Speakability Meeting  -  5 April 2011  -  St Mark’s
From one minute to the next you’re normal and the next, you’re not.  You are abnormal, transferred rudely from the wide world of the non-disabled to the restricted confines of the disabled, to your brain shattered by a silent and invisible bullet.  A blood-clot strikes in the brain at random, wreaking havoc where it lodges, depriving the mind of oxygen and brains need oxygen.  In one third of cases, that bullet of clotted blood will prove fatal.  

As a consequence, this sudden ambush divorces the brain from the organs of speech, the lips and tongue, the hardware from its software.   Your thoughts and speech are imprisoned in the jail of your head and some cruel gaoler has thrown away the keys.  The victim is about to experience life on the margins of society.   As one survivor wrote -            “To be dumb and yet have formulated in one’s own mind what one wishes to say, is one of the most grotesque predicaments which can be conceived.” 

Unlike developmental dyslexia which shows up in childhood, the onset of aphasia is typically sudden and most commonly caused by stroke.   One third of strokes result in aphasia: one third of aphasics are over 55.   Aphasia (from the Greek meaning ‘without speech’) is described by the Stroke Association as:


“Having difficulty in understanding or following speech or writing, and being


unable to express what you want to say through speech or writing, and trying 


to say the right words but saying things which are inappropriate or which no one 

else can understand.  Hearing and thought processes are largely unaffected.”
Aphasia is a hidden disability, most usually caused by that other hidden and silent menace – high blood pressure.  The aphasic person has lost the ability to communicate their inability; they are unable to communicate their problem.  Literally, they are Lost for Words.    
This poverty of expression has profound implications on a person’s self-image and their self-esteem and, like all forms of poverty, strips the sufferer of their sense of self.   This bereaved and degraded self grieves for its former self, as do your friends and family.

Voice is the human being’s primary means of expression; it is at the core of who he is.  “In the Beginning was the Word”, the Bible tells us.  Without it, person is cast out into the wilderness.   To exist in society without language is like being buried in an open coffin, comprehending everything yet unable to manage a verbal response.   We use language to chat, to gossip, share secrets, to express affection and concern.  It is a critical component in our identity, the common currency of friendship and commerce.
I ask you to imagine an assembly of disabled people.  The presence of the aphasic would be the only person whose presence an observer could not understand, and neither would they receive a reply to their query.  The aphasic person does not possess the obvious indicators – wheelchair, walking-stick, hearing aid, nor are they able to use sign language because their language centre has been damaged.   The aphasic doesn’t ‘look’ disabled.   

The sufferer becomes exquisitely sensitive to the reactions of others and feels diminished and frustrated by others’ impatience with their lack of conversational pace.  Little wonder many stroke-survivors experience depression, depression caused by the loneliness of living alone in your mind, depression caused by the sudden loss of independence and speech, a depression compounded by the mood-reducing compounds released automatically after a brain-attack.  No wonder the survivor feels a victim, much to the annoyance of professionals, who prefer the more energising phrase - survivor.   
After a stroke, your independence is severely diminished as you become the responsibility of others.  Your self-control suddenly abandons you: you laugh or cry uncontrollably at inappropriate moments; you become emotionally incontinent, and worse still - you know your words and actions are inappropriate but you can’t help yourself.   You say or nod, “YES” when you mean “NO”, and “RIGHT” when you mean “LEFT”, “75” when you mean “57”.  Of course your wounded brain is acutely aware of the words and numbers it wants to articulate but as for the lips and tongue; they revel in the novelty of their new discovered independence.  They exhibit their most embarrassing feature when your stumbling speech is frequently mistaken by strangers for drunkenness or stupidity, or, worse still – drunk and thick.
This is why Speakability Groups like ours are crucial in helping survivors to overcome the emotional fall-out after a stroke, to share the feelings of desperation and isolation, as well as providing vital respite for carers, for whom the loss of verbal exchange is just as hard to bear.   For every Stroke Survivor, there is a Stroke Carer.  It is easy for the victim to think solely about his or her own sorry plight whilst forgetting that the carer too can have bad days, that life for them will never be the same again.
It is a truism that one of the effects of this long-term illness is the loss of certain friends who disappear or are sparing with their visits.  Perhaps they find confrontation with this terrible premonition of old age an uncomfortable reminder of their own mortality.  Perhaps they find paying a visit to a friend whose speech has suddenly deserted them a visit too awkward and embarrassing to face.
But imagine visiting a friend who cannot tell you how they feel, cannot ask you how you are, can’t moan about the weather, can’t tell you when their doctors expect them to recover – it can’t be easy.  This is one reason why Speakability plays such an important role by enabling members to meet fellow survivors, to share their experiences and provide mutual support, by organising excursions and listening to a wide range of speakers in a sympathetic environment.   Research has shown that people with aphasia communicate noticeably more during and after participating in such groups, that exercising the mind has proven beneficial effects.   The mind is capable of restoring the brain.

What would we wish?   A recent survey revealed 93% of people had not heard of aphasia, let alone could explain its meaning.  Thirty or so years ago, few people had heard of that other major communication disorder, dyslexia.  Now though, most people are familiar with that condition and extra time allowed for dyslexics in exams and classes.   We would like to emulate the success of the dyslexic movement so that it becomes just as socially and politically unacceptable to neglect the needs of aphasic people.   
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Further thoughts and expressions:
(phrase from new tome – ambits of influence?)

Intellectually impaired

Worries about sudden change of topic, background noise, piped music
Physiological impact

Feelings of overwhelming negativity

Sense of loss, devastating, a horse-pill to swallow
Circumlocution

