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Abstract

This study aims to highlight person with deaf blindness lived experiences to participation. Interviews have been made with eight persons with acquired deaf blindness. Our method is qualitative and our approach is the life-world. Four areas stand out regarding to experiences of participation; work, society effort, social coherence and aids.
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Introduction to the project.

This project is a part of a larger project called ”Learning as a ground for persons with deafblindness experiences of participation and citizenship.” But this workshop focus on experiences of participation.

An acquired hearing and vision loss means that you no longer can trust on the compensative sense. Therefore it is something more to have a combined severe hearing and vision loss than just having hearing or vision impairment. Problems with communication, information, orientation and mobility occur and the situations impact your activities in daily life.

In a modern society all people have the right to be participated in society and they have the same rights and obligations. Therefore the United Nations has work out the Standard Roles of Equalization of Opportunities for persons with Disabilities (1993) where the purpose is to make certain that persons with impairments have the same rights and obligations as other members of the society and to make sure their rights to be participated in society on an equal basis. Even the International Classification of Function, Disability and Health ICF (2003) highlight these areas of problems. We assume that the consequenses of deaf blindness may have an impact on the possibility to be participated in society and daily life.

Aim

The aim of the study is to identify factors of importance to adults with acquired hearing and visual impairment, experiences of participation in every day life.

The main question is what kind of experiences people with acquired hearing and visual impairment have regarding participation related to their own lives and history.

Method

In empirical studies the goal is to develop knew knowledge about a finite part of our world. It is based on the experiences and assumptions we have about the world. 

This research is based on the concept of the life-world, which refer to the world in which we live our daily lives, a world usually taken for granted and therefore presupposed in research and reflection. The everyday world is inter subjective where we share time and space with others. When we refer to the human world as the life-world, we are implying that as humans we are already in a world context, a world of tradition, history and other humans. This means that we must look at the world with openness. The life-world can only be reached in an open way of approach.

The life-world approach is a very extensive and wide approach based on the phenomenological concept of the life-world. The life-world research can in an overall level be about understanding peoples lived relations to their world. Phenomenology is based on experiences. We can only get knowledge about phenomenon that is objects as we interpret them. The phenomenology investigate an individual perspective on his or her world and try to explain the contents and structure of the conscience of the individual and try to understand the qualitative multitude of his experiences and make the persons experienced meaning clear.

The phenomenon we focus on in our study is persons with a dual sensory impairment of hearing and vision experiences of participation. 

A fundamental condition in our study is to catch person with hearing and visual impairment, lived experiences of participation. Therefore we need differentiated and sensitive tools, which can catch the complexity.

We adopt a life-world approach and our method is a qualitative method.  This can be done with communication, interaction and participation in the life-world of others and to talk to people. We made interviews and participation observations.

Eight persons with acquired different degrees of combined hearing and visual impairment took part in the study, five males and three females at the age range between 40 and 70. Two persons use signs and the other sex persons only use verbal communication. Civil conditions vary between living alone or living together with a wife or husband and children. The persons live in small towns, mediate towns or in the countryside. Two persons are retired by age, three persons have early retirement pension, one is on the sick-list, one is looking for a job and one is working 50% and has early retirement pension 50%.

Implementation

To make an interview guide we made an analysis of the conceptions deaf-blindness and participation. Since the conceptions are not totally unambiguous in literature and among researchers we chose to interpret the conceptions from what we ourselves consider that they mean.

A final interview guide with eighteen questions was designed in the area “adult persons, with deaf blindness, experiences of participation”.

We used an open question as issue with a narrative direction of life stories. Seven of the interviews were video typed and tape-recorded. One interview was only tape-recorded. Two persons used a combination of signs and tactile signs.

The interviews were written down word by word and then we analyzed the text.

The participation observations notes were made. These notes were written down and studied by the researchers together and was used as a complement to the interviews.

Analysis

Hermeneutics is the philosophy of understanding through interpretation, a method of textual analysis

In our research we have study the experiences of lived participation, as it has appear for adult people with acquired hearing and vision impairment. We have read the materials together several times but also on our own. During the process of analysis we change a number of time between to see the parts and overall picture of the material. But at the end of the analysis process we saw a number of factors that affect the experiences of lived participation. These factors help us to explain and understand the experiences of participation.

The phenomenon lived participation have appear in different ways for the participants in the study but the variations have yet give us the possibility to explain and understand the participants experiences of participation.

Results

The respondent’s experiences of participation are based on their choice or project they can carry out.

In our study there are four important areas which affect the experiences of participation. These areas are work, society effort, social coherence and aids. 
Questions to discuss

The concept of participation?

The conception of participation is not uniform (Gustavsson, 2004). The signification of participation has changed over time and it change character depending in which connection or context the conception of participation is used. 
In ICF, the definition of participation “is involvement in a life situation” (ICF, 2003 s. 14).  “Some proposed definitions of ‘involvement’ incorporate taking part, being included or engaged in an area of life, being accepted or having access to needed resources” (ICF, 2003 s. 18). In ICF participation is connected to the component for activity. Activity is defined as “the execution of at task or action by an individual” ( ICF 2003, s. 14). The components of activity and participation include life-areas such as; learning and applying knowledge, general tasks and demands, communication, mobility, self-care, domestic life, interpersonal interactions and relationships, major life areas and community, social and civic life (ICF 2003).
The focus in ICF is to classify and describe an individual’s function, disability and health. But an outsider cannot classify a person’s involvement in his or her life situation. It must be the person himself who judge his or hers experiences of participation.
Eriksson and Granlund (Gustavsson 2004 s. 61) have the idea that participation can be described in two dimensions, which the concepts of intrapersonal and interpersonal are the two extremes.
The intrapersonal perspective makes the participation into the individual person and depends on the person’s participations in activities, involvements, engagement, autonomy etc. An interpersonal participation is the relationship between the person and his or her physical and social environment.

The method?

Did we get the answers of experiences of participation?

Any other methods?

Other similar research?

Summary

?
