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”It’s better to live your life while you still have some vision and hearing left. When it gets worse you have to start thinking. I feel that I’m living my life right now and that I can do what I want. When you get older you have to take more responsibility and also start thinking more of the impairment.” (Anna 19 years old)
Introduction

During my presentation, I would like to take the opportunity to present some fundamental thoughts of a project that is now finished and documented in the book Deafblindness in a life perspective. The book was published in Swedish 2007, but has recently been translated into English. During the autumn of 2002, we started a regional project in the south of Sweden to develop support for children, adolescents and adults with deafblindness, as well as for their families and relatives. The work has been carried out in a close co-operation with the Association of the Swedish Deafblind and with money from the Swedish Inheritance Fund. Now, some years later, the project has resulted in a Regional Deafblind Team with six full time posts. My lecture here today will focus on the project and the work we do in the south of Sweden.

The Project Process

The project process has consisted of collecting knowledge of deafblindness, reading literature, conducting interviews, going on study visits, and having discussions with clients as well as with Swedish and Nordic colleagues. We have alternated this with concrete practical work with persons with deafblindness and their networks. 

At the beginning of the project, the work mostly consisted of gathering information from clients and relatives. This was done through in-depth interviews and focus groups. It resulted in comprehensive life stories that gave us a good insight into what everyday life can look like for people living with or close to deafblindness. A picture took shape, which led us to three overall perspectives; individual, environment and time. We have then used these three perspectives as support to be able to sort through and analyze our interview material. These three perspectives constituted the theoretical basis in the report when describing deafblindness in the different stages of life. 

A few words about the project report

When an individual person or a family becomes afflicted by deafblindness there are major consequences both for the individual person and for the environment. Deafblindness in this report uses the functional aspects of different everyday situations as a basis. On the one hand it concerns the individual life adjustment and the individual’s strategic inner work, and on the other hand it concerns the social context and the importance of the environment. The first third of the book presents the theoretical perspectives and methodological issues. The rest of the book is organized according to the different stages of our lives: .The child and the family, Adolescence, Adult life, Ageing with deafblindness. The final part of the book is a discussion around the project and some thoughts about continuous research and development work. 

Theories – methods & instruments – dialogue

What I want to convey here today is a professional approach, a general point of view that can be transformed and adjusted to a meaningful support for the individual person and his or her network. We can break down this professional approach into three parts:
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As a theoretical support we chose theories about the individual and society, theories about individual life adjustment processes, about the environment perspective and about living with deafblindness over time. We have then broken down the theories into methods and instruments, a way of turning theory into practical work. By using the methods, we have been able to circle significant areas for support and rehabilitation. In that way, the theories and the methods become guiding for the practical work with people with deafblindness and their networks, but they do not say anything about the individual needs and wishes. These must always be discussed in a close dialogue with the individual person. The dialogue between the individual person and the professional must be based on equality and openness to both parties’ knowledge and experiences.

The dialogue with the individual person

We start with the individual perspective. The individual person’s needs, wishes and personal experiences of deafblindness must always be the starting point when working out the support. We will now shift our focus to an individual person. Michael is 54 years old and I will read his story. I want you to think of the three perspectives I have talked about, Michael's ’inner journey’, which is his life adjustment processes and his strategic inner work, as well as his environment and the significance of the time factor. 

”I didn’t find out until I was going to take my driving licence. The doctor told me that I couldn’t do it because I had an eye disease that would make me blind. He said that there were a lot of good means of assistance nowadays and that I should learn to use a white cane! I completely lost my foothold, everything became meaningless. If I remember correctly, I became very angry and left the room.  Then I just became sad, despairing and worried about the future. I had always had very bad hearing. And I had adjusted my life to that. But to lose my vision … it must be a mistake..."
I studied at the technical programme at the upper secondary school and after school I started working at a company that made kitchen equipment. I didn’t tell them at the time that my vision already was a bit poor, but I guess they understood that my hearing wasn’t perfect. I have never really been able to keep up in situations where there is more than one person speaking around me. Instead, I worked all the more.

I worked until I turned 45. Then the company had to let a few people go. Those who were close to retirement had to go, and then it was me. I had to go because they felt that I couldn’t do the same things anymore, and that I wasn’t as fast as before because my vision had got worse. They said that it was a matter of safety too. Now I have been at home for almost ten years and I don’t know how to go back to working. What could I work with? I don’t exactly know anything else. The worst thing is that it affects my self esteem.

When I was 24, I got married to Eva, and we have two children who are grown up now. We have not talked so much about my visual and hearing problems at home. I have never wanted my family to feel that we are different in any way. You don’t want your children to be ashamed of you. But then again, I haven’t exactly been useful when it comes to picking them up and dropping them off at different activities, or taking part in parent-teacher meetings and other things. I guess I have been the kind that have pulled away and avoided things when I have felt uncertain. That has affected the relationship with the children too. They rarely come to me when they want to discuss something or if they need help. 

I notice that it is much more difficult for me to follow conversations now that I can't read the other person's face as well any more and don't know when it's okay to talk. I get uncertain when I can’t perceive how others react to what I’m saying. And I feel like a burden to others. They must show consideration for me all the time and I don’t want that. I have told Eva that she can see her relatives and friends, but most of the time I don’t feel like it. I have never felt this tired before. I simply don’t have the energy to see people.
At least I don’t need a white cane, not yet. People would take me for someone who’s completely blind and assume that I can’t do anything. Everyone would see from a distance how disabled and helpless the poor fellow is. No, that’s not for me. But I do notice that my vision is getting worse. Earlier, when I worked, I was quite active and a member of different associations and clubs, but now I don’t leave the house very often. It makes me feel insecure and I feel that people are bad at showing consideration. Sometimes I need a lot of motivation just to start a new day. The days feel long and I often think of what it will be like if I lose all of my vision.”  

Overall theoretical basis

Let us proceed to the theoretical perspective again and a few words about the overall theoretical basis that we have chosen for analyzing Michael’s situation.

Scientifically we relate to the notion that the world is not objective. It is actively created by each one of us in the social context that we live in (Berger and Luckmann, 1966). With this approach as a basis, the notion of the impairment is neither static nor objective, but created by the notions of society and the surrounding world. It is an ongoing process between the individual person and the environment which is constantly changing (Jarvis, 1992). This takes place through communication and for a person with deafblindness it will obviously have major consequences. Inter-human interaction and communication is therefore an important theme in the deafblind work. Many of the things that are documented within the field of deafblindness are also based on communication and interaction (Preisler, 1998, Mesch, 1998, Nafstad & Rødbroe, 1999, Nyling, 2003, Lahtinen & Palmer, 2005, Ask Larsen & Nafstad, 2006, Raanes, 2006, and others). From this overall theoretical basis we have let three perspectives run through the whole project. 

1.  The outlook on people that forms the basis of our work is founded on the notion that the individual person with deafblindness, whether it is a child, an adolescent, an adult or an elderly person, is a subject with his or her own individual goals and dreams. The individual person’s inner life adjustment processes how he or she relates to the impairment, thinks, feels, reacts and acts, became an important overall basis in our work. We have used Ann-Christine Gullacksen’s research as a guideline when it comes to life adjustment processes (1998, 2002).

2. The environment is the context that the person lives in, where family, relatives, friends and professionals are all included and how that environment affects and communicates with the individual. The interaction between the individual and the environment is in progress through life, in different ways, in a constantly continuing process. How active you can be and to what extent you can participate mostly depends on the environment you live in. It can limit or it can facilitate. In order to sort and describe the significance of the environment for a person with deafblindness, we used ICF, WHO’s International Classification of Functioning, Disability and Health (The National Board of Health and Welfare 2003, Möller 2005). 

3. The third perspective concerns time. The individual’s strategies, knowledge, wishes and priorities change over time, a fact that in its turn affects the environment. We also live in an environment with constantly changes in different ways, which affects the level of activity as well as the possibilities. All these things together make it important to find flexible solutions to difficulties that people with deafblindness meet. The perspective of time we chose to approach is based on Eva Jeppson Grassman’s studies about living with impairments over time, the so called life course research (2001, 2003). 

Methods and Strategies for support
Let us return to Michael for a bit and to thoughts around methods and strategies in the support work. The theoretical perspectives that I have presented about the individual person, environment and time leads us up to important issues in the meeting with Michael. 

I will give you some examples of questions from the meeting that we need to discuss: 

· Where is Michael in his personal life adjustment process when we meet him?

· What strategies for the life adjustment does Michael have? Are they functional for him in his present life situation? 

· How does Michael’s strategy for communication and interaction look like? Has it changed over time?

· Identify obstacles and possibilities in Michael’s environment (physical environment, relations, attitudes, knowledge, means of assistance, etc.). 

· Which platforms (the home, workplace, friends, leisure activities, etc.) does Michael’s environment consist of today?

· What does his personal network look like? What changes has taken place? 

· What does the professional network look like? What changes has taken place?

· What has Michael experienced earlier in his life – circle crucial events and important people from his past? 

· How has he solved problems earlier in life?

· How does Michael look to his future; goals, dreams and wishes? 

These questions and issues are major and comprehensive, and they need to be broken down into concrete methods in order to get a picture of Michael’s abilities and strengths that a further rehabilitation process can be built around. I will give you a few examples of methods that we have used in the charting process:

The Life Adjustment Model
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The first and I think I dare to say, the most important method is the life adjustment model. In the meetings and interviews with persons with deafblindness there is a constantly recurring theme – the fact that the client and the professional world are not always synchronized – a lack of timing. It can, for example, be a situation when you recently received a diagnosis or prognosis – and then we come, with good and kind intentions and with suggestions that the client experience as insulting or provoking. Perhaps we suggest a white cane or a hearing loop, or we try to get the client to start learning Braille or sign language – when he or she is not motivated – is not thinking in terms of change and adjustment. In order to get a clear picture of where in the adjustment process Michael is when we meet him, we have chosen Ann-Christine Gullacksen´s model that can be very briefly described in four stages (1998, 2002).

At the beginning of a life adjustment, all energy is devoted to surviving, managing everyday life and coping with feelings. The strategies are focused on concealing, denying, trying to survive. Earlier strategies for solving problems are no longer useful. You strive to restore life to how it was before (1). Gradually, you come to a turning point which Gullacksen calls the recognition, an important and crucial point in the adjustment process. Now, a process of change can start, but not before.

Stage two is dedicated to exploring and finding new ways and strategies to cope with everyday life, a job that must be done individually and requires a lot of time and energy. You grieve the loss, and you are very worried about the future, but have now entered a new phase where you have started to think about changes and explore obstacles and possibilities. This stage can take years (2). It is not until the third stage that a certain amount of strength and motivation can be directed towards the future. The strategies are now focused on stabilizing; making new priorities, finding a new self image and new goals in life (3).Stage four is focused on maintaining everything, continuing to live with deafblindness one day at a time. You have now acquired the competence to change and have become an expert of your own situation. The self image is re-established and the confidence regained. You have learnt to live with deafblindness, but the stress tolerance is often small (4). To be able to identify at what stage in this process a person finds himself/herself to be at a certain point of time is crucial in order to make decisions about what support to give, from whom, as well as when to give it. It also provides valuable knowledge of what the person with deafblindness is focusing his or her energy and motivation on. Based on our interviews, we consider it to be necessary, when we meet a new client at a charting stage, to try to identify where in the personal life adjustment process he or she is. The purpose is to be able to provide the right kind of support at the right time and avoid the lack of timing.

Network maps

During the whole project, we have put great emphasis on network creating work. One part of the interviews was to obtain knowledge about how persons with deafblindness and parents experience the networks, the personal as well as the professional network.

We have been able to observe that the networks around people with deafblindness and their families change over time. The personal network tends to become smaller while the professional network seems to grow. The quality of the relationships within the network also seems to change, and according to many of the people that we have met during the project this is related to the increasing communication problems. Already early in the project we could see that people with deafblindness that we met in different contexts, often had many contacts with authorities on different levels in society. We could se a lack of co-ordination of resources as well as co-operation between different authorities. In most cases, there are no professional networks around people with deafblindness, and there is not enough knowledge of what other departments are working with. In a Deafblind Team, it is necessary to develop knowledge and routines around a network based way of working. We consider that the usage of network maps is a valuable tool in the charting process. We chart the network around the person – both the personal and the professional, as well as the quality of the relations and how the network changes over time. The charting of the network provides a good overview and facilitates the co-ordination of professional support. 

Life course perspective

Another example is to work with the life course perspective. To get a clear picture of Michael’s background and of his experiences, we have chosen to use the so called life course perspective, according to a model from the Helen Keller National Center in the US (Wynne, 2001, 2007). It provides us with a picture of what the person has experienced earlier in life, and we can circle crucial events and important people from the past. We can also get a notion of a person’s thoughts concerning difficulties and how he or she has solved problems earlier in life. Through the life course perspective, we get an overall picture over the individual’s life and previous experiences and how they have been experienced. 

Charting the environment

In this project, we have tried different ways of using the concepts from ICF (WHO’s International Classification of Functioning, Disability and Health) to get an overall picture of the individual’s current life situation. Kerstin Möller has contributed to the introduction of the ICF-perspective in the Nordic deafblind field, and the new definition of deafblindness is using ICF’s frame-work as a starting point and it is also based on the terms and concepts of ICF. 

The environment is a complex concept that includes several dimensions. The fundamental factor is that it creates the conditions for people’s chances of being active and participates. To get a picture of the environment round a person with deafblindness, we have chosen to use the part of ICF that focuses on environmental factors, as a complement to Gullacksen’s model for life adjustment. ICF has five areas to describe environmental factors: physical environment, relationships, technology and other products, social services and attitudes. Charting the environment around one individual and identifying which factors that could limit and which can facilitate, is valuable to be able to choose and prioritize the work in a rehabilitation process. 

Living with deafblindness over time – the life course

I would like to say a few words about time as well, since I think it is an important factor in the work with people with deafblindness. We have chosen to illustrate the perspective of time by using Jeppsson Grassman’s research of time, the so called life-course perspectives (2001, 2003). She describes how the individual’s strategies, knowledge, wishes and priorities change over time, and how this in turn affects the environment. Jeppsson Grassman also points at the importance of the time period for the person with the impairment, i.e. the person’s age at a certain time in history and society. Attitudes, disability policies, the financial situation, the situation on the employment market, and reforms within different areas, are all examples of fields that constantly change and that affect the lives of people with impairments. Ways of interacting, language, and fundamental ideas also change. Today, we embrace personal freedom, independence, flexibility and social competence. It is considered a good thing to have many friends, at the same time as independence is considered to be important. For people with deafblindness, this can enhance the feeling of being an outsider and of being dependent.
During the project, several time aspects have come up in the meetings with people with deafblindness. This includes the fact that many people have an impairment that changes over time, what we call progression, and that influences different parts of life and requires constant re-evaluations of priorities. There could also be a discrepancy between the individual’s inner process and the environment’s aims and ambitions, an aspect that we have chosen to call timing in relation to the environment. This becomes evident when there is a discrepancy between the professional world and the person with deafblindness in the rehabilitation process. One consequence of this may be that the person with deafblindness rejects an offer of support or aid, sometimes with negative feelings towards the professional world as a consequence. Another example is when an aid is accepted only to be put away not to be used. Yet another time aspect concerns the fact that the pace of every day life changes. Many people with deafblindness say that the spontaneity in life disappears as a consequence of always having to plan the day to make it work. There is not enough time to do everything they want and dream of, since everything is much more time-consuming. There is a discrepancy between what a person is able to do and what he or she wants to do and dreams of doing. For most people, deafblindness is a process that changes over time. It is not only what happens when an individual or a family is afflicted by deafblindness that is important, but also what it actually means to live with deafblindness over a long time. 

Conclusions

Theories, methods and the dialogue with Michael – these three parts together constitute the core of a professional approach and of the support for Michael and his network. 

As professionals, we must have the general theoretical knowledge in the deafblind work. We also need methods of different kinds to be able to circle significant areas for support and rehabilitation. The theories and methods will be guiding us in the practical work with Michael and his network. But his needs must always be charted and discussed in a close dialogue. It is the individual person who owns his own rehabilitation process and who carries the specific knowledge of his own situation and how the deafblindness is experienced and affects everyday life. The goal must be to strengthen people’s own abilities – to be able to live their own lives based on their own choices, to be able to be active and a part of society – which is what we sometimes call empowerment. People with deafblindness with their specific knowledge of how it is to live their lives with deafblindness, and the professionals with their more general knowledge, together they lay the foundation of a meaningful support. It is a co-operation project. It is important that we as professionals take the role as a conversation partner on equal terms with the person with deafblindness. The person’s own experiences and the professionals’ expert knowledge must go on at the same level, and focus must be put on the person’s resources, wishes and dreams – not only on problems and obstacles. 

I would like to conclude my talk with a few words from Viola, who is 89 years old. Think about Viola’s individual life adjustment processes, her environment and the significance of time. 

I trained to become a seamstress. After a few years, I noticed that it became more and more difficult for me to see, especially in the dusk and the dark. The foreman at work noticed that I was insecure and clumsy, and after a while I had to leave. My vision got worse and it was more difficult to spend time with my deaf friends at the deaf club. It became difficult to see their signs and it took time for me to understand what they were talking about. They thought that I was strange and I felt left out. I got into contact with other people with deafblindness through the association for deafblinds. There are people that I can spend time with and who understand me, but now I’m getting too old to participate in their meetings. I started perceiving the sign language tactually instead of visually many years ago. It wasn’t so easy at first. I felt unaccustomed to it and I thought that I missed a lot. Lately, it has become more difficult for me to manage to live on my own. Someone from home care service comes a couple of times a week but they can’t talk to me so it feels rather pointless. It is not very safe to live on your own when you can neither see nor hear. Most of all I would like to live somewhere where they know sign language so I don’t get so isolated. Home care service can come and leave and I don’t even notice them. But the local authorities say that I am too well to live in a senior citizens’ home. It’s not enough to be old and both deaf and blind.”          

And finally a quote from Søren Kirkegaard (1813 – 1855)

"Life can only be understood backwards, but it must be lived forwards."
