An holistic approach to communication with an acquired profoundly deafblind person

Introduction

Communication, one of the basic needs of human existence, can be defined as the transfer or exchange of information between people. Sense deprivation experiments have proved beyond doubt that a person cut off from communication of any sort very quickly begins to experience insanity.  Communication takes place using our senses.  Our Senses are the physiological methods of perception.   Where there is a profound loss of the two main senses of sight and hearing, it is essential for the use of the other senses to be maximised in order to give an accurate perception, as far as it is possible, to the deafblind person.  Any communication approach should not be prescriptive but should evolve naturally, developed and shaped by the deafblind person themselves. 

Mary Cave is an 82 yr old lady who has experienced the transition from partial dual sensory loss to profound deafblindness. She lives in a residential home for older persons.  Mary has been profoundly deaf from the age of twelve, she had no vision in one eye and until two years ago she had partial vision in her other eye.  Her communication method was lip-reading.  Her remaining vision then started to deteriorate due to a tumour.  She underwent an operation to remove the tumour which it was hoped would improve the vision in her good eye.  Unfortunately the blood supply to the good eye had re-routed itself through the tumour and when the tumour was removed any remaining vision was lost.  Mary came out of the operation as a profoundly deafblind person. This had a major impact on her communication.  Her receptive communication had been lip-reading.  This was no longer possible.  For a few months before her operation Mary had started to practise receiving Block, tactile capital letters on the palm of her hand.  Unfortunately following the operation Mary’s sensitivity to touch had diminshed and an alternative method needed to be found.  

Eventually a set of wooden letters were made and these became the main medium of receptive communication.  Communication takes place by giving Mary one letter at a time to feel, when she has established the letter in her memory the next letter is given and so on until the completion of the word.  Mary has to mentally retain the letters and then on completion she has to internally visualise the letters together to form and recognise the word.  As she recognises each letter she says it out loud, after about the third letter she has to repeat the letters that she has received.  This helps her to retain those letters until the word completion.  This requires a great deal of concentration and is a very tiring and slow process. It also requires the communicator to modify language in order to use words of as few letters as possible.  

(Video clip)

A keyword system

Using the wooden letters means that whole sentences are impossible and so a key word system has evolved.  Using a key word system has meant that Mary has had to do a lot of mental detective work to establish in which direction the communicator is wanting to go. It also means that the communicator is having to think carefully about the appropriate key words that would send Mary off in the right mental direction.  This is vital because once a mental route has been established it is not an easy process to redirect Mary’s thinking.

An example of how we use this key word system is around relaying information about what is for dinner.

Communicator -  (using wooden letters) – M E A T

Mary – “Meat.  Are we having chicken?”

Communicator – rubs Mary’s hand to indicate no

Mary – “Is it lamb?”

Communicator – rubs hand

Mary – “Pork?”

Communicator – taps hand to indicate yes

Communicator – ( using wooden letters) – V E G

Mary – “Vegetables.  Potatoes?”

Communicator – taps hand

Mary – “Carrots?”

Communicator – taps hand

Mary – “Peas?”

Communicator – rubs hand

Mary – “Are there any other vegetables?”

Communicator – taps hand then gives the wooden letter B

Mary – “Beans?”

Communicator – rubs hand then gives the letters B R

Mary – “Broccolli?”

Communicator – taps hand

By using key words it is giving Mary a heading to work from.  It’s giving her a context which will allow her to access her memory of the possible vocabulary under that heading. This will help her to pre-empt words that might be used by the communicator within that context.  In other words the heading was ‘meat’ and the possible contextual vocabulary – chicken, lamb, beef, pork, roast, chop, burger etc.  

Using a key word system is not only time saving but is also a way of preventing Mary becoming just a passive receiver of information.  The brain is like a muscle it has to be exercised otherwise it becomes, as it were, flabby.  Due to the profound deafblindness Mary has very little external stimulus and so the brain  lacks exercise.  In building words, retaining them in memory, making links, recalling previous conversations, guesswork and pre-empting vocabulary Mary is working hard to maintain communication and is keeping her brain exercised and active.

Mary, herself, has also taken the initiative in a time-saving approach to receiving communication.  She recognises the limitations placed upon the communicator in giving information and holding a conversation.  So Mary has taken it upon herself to smooth the pathway of communication by the use of questions and logic to reach a certain point.  She takes a subject that she wants more information on and then discards surplus, peripheral information by the use of closed questions ( Questions that give you just a yes or no answer).  For example –

Mary talking to Jim about his garden.

Mary – “Have you been working on the garden Jim?”

Jim – taps yes

Mary – “Have you been working down by the fence?”

Jim – rubs no

Mary -  “Are you working on the patio now?”

Jim – taps yes

Mary –“Have you got the slabs yet?”

Jim – taps yes

Mary – “Oh good.  What colour are they?  Tell me all about it.”

In everyday spoken conversations it is open questions that people use more than closed questions.  By using open questions we are inviting the person to engage in a casual and broad exchange of information.  By using open questions such as “What have you been doing today?”  we are allowing the person to be chatty, to tell us as much as they want to disclose.  We are aware that a lot of the content might not be that interesting or relevent to us but what we are doing is establishing a comfortable atmosphere of free exchange.  Because of the limited and tiring method of communication Mary knows that she needs, initially, to be directive and then when the specific area of interest has been  established then she can use the open question to allow for more information around that highlighted area.  In this conversation Jim responded to the closed questions by tapping or rubbing his yes or no response. He only used the wooden letters when Mary had gone along a logical route to the area within that topic of gardening that she wanted more information on.  

Tactile gestures, conveying emotions and attentive listening

So the main method of giving information has been through using the wooden letters.  But there are other facets of communication that have evolved.  These are vital because communication should be more than just information giving.  The communication used is not tactile it is using the medium of wood and so there are certain things that have been lost through that method of interaction but that are essential for quality communication and for good mental health.

Try to imagine what it would be like just to receive single word communication with just a yes or no response to prompt your guesswork around any information being offered.  It is like being intravenously drip fed insteading of sitting down to a sumptious feast.  Essential to keep you alive but without the quality and variety that keeps you interested and motivated.  Wooden letters do not have the pitch, pace and power of voice.  They don’t give a grammatical  indication of such things as whether it’s a question or exclamation. They don’t easily allow for humour and banter.  They don’t convey emotion. They are an impersonal, monotone method of communication.   Therefore it has been essential to create additional avenues of communication that compliment the basic wooden letter communication.

One of these has been a form of tactile gestures.  Mary has never used sign language and so any form of tactile signing has had to be used in the context of the event so that it makes sense or it has to be an obvious tactile sign under a spoken heading.

For example

Mary – “What’s the weather like today?”

Communicator – takes hold of Mary’s arm and drums fingers then blows onto her arm.

Mary – “Oh, it’s raining and windy is it?”

Communicator – taps for yes.

Mary – “Is it Tuesday today? What am I doing today?”

Communicator – taps yes and then ruffles Mary’s hair.

Mary – “Is the hairdresser coming today?”

Communicator – taps yes.

The spoken expressive heading was –‘the weather’.  The tactile signs of drumming fingers and blowing were obvious signs for rain and wind.  The spoken expressive heading was – ‘todays events’.  The tactile sign of ruffling the hair was an obvious sign of the hairdresser.  If these signs are used consistently then the link is made in Mary’s mind.  This tactile signing has been added to the communication strategies.

Mary has always used humour as a coping strategy.  In her darkest moments she been able to lift herself up by making a lighthearted comment about herself and her situation.  In turn she expects others to follow this lead.  She appreciates it if humour can in some way be included in the interactions that take place.  This doesn’t have to be done through words.  In the video you will see that Mary is concerned about missing her appointment with the hairdresser. She repeats her concerns several times and even asks a member of staff to check with the hairdresser.  Mary has got the days confused and when eventually her son makes it clear that this is not the day for the hairdresser Mary feels embarrased.  To lighten the situation Jim pinches her cheek as if to say – “You daft thing!”  Mary responds in the same manner by saying – “Mmm, I get like that.”  It was a lighthearted moment when Mary was able to laugh at herself.

(Video clip)

There is something contagious about seeing another person smile or laugh.  It is a natural human response to mirror that and to smile back at the person or to laugh along with them.  How does a profoundly deafblind person know that you are smiling or laughing.  Our bodies move according to the emotions we are feeling.  When we are down our shoulders droop and our head drops.  When we feel confident our pose is more upright.  When we cry our upper body shakes as we inhale in gasps.   There’s a wonderful moment on the video when I am close to Mary and she says something to make me laugh.  She feels my body movement and says “ Oh, you’re having a belly laugh.”

(Video clip)

Mary has always loved hugs and is a very tactile person in showing and receiving emotion.  Since becoming profoundly deafblind this has become  even more important as a way of receiving the communication of emotion.  What is more effective – to hand over the wooden letters I L O V E Y O U or to wrap my arms around Mary and hold her as if she means the world to me?  When it comes to communicating emotions actions certainly speak louder than words or wooden letters.

In counselling terms when a client is speaking, you as a counsellor are trained to use attentive listening skills.  We all do this quite naturally in our everyday conversation.  This would include eye contact, nodding at the appropriate places and using minimal responses such as mmm, yes, ok, aha etc  In this way we are showing the other person that we are keeping contact with them and that we are interested in what they are saying.  In turn they will feel listened to and valued.  So how do we do this with a profoundly deafblind person who cannot see our nodding, our eye contact and doesn’t hear any of those minimal responses.  If we did nothing it would be like Mary speaking into a black void knowing that someone is there but unaware and unsure of their attention.  Again this can be addressed by using a tactile response.  It wasn’t until I watched the video of my reaction to Mary as she was speaking that I realised that this was happening without my being conscious of it.  As Mary spoke I kept physical contact with her.  This substituted for eye contact.  Instead of nodding and using the verbal minimal responses I tapped my response as if I was saying yes.  But then I noticed that my response of tapping had a variety of formats.  Sometimes it was more of a stroke, some strokes had greater pressure, others were lighter, sometimes there was just one tap or stroke or it could be a few and sometimes it was a combination of both taps and strokes together.  I also varied the position of the responses, her hand, her arm, her knee.  At times I held her hand or wrist and I just moved them or squeezed them slightly.  All of these different responses showed that I was being attentive.  Why the variety of the response?  If you think about how we respond verbally as we listen to someone we can see a parallel.  If I was to respond by saying the word ‘yes’ in a monotone at regular intervals whilst listening to someone talking to me what message would I be giving that person? Yes…….yes…….yes…….yes…….  no, I am not really listening, I am not really paying attention, I am not really interested in them or what they are saying.  So, what we do is to vary our responses.  In the same way my tactile form of listening varied in it’s format and hopefully gave the message that I was truly interested and attentive. 

(Video clip)

When there is a shutdown of our main senses to almost total sensory deprivation it produces induced changes in one’s mental state referred to as an altered state of consciousness.  

When Mary came out of hospital and before all of these communication strategies were in place Mary experienced this altered state of consciousness.  She began to have hallucinations and was slipping into her own inner world.  She began to lose her grip on reality.  Her conversations took place with two imaginary people.  Once we had introduced the wooden letters and as these other facets of communication developed we saw a reversal take place.  Mary not only returned from her inner world but she began to take control of her own situation. Along with the staff at the home, her communicator guides and her family she continues to find her own new and improved ways of communicating.

We have discussed the use of wooden letters supplemented by block communication, a keyword system, pre-empting vocabulary, use of open and closed questions, tactile gestures, conveying of emotions and tactile attentive listening.  Looking at this holistic communication approach we need to ask if these skills are transferable.  I believe that we can learn from what has happened in Mary’s case and others.  We need to record, analyse and document this development process.  We can possibly transfer part of that process but it has to be recognised that every person, deafblind or otherwise, has their own unique way of interacting with others.  No system should ever be imposed but instead opportunities should be created in order to allow individuals to interact in a manner that suits them. 
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