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Imprints
of theMIN

[Speech and language therapists need] persis-
tence. Have to know that no matter how it don’t
look very good, got to keep going and look at
ways of making use of words to look at how the
people look at words in their head, because we've
all got ways of looking at words.

It's nearly two years since Ron Devine had
his stroke. Like all the participants in the
Expression project, he has come a long way but
hopes to go much further. Three weeks into a new
job, Ron’s life - and that of his family - was turned
upside down when he took ill at the wheel of his
car not far from his home.
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Early in 2001, six service users with aphasia, two speech and lan-
guage therapists, an artist and an illustrator teamed up to work on
an expressive arts project. The results have gone way beyond what
they envisaged and have the potential to benefit a far wider group
of people. Here, Avril Nicoll meets four of the participants in
‘Expression’ to hear their unique and often surprising stories about

life, change, services, aphasia - and speech and language therapy.
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As a charge nurse with the

frail elderly, Ron was acutely
aware that standards of nurs-
ing care fell way below what
he would have expected. He
remembers being handed a
razor and being told to shave. As he was not
given a mirror, normally used an electric shaver
and had just had a stroke, the result was pre-
dictably bloody. Ron also felt the humiliation of
not being able to express something as basic as
needing the toilet, even if someone happened to
be around at the time he needed.
... went to go out of my bed ...and | forgot my -
my legs werenae working [laughs]. The reason
was ‘cos they hadn’t given me a bottle and I'd
never seen anybody and when you canna - canna
talk so you canna tell them - if you see somebody
going zh-zh-zh-zh [gestures and sounds people
buzzing about all over the place], they canna stop
- they've got to be able to see you before you can
say “I need you” - I needed the toilet, and | just
had to go out to try and get it - and | didn‘t!

Ron is pleased to learn that Ninewells Hospital
in Dundee is at long last to get a specialist stroke
unit. He contrasted his experience in Ninewells,
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Figure 7 Helen Gowland: Dying to Whoosh

and the experience of other people
he knows, with the Centre for Brain
Injury Rehabilitation at Royal Victoria
Hospital, although he didn't at the
time agree with their assessment
that he had ‘potential’. Reflecting
on how his experience makes him view what hap-
pened when he was on the other side of the fence
as a charge nurse, Ron is very positive.

Actually, I think | thought I had been - because of
what’s happened - that what | was doing now -
oh, the wrong way - that | had been nursing them
in the way that | would wanted to be. But you
have to have enough nurses to do it - and they
didnae have it at Ninewells. Even when you did -
phew - it was “hello” and “cheerio”. They didn’t
know how to stop and listen what you need.

In contrast, the rehabilitation centre had an
individualised programme and activities were
organised for the whole day. At that time in a
wheelchair, Ron resented being so dependent on
other people for his mobility and found this had a
huge limiting effect on his communication and
ability to make decisions. He still finds it difficult
to believe that he could have made so much
recovery in his movement and talking given the

extent of his initial difficulties.

Ron suffers a great deal of pain and continues to

find the reversal of roles with his wife hard to
bear. He works hard on his computer; figure 1
shows part of two descriptions, done a few
months apart, of how his stroke occurred.
Interestingly, Ron explains his aphasia using a
computer analogy:
I look at my —— screen, the screen that I get - and
I use this for everything but some people don’t
have one. Some people think it's in their chest and
they feel their words are stopped.

Figure 1 Ron - ‘A Stroke Happens’

- January 2001

I held taken to car and always | saw some-
where can to push to can path and him told |
going the ambulance and | going person still
me seating and but | forget some.

- April 2001

| found myself getting out of the car, unable
to do anything but stand there. Someone
came down the path of a house and called to
me, asked if | needed help and he helped to
pushed me against the car before | fell down.

Figure 8 Madeleine Nedelec-Lamb: Heaven and Earth
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Figure 9 lllustrations by Christine Farrell

Symbol
devised to
say ‘Don’t
speak so
fast’
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Ron talks slowly but fluently, focusing carefully
on the point he wants to make and using humour
to help him deal with highly personal and emo-
tional issues. His illustrations in the Expression
project reflect his feeling of being present among
a group of people but not being part of the com-
munication, and his recognition that the greatest
difference between his communication now and
before his stroke is timing (figure 2).

Collaborative venture

Expression is a unique collaborative venture
between a group of service users with aphasia,
speech and language therapists, an artist, and an
illustrator. The use of art as a communication
medium following aphasia is growing (see, for
example, Sacchet et al, 1999) but the aims of this
project were far wider. Over five Saturday sessions
of printmaking at an art college, each lasting 5
hours, the group constructed new representations
of aphasia in order to:

1.make aphasia visible and more understandable
2.increase awareness of what it means to

have aphasia
3.show wide-ranging competencies of people

who have aphasia
4.address different aspects of identity (for

example; personal, social and collective.)

Taxis and lunch were provided and visual
reminders were posted and telephone calls made
between sessions. Visual and written summaries
of the workshops were also made to facilitate
communication about the sessions with family
and friends.

Ron had previous knowledge in that he had at

one stage been a printer, but Len Agley’s
experience of art was confined to his school
lessons. Although he found them enjoyable, he
says he was very bad! Len admits to having had a
sense of fear about the proposed group but, hav-
ing discussed it with his wife, felt he would try it
and, if he didn't like it, he just wouldn't go again.
However, he immediately loved it, built up a
strong bond with the rest of the team, and says
they would all go to Expression anytime. Len ges-
tures expansively as he describes the feeling of
inclusion which came from participating.
Same people altogether - similar but different,
like being pals. The people helping too were
awfully good. That first year | wouldn’t have gone
because at that time | was thinking | would still be
alright - doing a lot to try to help myself. The
worst thing was coming to, “you’re not going to
be the way you want” - you've got to change your
head'’s way. Even now, it's hard.

Len, who exudes a quiet strength, covered a
large area of North East Scotland as a service engi-
neer with Comet. He took ill when he was at a
customer’s house and seems to have been a victim
of a catalogue of health service failures. His fami-
ly feels very let down by the system and his wife
points out that, even now, as aphasia is a ‘hidden’
disability it is not afforded the same respect as
other more visible ones. Len would like the



