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I am very pleased to have the opportunity today to speak to you about the legal rights for deafblind people.

Deafblind people demonstrating in Fredericia:

Before I start talking about the danish laws, which is probably rather boring, I want to tell you a little story from the real life.

In Fredericia, where I have my office, a group of deafblind people some years ago made a demonstration at the social administration office.

The reason was, that the local authorities had decided to save money, so they cut down the services for deafblind people which resulted in reduced granting for the contact-persons.

The deaf-blind people were accompanied to the town hall with banners and demanded to get back the hours for the contact-persons.

At the town hall they did not know what to do at all. They could not communicate with the deaf-blind people, who were all sign language users – several of them totally blind and totally deaf.

The employers called our office to have an interpreter as quick as possible.

Of course the deaf-blind people had called the newspapers and there was totally chaos at the town hall where a crowd of journalists and photographers had arrived.

It is an experience, which they have not forgotten yet at the town hall, and they still talk about it.

Of course the local authorities changed their decision and the deaf-blind people had the hours for the contact-persons back, which was a great victory.

I will get back to this story later.

Facts about the field of deaf-blindness in Denmark
Just a few facts about our work with deafblind people before I jump to the law:

In the annual report of Centre for the Deaf, where I am head of the Region West, we see the following information:  

· At the end of 2003 we had contact with  500 deaf-blind people in all of Denmark (Denmark has got 5.5. mill. inhabitants)

· The majority (more than 300 persons) were more than 80 years old.

· A little more than 400 were Danish speaking – just under 100 sign-language users.

· The number of deaf-blind persons, we know of has been increasing during the last 10 years 

You can see this in the following survey.

· In whole Denmark we have now got 9 deafblind consultants 

(5 in region West and 4 in Region East.)

The principles of the social policy in Denmark for disabled people:

Policies in Denmark for people with disabilities are based on three principles:

· The principle of equal treatment and equal status for disabled people

· The principle of sector responsibility, which states, that each sector of society, education, transport, employment etc. is responsible for taking the needs of disabled people into account.

· The compensation principle which states that people with reduced functional capacity should be compensated for the consequences.
Services for people with disabilities: 

Let me mention the most important services used by deaf-blind people

· Advisory and counselling services 

Local authorities and counties provide free advisory and counselling services in order to create better living and developmental conditions for people with disabilities. When local authority advisory services are insufficient, the disabled person is referred to special county advisory services. The deaf-blind consultants are examples of that, because the county is paying our organisation for the service.

· Compensation for necessary additional expenses

The local authority compensates for the necessary additional living expenses, when the expense is a direct result of the reduced functional capacity of a disabled person.

· Personal help, care, etc.


The local authority offers personal help and care to people who are unable to carry out these tasks as a result of a permanently reduced physical or mental functional capacity.

· Contact-persons especially for deaf-blind people

When you are deaf-blind, you have the right to have a contact-person. This law is the most important law for deaf-blind people in Denmark, and it is the only law especially for deafblind citizens. The other laws I mention here are for disabled people in general.

Earlier deaf-blind people were dependent on voluntaries. Now they have the right to have the necessary help and can decide themselves when and where they need the help. Contact-persons visit and communicate with the deaf-blind people, are their connection to the surroundings and also accompany them to activities within or outside the country.

· Technical aids and consumer durables


Local government provides technical aids and contributes financially to the procurement of certain consumer durables, when such devices may considerably relieve the reduced functional capacity in daily life and/or enable the disabled person to be gainfully employed.

· Adaptations in the home


The local authority grants assistance towards adaptations in the home of persons with a disability, where adaptations are necessary to make the home better suited for the person concerned.

· Interpreter service
In Denmark people who are hard of hearing, deaf or deaf-blind can get interpreter service free. 

In this field the sector responsibility has worked through within the last years.

If for example a deaf-blind person is going to the university, the university or the department that it belongs to has to pay for the interpreter.

If deaf-blind parents are going to a meeting in the Kindergarden, the Kindergarden has to pay for the interpreter and so on.

Furthermore the state has granted a bigger annual amount for all interpreting that does not fall under the sector responsibility.

This is rather new in Denmark. It is not many years ago, that  the social administrations were asked to pay for almost all interpreting.

General schemes


Besides the above schemes, the local authority may also refer disabled people to more general schemes broadly aimed at people with special needs. Examples are special labour market and rehabilitation offers. (f.ex. personal assistance at the job, instruction in Mobility, lessons in sign-language or other alternative communication)

In the guidance to the Law of Social Services is written:

· That the efforts should be based on a holistic evaluation of the circumstances for the disabled citizen. This means, that there is an obligation, not only to look at one service isolated, but to look at the connected whole, to ensure a connection between the different services.

· The purpose of the effort, is to give the citizen individual and flexible services that should be based on the needs and possibilities of the individual.

This was the principles and the law. How is it in practise then?

Do we have any problems in Denmark at all, when we have such good laws, as we actually have?

The Ministry of Social Affairs have answered that question in an evaluation of the efforts made last year, about disabled persons and the connection between the handicap compensatory services.

Results of the Evaluation made from the Ministry of Social affairs:

The evaluation concludes, that the legislation lives up to the aim.

It is possible for disabled citizens to have a life as close to normal as possible, if the law is used in the right way.

The problem is the organisation of the services, which makes limitations to the efforts.

The evaluation brings out, that the organisation of the services prevents a holistic effort.

The reason is, that the services are organised in different specialized sections in the municipality and in the county. 

The result is that it is difficulty to practise a holistic effort and to create coherence.
In many municipalities you do not have a division with responsibility only for disabled citizens, but rather a fragmented organisation, where the services are spread out in different divisions – for example the division for elderly people, the division for pensions, etc. 

It means that the employers know a lot about a small part of the law but they do not have a survey of the whole law and therefore do not have the possibility to give coordinated services from a holistic point of view. 

One more problem:

In Denmark the local authorities have the responsibility for most granting for disabled people.  It is up to the local authorities to lay down the level of services. This is not always suitable, when we talk about small and vulnerable fields as the field of deaf-blindness, which is also a very expensive field for the local authority.  Here a central financing should ensure deaf-blind people their rights.   

Rehabilitation:

Let me say a little about rehabilitation because rehabilitation is a very essential theme, when you work with disabled citizens. In Denmark there has been a lot of focus on rehabilitation the last couple of years. A few months ago, I went to a big conference, where a group of professionals, in collaboration with people from the user organisations, presented a Danish definition of rehabilitation:

“Rehabilitation is a goal-oriented and time limited collaboration process between a citizen, his/her relatives and professionals. The aim is to ensure an independent and meaningful life for citizens who risk limitation of their physical, mental and/or social functional ability. The rehabilitation is based on all the circumstances of the citizen's life as well as her decisions and demands a co-ordinated, coherent and knowledge-based effort."  
 

You might pick out several important elements of this definition but in this connection I just want to emphasize a few.
· A holistic approach is important

Rehabilitation is based on all circumstances of the citizens life…

As you may remember the fragmented organisation of the social systems often prevents a holistic approach, because in the administration so fragmented.
· Cooperation between subjects and sections is important

As I mentioned earlier the services are split up in different sections in Denmark. The conditions of a successful rehabilitation is that there is a co-operation/collaboration between the sections.

· Coordination
The only person who is there throughout the whole process of rehabilitation is the citizen herself. Among professionals it is often not clear who has the responsibility for the process, so that the citizen has an experience of connexion and coordination.

· Quality and knowledge

Of course the condition of a successful rehabilitation is that the professionals have the necessary knowledge and education – the field of deaf-blindness is very small and demands a specialized knowledge, which the local authorities do not have.
Conclusion:

What in my opinion are fundamental conditions for giving a qualified rehabilitation offer to deaf-blind people are following:

· A sufficient legislation, which is necessary and important – but not enough
The right to have services, to have a contact person, to have interpreters, to have economic compensation etc. of course are fundamental rights but it is also important, how is the organisation and how is the financing (payment) of the services.

· For small and expensive fields as the field of deaf-blindness it is necessary with a central financing (or departments of a certain size).
The example from Fredericia shows this very clearly. It is very expensive indeed for small municipalities to pay for the services for deaf-blind people.  Fredericia is not very big but has many deaf-blind citizens compared to other towns. Therefore the economic strain is relatively big.

And then the last and perhaps most important thing:

· The deaf-blind citizen must have access to sufficient professional counsellors/advisors also with a central financing.
It is essential for deaf-blind people that they have the access to a qualified and competent counselling by professionals who also take the responsibility of coordination and co-operation, which is so important especially for a group of disabled persons with communication problems.

In Denmark we want to have our consultants financed by the state. As the system is now, the deaf-blind consultants are paid by the county where the deaf-blind citizens live. Some of the counties now must spare money and start talking about taking care of the field of deaf-blindness themselves. In our organisation we do not think this is possible because of the size of Denmark. In this connection I can mention that I went to a conference for deafblind-born one month ago. There it was said, that to be able to have sufficient service, the size of the local population should be at least 25 millions. That is the whole of Scandinavia!

Let me at last turn back to the example from Frederica

· It is important that we professionals support the deaf-blind people in their efforts to make conditions better. 

Throughout the years I have been working within this field I have seen several examples, that confirms to me, that the effect is much better when deaf-blind people fight and argue for their rights, instead of professionals trying to argue alone. Therefore a collaboration between professionals and the organisations for deaf-blind people is very important to create improvements!

The papers I have shown can be taken out from the homepage of Centre for the Deaf www.cfd.dk  Thank you for listening!
