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Every human being is born and has to cope with a specific culture.

A culture is a dynamic system which includes among other things:

· A family system

· A physical environment

· language and communicative practices

· Body attitudes and values

· Relations to time and space 

· Economy and politics 

· Asymmetries in the system

· Narratives and myths

This is a very dull list of fields of research. It would take the talent of Virginia Woolf, a literary genius of our host country, to write all the stories that tell about the impact of these aspects of culture on our daily lives.

I will modestly try to take you with me for a visit of all these social domains that form our mental lives.

Family: 

· Family is the first support system in all human beings lives. We are all born too fragile for surviving, so we need a secure human environment. The family structure takes a variety of forms in various cultures, but the function is the same everywhere: providing the children with a context that helps them to express their genetic potential within the cultural framework that welcome them. If one of the family members lacks an element of the basic system (like in the case of a sensory deprivation), family members can be short of the right tool in the tool-box of culture. For instance, if your child becomes deaf and blind, you cannot go on using the usual communicative and cooperative systems you were raised with, you have to be creative in order to build up this new tool that can eventually become part of the cultural tool-box (for instance tactile sign language).

· The presence of a member who is “different” in the family changes the economy of the emotional life: the parents must reorganise their life plan and reallocate theirs resources, the siblings have to display earlier in life their sense of responsibility, and all the family members have to take on a social role that they were not prepared to.

· This family system is itself an element of the society as a whole.  The family will cooperate or fight with the representatives of the society in order to reach a state where family and society eventually distribute the tasks and responsibilities concerning the needs of the disabled person in a more balanced way.

· The family is our first contact with social life and we need it somehow all over our lives. If the society system is chaotic and destroyed, the family system is the ultimate recourse for the handicapped person. Conversely, if the family system does not work, the society is in extreme difficulty to compensate for it. 

Physical environment 

In the family context, the world is mostly easy to access. But when we quit this secure world, we meet another world that can be made of wide streets and rushing cars, blazing sun and obstacles. All these physical elements reflect the adaptations and the creativity of the society. But this physical world expects you to have the right tools for using it. It is a permanent fight for the people who have a different set of tools (the disabled) to make this physical world accessible. This physical world is not the nature. It reflects the culture and takes on different forms in different places.

For instance, in contemporary western societies, living and working places tend to be far apart. In the past, in the rural culture, family life and work where not that much separated, whereas now, you have to travel a lot everyday if you want to take part both in the family life and the working life. This is really a challenge for people who are deafblind. Maybe in the future, when we are really short of oil and other energy resources, we will have to find ways to get these contexts for life closer.

Language and communicative practices

Let us visit another domain, where people talk and communicate. The vast majority of human beings use an oral linguistic system based on hearing and vocal speech and a visual system for regulating other aspects of communication (for instance attention feedbacks).  This is the kind of world that babies meet when they are born. 

Besides, nowadays, in most of the places in the world, a written communication system parallels the conversational one. If one wants to socially succeed in this kind of world, one has to master reading and writing skills. 

For centuries, this problem of communication systems has drawn most of the energy of the deafblind people and of the people that belong to their close social world (family and professionals).

Linguistic systems are not an aspect of our brains. They belong to the cultural tool boxes and they are effective as long as they are compatible with our brains resources. Tactile sign language or finger spelling are accessible to all the people with an average brain. The problem is that these systems are used by a tiny minority which has to fight to have it used when they need it. 

Body attitudes and symbolic values

Let us now visit another domain: our body. 

Our body is not the only result of a genetic process. It also reflects the world we live in. Our body always implicitly addresses messages around us. In groups of people that do not have to take into account a handicap, people gaze at each other, they point at things or events, they dress according to what they want to express, they put make up on their faces, they use to remain still on their chairs, they do not move the upper part of their body back and forth in a repetitive way, they do not hold the hand of their neighbour unless they are intimidate with him, they do not touch the food they eat with their hands (in many countries) etc. All these habits are not directly biological. Eating is a survival need, but the way we eat is formatted by the culture. It can be a challenge when you are deafblind. Obeying these social rules can often be totally contradictory with biological requirements (for instance, for a person who was born blind, rocking the upper part of the body informs the brain about the situation of the body, which compensates for the missing cues usually provided by the visual pathway). Coping with these societal expectations about the body attitudes is probably one of the most strenuous tasks for deafblind people. Walking barefoot, using hands for eating, touching other people faces would make the life so easier when you are deaf and blind. 

Relation to time and space

When moving in the world, our body has to adapt to the pulse of the social context and to its spatial organisation. This is not an easy task, and babies would not succeed in accessing this world if we did not help them out of this predicament if we did not spoke to them more slowly, if we did not move in a softer way, and if we did not permanently make the world accessible.

People who are deafblind experience everyday this contradiction between their own tempo and mobility and the average time and space structure of the environment.  We have a glimpse of this difficulty when we simulate visual and/or hearing impairment, or when we spend a long period of time with a deafblind person. We feel the gap between our timely experience of space and theirs. Progressively we compromise and, sometimes, succeed in finding the right shared tempo and movement. In this conference, the organisers tried to meet these needs by planning more pauses and facilitating the travelling inside the premises. This mutual adaptation can be strenuous on both parts until the right tempo has been found, stabilised and automatised. It seems that deafblind people are extremely sensitive to the capacity of the professionals to adapt smoothly to these requirements.

Economy and politics:

So far, we have visited intimate aspects of our lives: our body, our family, our communicative practices etc. And we have seen that these apparently individual and intimate aspects are shaped by the societal context. In other words, the way we behave is very much determined by decisions that were made long ago and far away and in a very invisible way.

However, our societies have a political system which can make some decisions that affect the individuals, including the ones with a disability. 

The decisions result from a variety of parameters like economical constraints and current ethical values. We do not study much the impact of disabilities on economy. Mostly, disability is seen as a financial burden and, at the political level, the discussion is about how money is allocated to various aspects of social life (industry, agriculture, culture, health etc.) and who pays for it. It would be interesting to look at how the field of disability contributes to improving the quality of our lives and to the economical growth. Disability creates a lot of employment, a market for technological research and production, improvements in our daily life (remote control for the TV, wider corridors in public buildings etc.), opportunities for philanthropic needs and social networking. 

If we look at the values, in the so called developed countries, work is the main (almost unique) valued way to be part of the society. If you do not work, you are out. People with disabilities have different kinds of support that can help them making other choices. But the value of reference is work. This creates sometimes a lot of pressure on people as regards self esteem and social networking. 

This economical and political aspect of society should be discussed and studied more accurately. We have to work for it to be on the agenda of our politicians. I have no information about whether addressing the question of disability when you campaign for being elected has a positive, negative or neutral effect on success. When addressing the question of disability, we really should try to move from humanitarian values to economic and societal considerations.

Asymmetries in the system:

After visiting all these societal domains, it is time for us to look at parameters that are present in all the layers and all the domains of the social life. 

What struck me when looking at this problem is the asymmetric position that is generally assigned to a person who is deafblind. All human beings face asymmetric situations but, in most of cases, they can take on different roles according to the situation. For instance, this young boy who experiences the son-father asymmetric relationship will himself become a father and experience this asymmetric relationship from the opposite side. Another example: a deaf person alone in the middle of a group of hearing people will be able to reverse this experience in a group of deaf people when meeting a hearing person alone. In the case of Deafblindness, I have the impression that this asymmetry is pervasive. 

At home, a deafblind person is the one to be helped and very little the one who contributes.

At school, he/she is the one out of the norm and the other children are the norm to be met.

In the working place, he/she has usually much less access to information and social networking hat other people. 

In the social support system (the world of the professionals of disability), he/she is also the one to be helped and supported.

This asymmetry is not systematic: deafblind people can do staff training, organise conferences, take care of children, and many other things, but it seems to me that, in many cases, in these asymmetric relationships, they are assigned the lower position.

It must be a permanent concern for professionals to do so that deafblind people take on the other side of this asymmetry. It is challenge to help people without being an obstacle to their own development.

Narratives and myths

Human beings tend to think about their personal/social lives in terms of narratives; and societies need big narratives (myths) to sustain their coherence.

Take out the narratives, and the human world we live in will collapse.

We lack narratives that would help us coping with the problem of disability. Sometimes in fairy tales, mythological stories or modern novels, we have the opportunity to meet a blind character, an elephant man or a poor little ugly duckling becoming a swan. 

Deafblind people, like other human beings, have to plan their lives taking into account the role that they have in other people narratives: the society discourse, the family vision or the professional perspective. As professionals, we have to help the deafblind person to think about his/her own life and to express his/her own plans. Sometimes, these choices are unexpected. I know examples of these choices: S. chose to stay at their parents in order to take advantage of the family network, instead of joining an adapted working program. J. chose to join a sheltered workshop instead of working in a ordinary context because for him, a context for communication was more important than being integrated in a “normal” setting.  These choices have to be respected. It is up to the deafblind person to find his own way when facing the society’s expectations. 
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