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Ladies and gentlemen, welcome. 

In this workshop we would like to give you an idea of the ‘Being seen and heard’ project that Visio launched in May 2003. First we’ll look at the form and content of the project. 

Then we’d like to talk to you about your experiences and listen to any tips you’d like to give us for following up our project. We’ll use mind mapping for this, as a quick way of throwing up ideas. Then we’ll give you some questions to think about. And in there somewhere we’ll find time for a short break. Our chairperson has already introduced us, so we’ll start by telling you about our role in the project.

Saskia is an occupational therapist who has worked with elderly deafblind people for many years. Louise is a ‘self-support’ therapist. She works on rehabilitation with deafblind adults and knows a lot about teaching mobility. Both are members of one or more task groups in the ‘Being seen and heard’ project and are helping to optimize rehabilitation and support for clients with a visual and auditory impairment. 

Elly is the project coordinator and chairs the various task groups. Bernard, the project manager, is here at the conference but not at this workshop. As a member of the DBI acquired deafblindness working group he also helped to organise the conference.

Apart from these four, we have around 20 staff actively involved in the ‘Being seen and heard’ project.

Visio is the organisation we work for. It has a long history of providing rehabilitation, education and care for blind and visually impaired clients from birth to 116 years of age. Visio has always made the same services available to clients with dual sensory loss. Up to now, the number of staff specialising in working with clients with a dual impairment has been relatively small. In the ‘Being seen and heard’ project we’re working towards giving deafblind clients the best possible assistance programmes at every centre of Visio and raising the level of our staff’s knowledge and skills. 

Visio operates mainly in the north, north-west and south-west of the Netherlands. The national rehabilitation centre is in Apeldoorn in the middle of the country. Each region has a large number of rehabilitation, accommodation and education facilities. Visio has a workforce of 1,100 and helps some 9,000 clients a year. Our current registration system tells us that at least 578 of those clients also have an auditory impairment. 

Research by the Ministry of Health revealed a desperate need for more investment in rehabilitation, support and care for people with a visual and auditory impairment, many of whom live in relative isolation. The research report recommended that no separate institutions for the deafblind be set up because the target group is relatively small and it would be better for care to be based in existing facilities. This calls for close cooperation between the various institutions in the Netherlands and an effective transfer of knowledge. Having a Centre of Expertise is an excellent way to help make these things happen, so the National Centre of Expertise in Deafblindness(LED) was established and is one of Visio’s key partners. 

The research findings also prompted Visio to optimise its range of services for people with a visual and auditory impairment. Some areas have been tackled over the past few years. The project ‘Being seen and heard’ is all about increasing the range of services available throughout the organisation.

Visio has a lot on its plate. This is a big project. To set ourselves achievable objectives, we decided for the time being not to include education. Quite separately from this project, Visio continues to work with other institutions on various initiatives to help support children. 

It is essential to keep on developing rehabilitation, care and day activities for deafblind clients. Of course you always have to bear in mind that you can’t simply add the problems of a deaf person to those of a blind person. The two impairments tend to interact in such a way that 1 and 1 makes 3, not 2. 

Staff needs to know about the specific problems of people who have a visual and an auditory impairment, so we are developing training programmes at different levels.

During the project we’re setting up an organisational structure that will remain in place when the project is completed. This will help to ensure that the results continue to be put into effect and new initiatives are developed. 

The project also involves cooperating with other institutions in order to streamline assistance for deafblind clients and fine-tune referral processes. 

Who are our partners? There are three national institutions: Viataal, Kalorama and Bartiméus Doorn; the other regional institutions for the blind and visually impaired in the southern, central and eastern Netherlands; the audiology centres; and the institutions for people with an auditory impairment. I have already mentioned the National Centre of Expertise (LED). Internationally, we are in touch with members of Deaf Blind International and the Acquired Deafblind Network.

The project has five task groups: rehabilitation, accommodation and day activities, the visually impaired intellectually disabled, care coordination teams, and skills training. 

The project group monitors the project’s progress and helps to ensure that the results of the project are disseminated through the whole organisation. 

I’ll now briefly describe each of the working groups. 

The Visually Impaired Intellectually Disabled working group is primarily concerned with the work being done for people with congenital deafblindness. Their main task is screening people in institutions for the intellectually disabled. All too often the visual and/or auditory impairments go undiagnosed, with behaviour still put down too often to the intellectual disability. After the screening a good supervision is possible.
The Accommodation and Day Activities task group focuses on Visio’s own accommodation options, screening and support. Adapted and additional programmes are developed for day activities. The group also looks at adapting the living environment. The special problems posed by dual impairment have still not adequately been taken into consideration, even at Visio. As with the last working group, it’s usually a matter of optimising the situation for people with congenital dual sensory loss.

The Rehabilitation task group is concerned with clients with acquired dual sensory loss. Clients are by no means all correctly identified at the intake stage. All too often attention is only paid to the visual impairment, and clients usually assume they are only at Visio for their eyes. This is hardly surprising, since Visio is a well-known institute for the blind and visually impaired. Clients sometimes get annoyed at having to talk about their hearing problems as well. For them, one problem is quite enough thank you! 

Even so, we believe the more we know about any auditory impairment as well, the better we can meet our clients’ needs. 

We hope the changes we’re making to the intake procedure will enable us to give clients with a dual problem better rehabilitation support. 

Deafblind clients have specific rehabilitation needs and require special aids. They can learn from each other through personal contact. So as part of the project we have developed individual and group-based rehabilitation programmes for the deafblind that are applicable to all the different facilities. The main focus is on the client’s self-reliance and social participation. It is essential to take the client’s own wishes into account. 

Because the deafblind often live relatively isolated lives, Visio looks at ways of helping clients to find activities to fill their days and make contact with other people in the same situation. 

In the Netherlands we have Care Coordination Teams in which all the partners I mentioned earlier participate. These teams look at how clients with visual and auditory problems can best be helped. They ask questions like ‘what exactly does the client need and which institution can provide it?’ Clients must give permission for the teams to discuss their personal situation. 

In the Care Coordination Team task group we try to ensure that this consultative process is actually applied to every client for whom it is an important step. Too many clients and staff are still not aware of this procedure. Another important point is that information from this consultative process must also be properly communicated back to the staff members concerned. 

To guarantee that each client receives the best possible care, all staff – from those at the reception desk to those involved in follow-up care – must be aware of the problems that clients with a visual and auditory impairment have and the advice that applies to them. Competency descriptions have therefore been prepared for every staff position. 

Of course, not every staff member needs to be trained to the same level. It’s important for the staff member in reception, for example, to be able to communicate effectively with a client, provide comprehensible information, and accompany a person to a room. We can expect an occupational therapist, as a specialist, to be familiar with the various alternative forms of communication, with testing and screening, with aids, and with the law and regulations, etc. 

We’re currently thinking in terms of four levels of training, from basic to specialist. We can probably take care of the first two levels internally with a few external teachers, but we would be looking at developing the other two levels based on knowledge acquired and shared through national and international cooperation. 

I would like to list a few of the developments aimed at clients with acquired deaf blindness:

We have adapted the intake form to enable clients to be more readily identified and to give a clearer indication of the follow-up process; 

The information centres are being reorganised and provided with brochures and other printed information and aids for the deaf blind; 

By training staff, we can also make the whole range of rehabilitation services for the blind and visually impaired accessible to people with a dual impairment; 

We will soon be starting issue groups, led by an occupational therapist and social worker, in which clients with a visual and auditory impairment can talk to each other about issues that directly affect them and share their ideas.

Apart from rehabilitation, it is important to have contact with other people in the same situation. We are looking at what the clients’ wishes are in this area. We are thinking, for example, of contact between elderly people in a similar position in their own neighbourhood, and also things like sports weeks at the national rehabilitation centre. 

The occupational therapists’ product descriptions have been revised. They outline what a Visio occupational therapist can offer a client with a dual impairment. This makes the occupational therapists aware of what is expected of them when working with the deafblind. These product descriptions are also prepared for other professional groups. 

There are also a variety of other issues that we need to start discussing from now on, including: 

Labour market participation

Leisure activities

Advice on the layout of homes and buildings. 

In the spring of 2005 we’ll be starting to train staff at the first two of the four levels we eventually hope to have. 

There are a number of key points to consider: 

Only a small number of people in each region have both impairments. This calls for staff to make a special effort to keep themselves well informed; 

The elderly can be difficult to reach. They already receive general care at home or live in a care centre for the elderly. As a result, the problems caused by their visual and auditory impairments tend to be hidden. These clients are relatively isolated and are not generally very assertive; 

Visio must take stock of its own expertise and decide how to make the best use of outside expertise; 

Visio staff is spread out all over the country. This makes special demands on communication in the project and ……also on the structure when the project has been completed. Staff don’t automatically bump into each other in the building they work in. 

This presentation was designed to give you an idea of the aims of the ‘Being seen and heard’ project and the progress made so far. The project will run through to the middle of 2005 and may be extended to the end of 2005. There are still many issues to be worked through. 

We’ll be continuing with the initiatives we’ve started and will add new ones. This workshop will undoubtedly help to further that process. And we’ll be working on a permanent structure for the future! 

We hope to make the next presentation to you at the DBI conference in Slovakia in August 2005.

Saskia Biesterbos

Louise de Groodt

Elly Brun
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