Meet me like a human being!

An abbreviated edition of the report drawn up by Danske Handicaporganisationer DH, (Disabled Peoples Organisations Denmark) in connection with the project “Danish Disabled Children and Youth Stating their Views”, 2008
Preface 

Children and young people are experts on their own lives. And for this reason, they ought to take part in the discussion of questions relating to themselves. With this in mind, Danske Handicaporganisationer (DH) have initiated the project “Disabled Children and Youth Stating their Views”, where 30 young people within the age group 14-18 with varying disabilities met each other at 2 weekend seminars in the autumn of 2007. The purpose of the seminars was to give the floor to the disabled children and youth regarding the conditions concerning their daily life. When it comes to making decisions, children and youth can contribute to the pool of necessary and valuable knowledge. But relevance is not the only issue at hand – this is also about rights.

Through the UN Convention of the Rights of a Child and the Disability Convention, children and young people with a disability have been ensured the right to have their views heard and respected and to have an influence on their own situation. They have been ensured the right to be involved in and participate in all aspects of society on equal terms with other people. On the basis of these rights, the aim of the present project has been to shed light on the conditions of children and young people with a disability by allowing them to speak out for themselves – and thus, the aim was equally to further the involvement of young people with a disability. 
This leaflet contains an abbreviated version of the project report “Meet Me Like a Human Being”, in which the statements of the young people have been collected. The report allows the young people themselves to have the floor through their own statements and through the texts, songs and paintings produced by the young participants at the two seminars. This abbreviated edition does not provide the young people with the space available in the full report, but instead, it collects the main messages from the report within the areas of school attendance, leisure time, education and working life, guidance, help and knowledge of disabilities. 

In connection with the project, a checklist has been drawn up for the use of local authorities in the production of a municipal children’s policy. Furthermore, the project includes a toolbox containing methods and inspiration as to how disabled children and youth may be involved. All project materials can be downloaded from the DH website www.handicap.dk.
The project has been financed by the Danish Rate Adjustment pool Scheme via the Danish Ministry of Social Welfare.
Disabled Peoples Organisations Denmark, June 2008.
DH’s assessment of the project

Overall, the project Danish Disabled Children and Youth Stating their Views has been a positive experience with wonderful and committed young people. The participants in the project are characterized by an incredible drive. They are both willing and able to overcome the challenges entailed by their disability. They have many different requirements and wishes regarding their life. They want to participate in and contribute to culture and leisure as well as social connections, and they want an education and a job. They wish to be active citizens just like everybody else. They wish to be met as human beings with resources and potentials. 

But the statements of the young people equally bear witness to the fact that they encounter barriers when seeking to be active citizens. They encounter prejudices, lack of understanding, knowledge and will, just as they are limited by insufficient accessibility.
The young people wish to be met as human beings, they wish to be heard, taken seriously, have influence, to get the right help and to have access to places, activities and education. The desire to take part in youth life is particularly strong. 

The statements of the participants bear witness to enormous lack, when it comes to making society completely unprejudiced towards and accessible for young disabled people. Huge challenges are still ahead in order for children and young people with disabilities to obtain full participation, in spite of the fact that both the Children’s Convention and the Disability Convention are clearly stating the rights of children and youth with a disability in all aspects of life. 

A behaviour where young people are not being involved – where their wishes, views and competences are not being used, - gradually and systematically leads to a situation where other people make the decisions for them and their own views do not count. They are not being challenged to formulate their own opinions and communicate their views. 

Thus, there is a risk of their developing a passive behaviour rather than an active fellow citizenship where they themselves are able to say yes and no. There is a risk that children and young disabled people will develop socially for a passive grown-up life, where their self-image merely constitutes living on a disability pension. 

Belonging in a social context and having influence on your own life within the social framework is fundamental to an active fellow citizenship and to life quality in general. The perspective of fellow citizenship is about enabling the individual disabled citizen to interfere and participate in shaping his/her own life.
For this reason, a fundamental change is needed in the way of thinking and the opinions related to which areas children and young disabled people ought to – and are able to – be involved in and where they can contribute. Children and young disabled people should be seen as active, committed people with resources, competences and experiences which are needed in society. Every single person has a need of and a right to be respected as an individual and to be seen and heard as the unique, participating person he/she is. Only when this is achieved, we can seriously say that we have an inclusive society instead of parallel cultures which have been developed in several areas within the disability area. 

It begins with the children…
Going to school 
The participants in the seminar have various differing experiences and impressions related to their school days. Many of them give a positive account of their school days, during which they were taken into consideration in the right way and teachers and students were understanding. But the school accounts also bear witness to the different barriers which may make it hard and difficult for children and young people with disabilities to go to school. The young people tell about lack of help and consideration in class, lack of knowledge and understanding of their disability from both teachers and students, delays in the delivery of aids and a lack of accessibility which e.g. may result in exclusion from school activities:

“And then some people, when they plan trips or something like that, they haven’t checked if it’s accessible for disabled people, and then you can’t participate in that, either. It was just like our introduction trip in secondary school. They were going on a camping trip, and I couldn’t sleep in the tents at all, so they asked me to go home in the evenings, and this made me lose a lot socially, too.” 

Many participants call for teachers who are better equipped to teach students with disabilities. Generally, the young people ask for more information directed both at students and teachers, so that children and young disabled people are met in an understanding way, and so that they are taken correctly into consideration in the planning of the other activities of the school. 

The young people’s accounts of the special school where many of them experienced that they did not have the possibility of exploiting their learning potential are dominant. The participants tell about teaching materials directed towards a younger age group, subjects that are not offered, low-prioritization classes in general and their not being challenged academically:

“I would be able to keep up academically, they promised me that. But this resulted in my starting out there in 5th grade, and after 2 years, I was stuck with 5th grade books in every single subject. Which must mean that the academic level wasn’t what it should be. If you want to achieve something academically, maybe you ought to consider whether you want to go to a special school.”
The school experiences and impressions of the participants vary greatly. Both because the participants are just as different as other young people, because their disabilities entail different needs and because these needs are met in different ways. It is crucial for the experience of going to school, how the participants are being met and respected as human beings by teachers, classmates and the school system as a whole. 

The different statements and views relating to going to school are centered around the perspectives drawn up below:

· The offer of a school – regardless whether it is a mainstream school or a special school, the school must live up to the learning needs of the individual student. 

· Focus on learning rather than on having a good time. Academic ambitions in relation to exploiting the potentials of the students. 
· Knowledge of questions relating to disabilities, ethics and attitudes should be part of the teachers’ curriculum at college. 
· Going to school should result in the development of academic skills – also in special schools.

· Development of teacher skills related to teaching children and young people with disabilities. 
· Necessary support and compensation in the form of aids, materials, interpreting and a support person must be ready in time and it must be of high quality.

· School activities such as excursions, school camps, social activities, etc must be accessible to young disabled people. 
Leisure time

Most of the participants in the seminar are active young people with both hobbies, friends, boyfriends/girlfriends and social activities. Most of them live an ordinary, busy teenage life. But many of them relate the different obstacles they meet in their endeavour to live an ordinary youth life on equal terms with their peers. Sometimes it is about e.g. the physical environment, where e.g. stairs may be an obstacle to going to a disco. At other times, it is about different attitude barriers, where some people experience being excluded only because of their disability. Many relate that they have been denied access to discos, shops and buses because of their disability – and as the only students of the class, some participants were not invited to class parties. 

Participating in leisure time activities is important to the young people. For many of the participants in the seminars, pursuing their hobbies gives them great joy in their daily life – several of them tell about how they forget their disability or about becoming part of a group when they play sports. But several of the participants are not granted sufficient help to participate in the leisure activities in which they wish to take part. And many participants miss leisure activities directed at people with disabilities:

“I’d really like to play football. And we’ve checked it out, too. There’s something called disability football, but that’s for older people. And I can’t keep up with an ordinary football team.” 

The views of the participants point out the following perspectives:

· Establishment of accessible public facilities in order to enable young disabled people to participate in going to cafés, discos, cinemas, etc. 

· Sufficient leisure time possibilities, including sports within the area of disability sports. 

· Granting of the necessary help to young disabled people in order for them to be able to participate in spontaneous activities with friends and classmates on their own and without their parents as well as leisure activities on equal terms with non-disabled peers. 
Education and working life

Most of the seminar participants dream of an education and a working life. They think about what will happen after they have finished school, and many of them have already made concrete plans for their future. But many of the young people encounter problems when it comes to finding an after-school job, getting into the right school or obtaining an educational offer that suits them. 
Several of the young people want an after-school job, but it may prove difficult for young people with a physical disability to work in a baker’s shop, a kiosk or in a stockroom like other people of their age. Thus, some want to obtain work experience and earn their own money, but they lack appropriate job offers. Others do not have the energy to work in their spare time, because it requires a bit extra of them to keep up in school. This prevents them from obtaining the important work experience which many young people draw upon when they apply for jobs later. 
“I would like to get the experience of earning my own money and also get that work experience, and it’s also good further on, when you’ve actually got an education and you’re going to get a real job, so to speak, then it’s good to have experience, too. And I just don’t have that, because at any rate, I don’t feel that I’ve got the energy, and I think that’s a problem.”
In itself, a disability may entail a limitation in their career choice, but the participants seem to have come to terms with that fairly well. On the other hand, they encounter other types of limitations, e.g. lack of accessibility at certain educational institutions and lack of will to make participation possible including the required consideration which must be shown. In other words, it may prove difficult for young disabled people to fit into existing frameworks. The will to extend the framework in order to fulfil the wishes of the young people is far from always present. Several of the young people are disconsolate about their possibilities of getting an education: 
“At the moment, I’m struggling quite a lot with what I’m gonna do after this school year, because there’s not really a place that fits me. I’ve been refused by 2 boarding schools for upper secondary students with places for people in wheelchairs, because I need too much help and because my academical level is 3 or four years behind. I’ve been a trainee at the 3-year youth education programme, but I feel that I don’t want to do that: it was as if I was put in a box and was removed from society. But I’ve got nowhere else to go. There’s a rule that says that I can’t have an additional school year. I have a dream of getting a normal job, and I’d like an education as well. I don’t want to be for show only for the rest of my life.”
The statements of the participants can be compiled in the following perspectives: 

· Establishment of frameworks to support the will of the young disabled people in order for them to acquire the necessary skills and obtain a job. 

· Development of qualified youth programmes for young people needing specially designed courses.

· Establishment of an inclusive educational system and labour market. 
Guidance and help

Living with a disability means that you depend on help and support in different ways in your daily life. The seminar participants relate a daily life that works because of the help and support on which they each depend – whether it comes in the form of specially designed teaching materials and educational offers, practically oriented aids, help with transport, an interpreter or a personal guide. The right help is absolutely necessary, but many of the young people tell about barriers in relation to getting the help they need in their daily life. 
The participants are very preoccupied with their possibilities of being with other young people without their parents being present. For some, it is thus absolutely necessary to be granted a guide: 

“I need a carer who can take me to events and thinks like that. I’m 15 years old now, and I really don’t feel like having my mother with me everywhere. People must understand that. And they may say that my parents manage me well enough. But I’m 15 years old, and I want to go out on my own, look at guys or whatever you do… go to a café or the cinema.”
It is striking how important the contact with public authorities, social workers, teachers, etc. is in the lives of the participants. On the one hand, they are tired of ’fighting’ in order to get supported conditions. On the other hand, they regard it as a necessity. Problems such as slowness, many changes of social worker, lack of responsiveness and lack of clarity in communication are among the themes highlighted by the participants. Criticism is significant among participants which calls for reflection:
“They don’t know very much about your disability. Now, I’ve had so many social workers, and people keep saying: “Well, I’m not familiar with the case, so I can’t really answer that question.” The case, is that me?! Or how are we communicating here with them calling me a case?”
The views of the participants are centered around the following perspectives:
· Securing personal assistance, so that young disabled people can participate in activities and be with friends of the same age, e.g. spontaneous visits to cafés and cinemas or just being together. Relief of the family is not enough. 

· Better coordination of the effort between different institutions and sectors.

· Reinforced advisory services directed towards disabled young people concerning their possibilities of obtaining help and support. 

Knowledge about the disability 

One of the most important things for the seminar participants which is also most dominant in the descriptions of their daily life is how other people view them and their disability. For young disabled people, it means an awful lot how they are being met by their surroundings. Unfortunately, the participants often experience that they are being met with prejudices in the society surrounding them, e.g. by people talking about them in the third person and not directly to them, and that people speak to them in a condescending way. Especially mentally disabled young people or young people with developmental coordination disorder sometimes experience that some grown-ups patronise them. It is a general tendency that the young people have tried being judged on the basis of their disability, only: 

“People may think that just because something’s wrong with the legs, then they think that something’s wrong in the head somewhere as well.”
Another type of reaction from surroundings may be fear of involvement. The participants relate experiences where people are afraid to approach them or ask about the disability – and several have experienced that people look away. But as one of the young people puts it: “It’s better to be looked at than to be overlooked”. A crystal clear message from the participants is the following: see us as human beings and not as the disabled. Basically, the participants are convinced that fear of involvement and prejudices are, most of all, a result of lack of knowledge and understanding of what it means to have a disability. Generally, the young people call for the dissemination of more information and knowledge about what it means to have a disability:
“It’s not at all because people are mean, I think. But it’s just this thing about lack of knowledge. It’s just the most important thing. At any rate, it’s the basic issue of the problems that I encounter.”
The statements of the participants point out the following perspectives:

· Generally, more information and debate about what it means to have a disability, perhaps in campaign form. 

· Young disabled people should go to schools, upper secondary boarding schools, high schools, etc. and talk about what it means to live with a disability. 

· Disability should be a theme included in all relevant educations: secondary and upper secondary school, teachers colleges, schools of social work, health educations, architectural schools and a number of other institutions for further studies.
