant background and to minimize what is called ‘cultural gaps’.

Parents´ meetings have been arranged in co-operation with and involvement from five member organisations:

“Deaf and Hearing-impaired Children” (DHB), the “National Association for Disabled Children and Youths” (RBU), the “Swedish National Organisation for Persons with Intellectual Disability” (FUB), and the Organisations for Autism and Epilepsy (FA and SEF).

1.6 A Child Health Centre in Malmö

Child Health Care is offered to pre-school children (age 0 – 5), focused on children’s health and how to prevent illnesses and other difficulties. 

Information about Child Health Care can already be obtained at the maternity hospital. When mother and baby return home from the maternity hospital they are visited by a paediatric nurse. During the child’s first year, there are usually several visits to or from the Child Health Care Centre. During the first four months the child is weighed and measured in order to determine that all is going well.

1.6.1 Co-operation with parents (Q8)

A paediatric nurse from the Malmö Child Health Care Centre tells about her work, building contacts with children and parents (mothers in the first place) in her district.

As an alternative to the parents coming to the health care centre, home visits are offered. In this way trust is built up between parents and representatives from the health centre. On these occasions the paediatric nurse is especially concerned with establishing a contact with the mothers, since she has found that many of them are isolated in their homes with no contact with other adults. Interpreters are always engaged if needed.

The staff arranges parents´ groups where mothers of small children can get together and learn more about different families and traditions. One group of Somalian mothers has already started and there are plans for another group of Arabic-speaking mothers. This has turned out to become an important social function, with tea or coffee-drinking while a certain theme is being discussed. 

It is very important that parents meet. Some women seldom or never leave home. The group meets six times during the first year. Some parents create their own network and meet besides these arranged opportunities.

1.6.2 Co-operation with other organisations (Q7)

Co-operation also exists between the Child Health Care Centre and pre-schools in the district. Almost all children are pre-school registered and can be reached there. However many of the children do not attend pre-school regularly. The paediatric nurse stays in contact with the pre-schools and offers visits and participation in parents´ meetings.

The paediatric nurse is of the opinion that a special education teacher is able to implement good survey measures and programmes so the child’s development can be followed and evaluated. Co-operation therefore needs to be enhanced due to the fact that pre-school staff follow the child in different situations and activities which enables them to get a better picture and judgement about the child’s capacities than can be obtained in a health care control. Examples given are cutting, drawing, painting, telling stories, jumping etc.  

The paediatric nurse always takes notes about the child’s need for mother tongue tuition and at different ages the child’s development is evaluated. There is also co-operation with paediatricians, speech therapists, psychologists, social welfare officers, pre-school (also specialist) teachers and a support team working with children to parents with psychological problems.

Often the Child Health Centre can recommend a thorough evaluation of the child’s situation. If so, this decision is a result of consulting and co-operating with other specialists. The evaluation is often made by a doctor, a psychologist and/or a speech therapist.

1.6.3 Information (Q8)

The paediatric nurse has found that there are different traditions concerning at what age children can begin eating food other than breast milk or gruel. Her recommendation is from four months of age, but many mothers are of the opinion that children should eat ordinary food already at the age of three months. She points out sometimes there are ‘cultural clashes’ and that is why close co-operation is so vital. On many occasions parents have been discovered buying cheap gruel powder that is not nutritious enough for the younger children. Without being able to speak the parent’s language she has been able to point at the declaration of contents and show them better alternatives. She also recommends that parents cook their own baby food. So far, written food declarations only can be found in Swedish.

When the baby is seven months old a dental nurse gives advice about ‘The toothbrush’, a project that encourage children to brush their teeth. At the age of eight months the so called BOEL-test is carried out in order to check hearing and communication abilities (a first hearing test is conducted already in the maternity hospital). When the child is ten months old, a doctor checks the child’s ability to stand up, to walk holding on to a table, to grasp etc. Vaccinations are offered on several occasions. Immigrant parents tend to be more positive to vaccinations than Swedish ones since many of them have experienced children dying from children’s diseases.

Three times, at the age of two and half, four and five years the child’s linguistic development is checked, i.e. ability to speak and to communicate. As a preventive measure the child meets a speech therapist a couple of times at the age of two and a half years. This makes it easier to get into contact with a speech therapist later on, if necessary. The speech therapist also checks the child’s mother tongue. Language is a question of totality, not only of words. Trilingual children are not uncommon. On these occasions parents can easily be informed about mother tongue support.

Certain information to parents about different disabilities and neuro-psychiatric dilemmas is available in Swedish but to a very small extent in other languages. Therefore it is vital that parents are given recurrent information in Swedish and their mother tongue (with the help of interpreters). This must also be supplemented with oral conversations in the form of dialogue. The paediatric nurse emphasizes her obligation to try to find out whether the parents have been able to grasp the information.

1.7 Being parent in a new country (Q7, Q8, Q10, Q12)

To what extent can teachers increase parents´ involvement in their activities? What mechanisms promote or hinder co-operation between school and home?

These are questions discussed by Laid Bouakaz, researcher at Malmö University, in his doctor’s dissertation Parental involvement in school: what hinders and what promotes parental involvement in an urban school
. 
The purpose of the dissertation is to gain knowledge about what hinders and promotes parental co-operation in a compulsory school (years 6 – 9) in a densely populated urban district and to reach better understanding about how Arabic-speaking parents and teachers look upon parental co-operation in school. Another object is to gain understanding about how these parents can be supported in a way that makes it possible for them to increase their experiences of participation in their children’s education.

The results are presented in six chapters where parents talk about their lack of knowledge of the Swedish educational system and show their will to learn about how to get closer to the school in order to be able to support their children. Teachers point out different types of obstacles, i.e. parents´ language problems but also cultural and religious factors.

One of the results is that the school does not seem to be as interested in co-operation as in parental engagement. When everything is going well for the pupils and they are doing their homework the teachers do not seem to be very interested in the parents. But if and when parents do not turn up at meetings or are unable to communicate, the school often experiences problems and discussions about parental co-operation may start. In reality it is all about a wish for enlarged engagement rather than co-operation - so when everything is going well and parents are reachable, teachers are not interested in creating projects between home and school.

Yet another problem is the evident linguistic and cultural differences that make it difficult for parents to communicate plainly with the school. The school should be able to handle this problem with the assistance of mother tongue teachers or other teachers who speak the parents´ mother tongue. Parents have few tools when communicating with the school or showing engagement in the education of their children.

Even though both parents and teachers seemed willing to develop a closer working relation their ambitions and good-will were facing a broad spectrum of obstacles both within and outside of school, in the families or in the parents´ daily struggle in society. Thus there were indeed obstacles for parental co-operation directly related to school and teachers and to other people more connected with the families and the conditions under which they live.

The teachers who were involved in the investigation experienced difficulties in parental contact in general and with parents with Arabic and Muslim backgrounds in particular. The parents´ religious conviction, their language and cultural background made it difficult for the teachers to establish good working relations with them.

Religious diversities were not commented on by teachers, while language was considered to be one of the main obstacles in getting closer to school. Teachers expressed a basic consensus that these factors can create barriers which make it difficult to establish a close working relation with parents. 

Another contributing factor that obviously influences parents, even though not stressed in general terms by teachers, is the parents´ socio-economical situation. Parents, on the other hand, expressed a strong need for better knowledge about the educational system and of acquiring the ‘school capital’ in connection with this. They often lacked the knowledge needed to get close enough to their children’s school.

By maintaining the assumption that school is a question for teachers, parents do not seem to have a role there. Parents often develop what seems to be an attitude of resignation, which does not necessarily mean lack of interest and engagement in their children’s education, but rather a form of strategy for avoiding feelings of humiliation in meeting teachers and at the same time a feeling of being outside the school’s world.

Teachers have little time for different ‘co-operation’ projects. This fact may call for the need of a ‘mediator’ between parents and teachers, with the task of working consciously with timetabled co-operative matters. They could arrange study circles, open-house functions or invite lecturers. This is a question of organisation: there is talk of co-operation but neither scheduled time nor space for it to exist. Parental co-operation must therefore be deeply and institutionally established. If and when enthusiastic key-persons lack the whole house may collapse!

The study also reflects the complexity of parent’s meeting the world outside school, since many parents face the fact of survival. It might be established that efforts to engage parents in school activities face partly competitive challenges in enhancing the situation of the parents´ living environment and their integration into society.

Problems such as the lack of sufficient space at home, unemployment, changed youth structure in the local society and some unclear points in the changed family structure, confront parents and may lead to lack of energy when it comes to active participation in the measures planned for by school or local authorities.

1.8 Some voices about being parents to children with disabilities in a new society

According to our experience, confirmed by different studies and literature about parental co-operation, there are many reasons for co-operational problems:

· limited proficiency in the Swedish language 
· lack of knowledge about the school system
· respect for teachers as the experts
· unfamiliarity with the concept of parental participation in schools
· trust that teachers are always doing their best

Some case studies:

Often a family may receive information about things that they have little or no experience of, i.e. relief services, sign language courses, camp activities etc. As one father expressed it:

The support granted is new to us. There is no such thing in our home country. Thus we consider us blind in the family. We have no knowledge about our rights, and what is available, so we cannot ask for something specific. Of course the interpreter can translate the word “Social service office”, but what is it, what does it mean?

Information to parents may be difficult for several reasons. They may be related to language:

One father reads in the newspaper about a new treatment. The parents hope it will make it possible for their daughter to walk again. However, due to language problems the father has not understood what was said in the article. The rehabilitation doctor makes a lot of efforts to explain who might be helped by the treatment due to medical reasons. The parents, on their hand, believe that their daughter is out of question because they are immigrants.

Many parents to children with disabilities ask for more knowledge about mother tongue tuition, study guidance and Swedish as a second language in order to be able to reach good decisions about the situation of their child. Some parents think that mother tongue tuition may start when the child gets a little older. One parent is of the opinion that what is most important for the time being is that the child communicates verbally at all:

We were so happy when he started speaking Swedish. We thought that this was the most important thing right now. The mother tongue training can wait. Maybe I will use it if I have to explain more complicated matters. Things I myself cannot explain in Swedish.

Parents say that it is difficult to know what is best for the child’s development. They stress the fact that they have to rely on the support given by speech therapists, rehabilitation and school staff:

They know how school works and what is best for my child. I don’t know if mother tongue teaching would do any good for my child, one parent says.

The parents of three children have on some occasions taken part in parental education about Aspergers syndrome, arranged by rehabilitation personnel. They feel they have some knowledge about the disability and what parents need to think about. However, they did not feel prepared for the expectations they experienced from the school, when the demand of co-operation about decisions concerning the child’s education was raised.

Parents express great knowledge about their child and its disability, but very different views on participation and co-operation with the school. Two parental voices:

We don’t know much about what our child is doing or what he is learning at school. But we think that the important thing is that all is going well, despite his disability. Recently we started co-operation by exchanging messages in a diary that goes between home and the school. Our child writes and reads in the diary both at home and at school.

One parent who earlier worked as a mother tongue teacher (in pre-school and compulsory school) is of the opinion that the school should ask more about different family traditions and habits. Despite his experience from the school world he finds it difficult to know how to get on speaking terms with school staff about educational contents.

Teachers tell more about how they do than what and why. This particular parent said that he had experienced that ‘Swedishness’, typical Swedish behaviour, is taken for granted by many school staff members. For instance, looking into peoples’ eyes when talking to them, letting someone finish speaking before interrupting and that there is one method, one correct way to stick to. He also thinks that Swedish teachers are afraid of standing out from the rest which stopped them from daring to test other methods than usually used in school by other teachers. At the same time, however, he stressed that his son’s teacher is very capable.

To sum up, parents think that they have too little knowledge about what is best for their children - whether they should have mother tongue tuition or not. They rely on advice given by experts and are of the opinion that it is difficult to understand what the school expects from them as parents and on decisions about the children’s education
.

It is always a great help when parents meet other families and children with similar problems. A parent association has been formed where parents and children can meet and receive information in their own language. 

As a parent of a child with special needs, one becomes very sensitive and shows tendencies towards overprotecting the child. As an immigrant parent it becomes even worse. The language plays an important role. One is suspicious. One tries to find facts both in one’s language and in the new one. There are many misunderstandings and one gets the feeling that nobody listens. One goes through many crises. One isolates oneself from others, both from one’s own fellow countrymen and from Swedes. One becomes very lonely.

I missed meeting people with more or less the same problems as we have. Everything started when we received an invitation to an information evening in our language. We were encouraged to get together, to talk about our feelings regarding the disability and to exchange experiences in our language. That’s the way the parent’s association was formed; to be a link between children with disabilities, their families and different handicap organisations. 
2 Conclusions from the Malmö interviews

2.1 Co-operation – scarcity of co-operation

Parental co-operation is initiated by staff from different organisations.

Pre-school

The special education pre-school teacher arranges meetings where parents and other professional groups participate. She also invites representatives from other professional institutions to see the child’s ordinary environment. Parents felt more at ease and more at home in the pre-school. The special education pre-school teacher is normally responsible for these meetings.

Child Health Care

Paediatric nurses prefer home visits. They wish to develop pre-school co-operation since they are of the opinion that pre-school staff can then see the child in various activities and thus get a better picture of the child’s abilities than what can be obtained during Child Health Centre control visits. They also attend pre-school parental meetings.

Together with the paediatric nurse we found that the normality standards are different between cultures and that certain abilities assessed (and looked upon as ‘normal’ for children at a certain age) can be culturally conditioned. In Sweden, for instance, children are expected to crawl before walking and before the age of ten months they are expected to walk, holding on to a table. In the occidental world we make a picture of normal development with different phases and steps as if they were universal. A comparison can be made with children growing up in desert areas, where children are carried until they are able to walk themselves.

Certain (but far too little) written information to parents about different disabilities is available in Swedish. Recurrent information in Swedish and the parents´ mother tongue (with the assistance of interpreters) is considered essential. However this information must always be supplemented with oral dialogues. The paediatric nurse stresses her efforts to find out what parents have understood from the information.

School

The principal illustrates many examples of different kinds of co-operation. The school works actively for teachers to development competences in the art of teaching heterogeneous groups, where certain children/pupils may have a pronounced disability or an educational complexity of problems. The principal’s objective is to engage the whole staff.

She acts from an inclusive perspective where all children, regardless of disability, are part of the schools ordinary activities and stresses the school’s responsibility to grant all children the possibility of learning. Tideman, et al. (2004/2005) insist on the necessity of problematising school activities as a perspective on the exclusion of pupils. Knowledge about the environmental handicap concept
 and how this reflects disabilities is a central aspect.

Two major interest organisations (Save the Children and Child Health Care) suggest competence development for groups of professionals and co-operation with parents.

It is obvious that a number of exciting projects have given interesting results. One dilemma seems to be that many projects are driven by real enthusiasts who put lots of time and effort in their work. An important question here is how the achieved results can be taken advantage of and be preserved in different activities.

In light of these experiences and in the research we have taken part in
 we feel that developing support to immigrant children and young people and special needs education, SNE cannot be built on certain efforts by enthusiasts. Instead there ought to be long-term solutions on the organisational and social level.

2.2 Success factors (Q12)

Experiences from this project show new paths. They indicate possibilities for children and young people with a foreign background and special educational needs to develop their language and identity in inclusive activities. 

In the school visited, the whole staff was engaged in the inclusion of all children. They arranged open-house events, parents´ cafés etc. Full time teachers (Arabian- and Albanian-speaking) taught mother tongues and study guidance in co-operation with class teachers. They also concentrated on training Swedish as a second language.

Mother tongue teachers may also in other ways act as bridge-builders between school staff and children and parents. They often have knowledge about families and school, but need to develop not only competences and further education concerning ‘interpreter skills’ but also about different disabilities and current legislation and policy-making with regard to such matters etc.

2.3 Obstacles (Q12)

Testing children with the help of interpreters is difficult. The child who does not have access to the Swedish language or abilities in comparison with Swedish children run the risk of being judged by a norm that does not take the child’s real possibilities and potential into consideration. In the long run there is a risk that the child is diagnosed incorrectly.

Possible interpretation risks may occur if the interpreter puts his/her own values into the interpretation situation. This is difficult to handle since staff members are not always familiar with relations and possible family connections between family and interpreter.

Children’s behaviour can also be difficult to recognize. Lutz (2006) discusses pre-school structures concerning children with special educational needs. In particular he throws light upon Somali children who are pointed out as having disturbances within the Autism spectrum to a higher extent than children from other groups.

3 Recommendations

1. Persons advising and supporting families need to be more aware of the following:

· An immigrant family needs to be understood in the context of migration, ethnicity, socio-economic circumstances, multiculturalism and their perception on disabilities and handicap;

· The process of migration from the country of birth to Sweden makes an impact on the family’s social network. The family network in the home country is lost and a new one must be constructed; 

· Provision of effective support services to families and children in need of support.

2. One of the challenges of teacher training and in-service-training is to prepare teachers to work with children from diverse backgrounds. Teachers need professional development to deal with new demands on matters such as first and second language learning for children with disabilities, a multicultural curriculum, parental involvement, etc. 

3. Assessment of a pupil’s abilities and difficulties requires a team with a multidisciplinary and a cultural diversity perspective. This team should gather the information to determine if a pupil’s difficulties are due to the new language, lack of exposure to well adapted instruction, traumatic experiences, or a disability. 

4. Attention must be paid to the risk of cultural bias in the diagnosis
. 

5. There is a need of mediators in the Swedish school. i.e. mother tongue teachers with special competence on disabilities that can work together with children, young people and their families. Bouakaz (2007) calls attention to parents and teachers having different views and objects concerning co-operation. Parents need knowledge about the school system and about the progress of their children, while teachers expect the commitment of parents in cases where there are problems. According to Bouakaz a mediator could bridge over such different and mutual expectations.

6. Major concentration on mother tongue tuition is also needed, for study guidance and teaching of Swedish as second language. 

7. For many years now, special efforts have been made according to whether a child has either special educational needs or an immigrant background. We need more insight on the importance of viewing individuals as a whole. In order to gain this holistic view of immigrant pupils, we must pool the knowledge and insights from the two areas.
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