BEING PRESENT

Participate with the help of massage; 

a personal perspective 

F Krijger, the Netherlands

Today I would like to tell you about my personal experiences with massage. Although I am well aware that people with acquired deafblindness may greatly differ, I believe massage to be a valuable addition to the rehabilitation of people with acquired deafblindness. Massage has helped me in many ways, which I will discus with you during this workshop. To me the essential benefit of massage is that it helped me to find a better balance in every day life. 

I have had the advantage of experiencing the benefits of massage as part of my rehabilitation program. Every two or three weeks a masseuse working at Visio, a rehabilitation centre in the Netherlands for blind and badsighted people, is giving me a massage. The starting point of the massage program depends on the specific request of the client. My request was if she could help me, through the massages, to improve my body awareness. 

Every massage session started with a small exchange of how I was feeling, if there were things that asked for attention and how I had experienced the last massage. After this the massage started. Sometimes she did an awareness exercise before the massage. This may be compared with guided meditation, for those of you who are familair with this. This exercise can be done sitting on a chair, lying on the massage table or standing on bare feet on the ground. The  aim of these exercizes is to let you focus on what can be experienced in your body. During the massage I normally took my hearing aids off, which enabled me to focus my attention. After the massage we sit down and discuss how I experienced the massage. This short moment of reflection is important to me. It facilitates the transition of an inside experience to awareness. 

The first few massages of this massage program were mainly energy giving. They were meant to get used to massage and to explore how I reacted upon the massage. I discovered during these first few sessions that massage is not something to undergo passively. It is a subtle interplay between two people. The one that gives the massage and the one that receives it. 

After this finetuning, the massages became more specific. What kind of massage was given depended on the part of my body that asked somehow for attention. Mostly this was a body part, like my feet, arms or shoulders, that felt tensed, dumb or non-existing. Every time I was surprised, if not to say shocked, of what I started to feel during and after the massage. The tension was never restricted to one area, but influenced my whole body. And not only my body, but my mind as well. During this process of focussing the awareness grew that of what kept me busy in mind had an impact on my body. I started to discover the enormous amount of tension acquired  deafblindness caused and how it narrowed my awareness. I come to talk about that later. 

Slowly, through the experience of the different massages my body awareness has improved. This improved body awareness affects a whole range of aspects. I would like to discuss the different aspects with you. For reasons of clarity, I mention every aspect seperately. Obviously, the different aspects are in fact interconnected, meaning that the positive effect of massage is strengthened through their mutual interaction.

I Relaxation

The first and most obvious benefit of massage is physical relaxation. This is not only so for people with acquired deafblindness, but it is a welcome effect, because relaxation is not a common experience being acquired deafblind.

II Awareness energy expenditure and recovery

Secondly, during massage I became aware how much effort daily activities require. I literally felt the great amount of energy I spend even in my leisure time when reading a book, walking or having a friendly conversation. Activities commonly considered as relaxing activities are to me still very energy consuming. I started to realise that I barely took any rest during the day, although I thought I did. 

Massage made me discover that there exists a broad spectrum of relaxation. At the one extreme of the spectrum relaxation means that I try to undertake an energy consuming activity in the most relaxed way possible. This means I pay attention to circumstances as good light, little background sound, relaxed posture, etc. At the other extreme of the spectrum relaxation means literally doing nothing. I have my eyes closed, my hearing aids are on the table, I ly down and I am not trying to participate in any way. 

This spectrum of relaxation may also be regarded as a spectrum of energy expenditure and recovery. We all have to balance the expenditure and the recovery of our energy, however to people with deafblindness this is a challenging rule of life. 

Awareness of the continuous energy investment required by everyday life gave me a grip on the process of balancing between my abilities and physical limitations. It made me realise that I should seek a better interchange of investment and recovery of my energy. And during any activity I undertake I started to seek the least energy consuming way of undertaking it.
Better understanding of balancing my energy also reinforced my self-confidence. Although I can not change my deafblindness, I am no longer the puppet of my energy. My growing body awareness gives me the tools to better choose where to spend my energy on. 

I shall give you an example: I enjoy to go to the playgarden with my children. Mostly they meet a lot of other children from school or the neighbourhood. This means I meet a lot of other parents. I enjoy talking with befriended mothers and exchange our experiences with the children. However, this makes going to the play garden also an exhaustive activity. The combination of talking with different people at the same time, playing children running around and my children asking for attention is an exhaustive combination. I no longer take this personal. I know it is energy consuming and if I go there I choose to spend this amount of energy. I take into account that I do not need to undertake other energy consuming activities, like doing the groceries. And sometimes I choose not to go to the playgarden for this reason.

The main point is that massage has helped me to get grip on the proces of energy expenditure and recovery, which enables me to participate more actively instead of being the victim of my energy level. Ofcourse this is an ongoing process of understanding and accepting the impact of acquired deafblindness. I am not pretending acquired deafblindness and the impact it has on my energy level does no longer frustrates me. It does. But improving my balancing skills considering my energy expenditure and recovery with the help of massage offers guidance in daily life.  

(5 min break)

III Experience of wholeness

Another benefit of massage may be the experience of wholeness. Wholeness means to me feeling the ground under my feet when I walk, feeling the air touching my face when I walk outside, feeling the differences between the air when I walk in a small, busy street or when I walk along the canal that is crossing the city. Wholeness to me, in other words, is being aware of the world around me, being part of that world. 

However, with tunnel vision I observe the surrounding world in fragments. Fragments which I have to unify. If I meet someone, I know he might give me a ritual handshake. I do not see his hands, I barely see his face, but I KNOW his handshake might be there. I look down to find his hand and we shake hands. This is how I put the fragments of sight, hearing and information together all day long in order to participate.

To do so I need to be very focussed. It is hard to be part of a world that is not visible to me. I believe this is one of the things that makes acquired deafblindness so difficult to deal with. The progressive loss of sight and hearing constantly changes the way you observe the world you live in. 

There are many ways to participate in life. You don’t need good eyes or ears to be able to participate. But you do need ways to connect yourself to the world around you. And these connection is made in a different way when you are badsighted or hearing impaired. In fact, the ways of connection are multiple, because they are adapted to the physical abilities of a person. The way I observed the outer world when I had better sight is different from the way I observe the world today. And probably it will be different again if my sight and hearing will be worse in a few years. 

I believe the world we connect with is full of information and it depends on who we are and what we need which information we receive. Because of my deafblindness this interaction between me and the outer world has changed. In a way this interaction has become much more crystallized. I find this a curious paradox that comes with acquired deafblindness. The less I see or hear from the world around me, the better I sense what is truly happening. Ofcourse I do not get all the information I would have received with healthy eyes and ears, but the essential information about the atmosphere of a place, the energy radiation of a person I do receive through my improved sensitivity.

With the deterioration of my sight and hearing there occurs a change of accent on the information I receive from the world around me. The way I connect to the outer world changes. This is a slow but irriversible proces. I believe that it is crucial for a person with acquired deafblindness to be aware of this proces. Awareness of the way you connect to the outer world is of fundamental importance for the ability to participate. The way you connect to the outer world defines your presence, the way you take part in that world. And being present is a precondition to your ability to participate.

Let me give you an example: I enjoy walking through the woods with my husband and two sons. The actual walking requires a lot of concentration and help from my husband and sometimes eldest son to keep me on track and to prevent me from chaving my skin by overhanging branches. At the same time I feel from within the soft, fresh air in the woods, I see the subtle play of sunlight on the leave, I sense the vivid atmosphere. My husband and sons do not experience the beauty of nature in such detail. This is something I may give them. I may teach them to become aware of nature breathing around us. 

On the one hand my deafblindness means I can not see that overhanging branch, and I need someone to help me. On the other hand my deafblindness means I feel nature on a more essential level, and I may share this with others. Both sides define the way I am present in every day life. If I talk about a sense of wholeness this includes both my physical limitations as well as my abilities.

Now, this is not easy. To be aware in a world  you do not see or hear is difficult. It requires a lot of concentration to act with only small fragments of information. All the time I have to THINK about the action, instead of being part of the action. I play a bordgame with my son, and I know there are two dices, I know they are somewhere in the box where we throw them in, but where are they? Knowing, seeking, thinking, and stay concentrated is what I do all day long. The concentration weakens my sensation of being present. It feels as “I only exist in my head”. It is a disturbing feeling of being cut of from the outer world. It feels like being “bodyless”. 

At the same time my improved sensitivity for what I call the energetic level of communication is difficult as well. I have to learn how to deal with the information I receive through other ways of communication. Being in large groups is not only energy consuming because of what I do NOT see or hear, but also because of what I DO feel. 

In a way this sensitivity also provokes a feeling of being cut of from the outer world. It is important to me that I learn to connect this growing sensitivity with my physical body. My physical body is channeling the information. When you see or hear something, this is obvious, when you start to look with your ‘touch’, when you start to connect with your sensitivity this not so obvious. I will discuss this more extensively when the sense of touch will be discussed next.

Both processes cause a disturbing disconnection inside myself as well as between me and the world. Somehow, the reality of fragmented information on the one hand and a strong sensitivity on the other hand needs to become grounded. Massage helps me to restore the connection between body and mind. Massage makes me grounded again. I feel my body again. Being grounded is an important condition to participate. 

For example, if I make a cup of coffee, wholeness means that I feel the cup I fetch from the cupbord, I feel the heat of the boiling water, I smell the coffee. Being grounded means being present, taking part in whatever I do.

This is wonderful and painful at the same time. Being grounded means that I am confronted with my lack of sight and hearing. Being grounded means I feel how tired I am after only doing the groceries in the store around the corner. But it also means that I am present and that is fundamental. Being tired when I am grounded feels so much better than being tired when I feel ‘bodyless’. Being grounded means I am aware of myself and the world, it means I am present into that world. To me it is a fundamental benefit of massage that it support this sense of wholeness.

(5 min break)

IV Supporting the sense of touch

A fourth benefit of masssage is that it supports the natural development of my sense of touch, a sense that becomes so essential when sight and hearing are progressively being lost. Again and again I am surprised by the capacity of the sense of touch. With the deterioration of my sight and hearing I become more sensitive for ‘material information’. This is the information you receive by actually touching things. But besides this ‘material information’ I also become more sensitive to the atmosphere or space I am walking through. I can feel if the interior is cosy or cold, I can feel if a street is narrow or wide, I can feel if there is water around or not, etc. And I become more sensitive to the radiation of people I meet. Mostly, I can feel if a person is happy or sad, energetic or tired, etc. The enormous capacity for sensitivity makes my sense of touch a rich tool for orientation and communication. 

However, this capacity has to be developed and explored. Being grounded in my body is a precondition for this development and exploration. My growing body awareness, supported by massage, helps me to focus on  the ‘information by touch’. It helps me to recognise the information. Am I tensed? Maybe I try to use my eyes and ears to intensive. Am I tired? Maybe I want to participate too strongly. These are two easy examples of ‘reading’ the information received by my sensitivity. It is not always this easy. I have to learn to focus on the information I receive through my sense of touch but I also have to learn to translate the information I receive in the right way. Tension in my shoulders may tell me that I undertook an activity that was to energy consuming. But it can also mean that I undertook to many activities without taking enough time to recover. Or it means that I feel the tension my husband carries with him. The same sensation may tell different things. It requires an open and honest attitude to learn to understand my body signals. It requires to be grounded and focussed. In other words, it requires to be present.

To me I am convinced I only started to learn how to use the rich capacity of my sensitivity. It is not always easy, but my sense of touch gives me better changes to participate. In the end, notwithstanding the limitations caused by acquired deafblindness, I try to find new ways of participating. Ways that fit my abilities and make it possible for me to interact with the outer world. 

However, the use of touch as an instrument of communication is limited in the ‘normal sighted’ world as it may be too intimate for most sighted people. Massage helps me to explore and to develop my sense of touch without this tension. It is another benefit of massage, besides supporting my body awareness.

V Healing experience

What is more, massage may be a healing experience. Deafblindness took a lot of my physical freedom, which I find extremely painful. The feeling towards my own body is burdened because of this. I identified my body with the lack of sight and hearing. My body, in short, was something I could not rely on. It was something that was in my way, not something I could work with. During massage my body is respectfully treated and attententively touched. And I literally felt how hard my body works to compensate what is lost. It touched me deeply. The awareness my body does not coincide with my lack of sight and hearing was important to open up to the alternatives my body did offer. It helps me to feel grateful again towards my own body and it also helps me to mourn about the loss. This is a healing experience and it strengthened my self-confidence. All of these aspects contribute to the sensation of being grounded.

These are the main benefits of massage I experienced: (1) it offers relaxation; (2) it improved my awareness of the proces of energy expenditure and recovery; (3) it offers an experience of wholeness; (4) it supports the development of my sense of touch; and, (5) it is a healing experience

I tried to explicate these benefits the best way possible. However, the subjects of these benefits are too complex to cover all different aspects. For example, an energy consuming activity may also generate energy because it inspires you. Or an experience of wholeness can be discussed in many different ways at many different levels. I focussed on the influence they have on me in the process of integrating deafblindness in myself and my connection with the outer world.

I would like to give you a last example. This example also shows how the different aspects I discussed earlier come together: I meet a friend on a crowded street. It is nice to meet her, but it is also difficult to meet her there, with all the noise around us. I try to hide a little bit in the corner of a quiet store to minimize the sounds around us. Normally, when people meet in such circumstances they exchange some small talk. But it is hard to me to communicate on a superficial level. That costs much more energy, because in order to communicate about small things in life I have to notice the new dress she wears, I have to notice that she has a new hair cut, etc. I can not see her body language, but I do ‘feel’ her energy. I can feel what she is expressing on another level of communication. This is something most people are not used to. However, since she is my friend I dare to express what I sense. If I talk with the newbour I would stick to the small talk. At the same time, I have to decide if I’ll spend my energy for this conversation or save it for other activities I had scheduled. This is how I try to participate in the outer world, not neglecting my bad sight and hearing, neither identify myself with these limitations. 

Although people with deafblindness may greatly differ, given the various benefits of massage I believe massage to be a valuable addition to the rehabilitation of people with acquired deafblindness. 

(5 min break)

Conclusion

I told you about body awareness, focussing, balancing, being present as important preconditions for participation. At the end of this workshop I would like to put these aspects in a larger context. I would like to share with you how all these aspects come together in one strong metaphor. I wil show you the image of the metaphor I am talking about.

You see the image of a woman statue walking on a tight wire.

She has to balance her weight, her strength, her speed, her fear and courage and she needs to be focussed on every move she makes. This is exactly what people with acquired deafblindness have to do. Living life with acquired deafblindness asks for a constant awareness of ones capabilities and incapabilities, of ones energy and limitations. It asks for focussing and letting go. That is why I consider people with acquired deafblindness marvellous balancing artists. 

I would like to ask you to join me in the next visualisation: Imagine yourself on the tightwire. Feel the thin rope under your feet. Feel the air around you. You may feel that the air is free, no physical things anywhere near you. The ground deep down below. Feel how the weight of your own body is putting the tight wire under tension. Your body is trying to find its balance. You focus on your feet, your toes try to find the right position to give as much balance as possible. Slowly you move forward, your legs feel the tension, your arms hanging in the air, as contra-weights. Balance, strength and speed work together. Tension and relaxation need to be balanced. Both your tension and your relaxation may let you fall if they overshadow one another.That is where you are, completely focussed, high up in the air on this tightwire.

Is this not exactly what we, people with acquired deafblindness are doing every day, all day long. We balance. Across our daily life is a whole web of tightwires and like a true balancing artist we cross them. Walking the tight wire of  a life with acquired deafblindness requires of you to be present, present in body and mind, being exactly where you are at that moment. 

Some will be better in the balancing then others, some will be able to do the hand stand on the tight wire, while others merely stay on the tight wire, never feeling at ease completely. But for every one counts that when time passes by the balancing skills will improve and the freedom of movement on the tightwire high up in the air will be maximized. Rendering the skills of a balancing artist gives you a focus on what is needed to participate. 

I thank you for your attention.

