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AAC - the ongoing perspective

Sally Boa

In November 1996, two multidisciplinary team’'s were commissioned in Glasgow to serve the physically
disabled population living in the community. The team in the North of Glasgow operates within a social
model. Many of the peoplewho arereferred to the team have long term, very complex needs, and asignificant
proportion of those that require Speech and Language Therapy intervention use or require assessment for
some form of AAC.

Over the past decade it has become increasingly apparent that ongoing support isrequired if
AAC usersaregoingtolearn and continueto usetheir AAC systems successfully. Generally,
AAC intervention (for “lo-tech” or “ hi-tech” systems) progressesthrough anumber of stages,
asfollows:

O Assessment for AAC system
“Learning to use the system”
Provision of AAC system
Use of AAC system

... it has become

increasingly apparent
that ongoing support is
required if AAC users
aregoingtolearn and

continueto usetheir
AAC systems
successfully.

O
O
O
O

Discharge from the service / Ongoing monitoring
The amount of time spent on each stage depends very much on the individual AAC user.

For many people, particularly those who have acquired conditions, the amount of time spent “learning the
system” can often be underestimated. (MacDonald 1997). It is often assumed that people who can read and
whose language is intact can just pick up and use spelling based AAC systems. My own experience with
individual AAC users and evidence from the literature indicates that the use of AAC rarely comes naturally
to anyone. One particular case study by Glennen et al (1991) which described the difficultiesthat MH, a34
year old man with an acquired condition had in learning to use his new modes of communication, demonstrates
that any AAC intervention istime consuming and is, for most people at least, very long term.

This has obvious implications for service providers and rai ses questions about how the need for sometimes
very intensive input and long-term support can be met.

Within the North Glasgow Community Physical Disability Team, attempts have been made to address this
question, and this paper aims to describe how thisis being done.

Background to the Community Physical Disability Team (CPDT)
When fully staffed, the Team comprises the following (WTE posts):

1 Team Leader 2 Occupational Therapists

2  Physiotherapists 1  Speech and Language Therapist
1 Dietician 1 Nurse

0.4 Psychologist 5  Generic Team Assistants

1 Secretay

The Team hasfinite resources, alarge geographical areaand population (530,000 approx.). Thekey to being
able to provide intensive input when required and ongoing support and monitoring for individuals who are
using AAC isin part dependent on the work of the 5 Generic Assistants within the team.

When a client is accepted for input by the Community Physical Disability team, they are allocated a key
worker whose role is to co-ordinate Team interventions and liase with other professionals and agencies.
Each professional within the Team works closely with a particular Team Assistant who has a generic role,
that is that they carry out interventions on behalf of the range of professional staff within the Team. This
helps to keep the number of people going into an individuals home to a minimum, and also means that a
consistent monitoring role can be easily taken on.

Case Studies

During the presentation, 2 case studies were described which demonstrated how generic team assi stants can
be utilised and can provide support for individual AAC users as well as helping to influence the person’s
environment to promote maximum use of a system or systems.

( AAC - the Ongoing Perspective
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Case Study 1

The first case study described a lady (KL) who has Multiple Sclerosis, and examined how instrumental the
generic assistant was in ensuring that the client was given enough time and support to learn how to use the
AAC systems being introduced. Because the Team Assistant was seeing KL on behalf of other professionalson
the CPDT, she was able to monitor and give feedback about how useful and effective the various systems were
whilst working with the client for other reasons (eg Carrying out passive movements). The fact that the Team
Assistant was not seeing KL specifically to work on her communication, meant that an honest picture of KL's
communication could be built up. A description of the various systems, which were tried with the client, was
given.

I
Case Study 2

The second case study described a young woman (LT) who is in a minimally responsive state following a
severe braininjury. Initially, Teaminput involved the introduction of a sensory stimulation programme which
was carried out largely by a Teamassistant and L T'srelatives. The benefits (or not) of thisinput wereregularly
reviewed by professional s on the Team. At alater date, a programme of passive movementswas put into place.
Again, thiswas largely carried out by a Team Assistant. Each time LT's passive movement routine was being
carried out, it became apparent that LT became significantly more responsive, and a consistent movement was
identified that could be used to develop a “ yes/no” response. Progress to date with LT will be described, and
the positive aspects of a holistic approach will be commented on.

Summary

Given the finite resources that are available, it isimportant that a mechanism can be put into place that can
ensurethat AAC users can be monitored and supported. This needsto be done on anindividual basis, taking
into account the person’s circumstances, their own abilities and wishes. It must also consider how formal
andinformal carers can be enabled to help in this process without becoming overwhelmed or over burdened.
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difficulties: an overview
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Telephone use by people with communication

Joan Murphy
J

Background

Using the telephoneis now apart of everyday life. Very few homes are without a telephone and many have
morethan one. We see the growth of mobile phones all around as people communicate viatechnology in all
sorts of unlikely places. It is hard to imagine not having access to the telephone — it is difficult to be part of
today’s world without using the telephone. However, for people with a disability this everyday way of
communicating is often denied.

People with a disability who may have restricted mobility and fewer opportunities for meeting people have
a particularly strong reason for using the telephone. It can allow them to have access to emergency help,
information, family and friends without leaving their homes.

“ Being able to use basic tel ephone services means having to be able to reach the telephone,
hold it, find the relevant number in a directory, dial the number, speak into the mouthpiece,
hear the voice at the other end of the line and read the bill when it arrives. There are many
peoplein the UK for whomone or more of these activities may beimpossible or very difficult"

OFTEL Consultative Document 1998.

Study

The Scottish Office funded a study carried out by the AAC Research Unit at the University of Stirling to
examine the use of the telephone by adults receiving speech and language therapy within Forth Valley
Health Board. The project obtained demographic information, identified the main obstacles to telephone
use, investigated the views of carers and finally examined how speech and language therapy is provided in
the use of the telephone.

Information was obtained via postal questionnaires and semi-structured interviews from the following three
groups of people:

0 adults known to the speech and language therapy service within Forth Valley Health Board.

O the main carer of the adults receiving speech and language therapy.

O ten speech and language therapists who work with adults living within the area covered by

Forth Valley Health Board.

People with communication difficulties
A large amount of data was gathered about the difficulties experienced by people with communication
difficulties and the full study will break down the results according to diagnosis of the 88 participants who
responded. The main difficulties described by the 7 AAC users who replied were —

O not being allowed enough time to speak/respond
people not understanding the voice of the communication aid
difficulty with hand control
telephone badly positioned
alack of information about what is available.
Carers

From comments from carers the three most important advantages of the telephone for people with
communication difficulty were:

O
O
O
O

O being able to keep in touch with family and friends. Many carers described the use of the
telephone as an important factor in preventing isolation and hel ping people keep in touch with
the outside world.

0 maintaining independence and not having to rely on carers to speak on their behaf — e.g.
making appointments and getting information by telephone.

O safety and security by being ableto call for help whether it beto family, friendsor theemergency
services. Several carers described the importance to them of knowing that they could get in
touch with the person with a communication difficulty to check they were OK.

( Telephone use by people with communication difficulties
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Speech and language therapists

All of the speech and language therapi stsinterviewed commented that it was an areathat was often neglected
intherapy and several said they had not really considered tel ephone work for patients other than stammerers.
However, they al thought it was an issue that needs to be given greater thought and should be included in
assessing patients' needs. Two therapi stswho had done group work with people with dysphasiahad had alot
of success, so much so that by the end of the course some patients were phoning the therapist to rearrange
appointments and phoning each other for a chat. The speech and language therapists discussed a number of
adaptations and strategiesthey felt would be useful in hel ping people with communication difficultiesto use
the telephone more effectively.

Conclusion

This study confirmed that telephone use is an under-used and overlooked resource for people with
communication difficultiesand their carers. The findingsformed the basis of aworkshop held at the Scottish
Study day in Augmentative Communication in Cumbernauld in October 1998. In addition an information
booklet for therapists, carers and usersis planned.
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Group intervention with AAC users
Alison MacDonald

I ntroduction
What do we mean by ‘group intervention’?

One definition of agroup:

‘Two or more people interacting with one another so that one influences the other’ (Pauline
Maskell, Working in Groups, 1996)

A group therefore should be composed not just of a few people who are sharing individual access to a
therapist, teacher or other support person because time is short but must have goals and an underlying
purpose which sees specific benefitsfrom grouping individual stogether and from the interactive possibilities
offered by the group.

Communication groups usually have either an educational, facilitatory or socio-interactivefocusor possibly
a combination of these and a major function of a communication intervention group is to provide practice
and experience in some of the skills identified as important to eventual communicative competence. Joan
Murphy’s research (Murphy 1997) emphasises the importance of bridging the gap between speech and
language therapy sessionsand more natural settings. Group intervention might be seen as oneway of bridging

this gap.

Intervention implies that there is someone whose role is to shape and guide the group work
and to ensure that the underlying aims of the group sessions are met. These groups will | Therole of leader may
therefore need to have some form and direction whichisusually undertaken by aspeechand | at times be fairly
language therapist, teacher or other designated group leader. Therole of leader may at times | directive but at other
befairly directive but at other times may be one of supporting and facilitating in amorelow imesm ne of
key way. It is important therefore, for a group leader to be clear at the outset of a group timesmay beone o

session what form the leadership is going to take. supporting and

facilitating in amore

If the main purpose of AAC intervention is to achieve communicative competence then we low key way.

need to look at the componentsof this. Janice Light has suggested four areas of communicative

competence that need consideration if individuas are going to become competent in their
AAC use. These would seem a good starting point when planning group AAC sessions.

These competencies were described by MacDonald and Rendle (in Watson 1994) as follows:

Linguistic competence — adequate mastery of the native language (vocabulary and grammar)
plus the code (e.g. signs or symbols) required to operate the augmentative communication
system;

Operational competence — mastery of technical skills required to operate the system, i.e. the
motor and cognitive skills required to signal a message or to operate specific device features
(pointing, signing, visual scanning, operating switches, controlling cursors, editing etc.);

Social competence — knowledge and skill in the social rules of communication (e.g. making
appropriate eye-contact, sharing the balance of talking and listening) and using communication
for a range of different purposes (social chat, making requests, responding to others,
contradicting people, etc.);

Srategic competence — flexibility in order to adapt communicative style to suit the receiver
(e.g. signing more slowly to strangers; turning up the volume on the communication aid in a
noisy room), or learning how to correct misunderstanding or to extend the conversation (e.g.
if achild cannot explain something clearly on his TouchTalker he might have a message that
says, ‘Please hold up my Bliss chart, I'd like to explain something’).

Facilitating Competence in a Group Setting

When examining how these communicative goals might be facilitated in adult groups it is important to
remember that adult AAC users fall into quite diverse subgroups. One consideration may be whether the
individual membershaveacongenital or acquired communication difficulty. Thelevel of previousexperience
brought to AAC use is often amajor factor, e.g. literacy level, keyboard skills (familiarity with QWERTY
layout), socio-interactive skills and previous opportunities for developing conversational proficiency and
linguistic flexibility.

( Group intervention with AAC users 7)
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Linguistic Competence
A group setting can provide excellent opportunities for sign and symbol usersto learn and consolidate new

vocabulary items and to ensure that these are integrated into real conversational and information conveying
situations from the start.

Most adults with acquired disability will have well developed orthographic skills so that while they may
need to become familiar with the QWERTY layout there is less need to focus on linguistic or symbolic
aspects. It may, however, still beimportant to build up skillsin the selection and retention of stored message
codes. Shared discussion on useful coding strategies and message selection can be very valuable. The group
setting also allows more natural conversations to evolve which can then be analysed for high frequency
phrases that might usefully be stored.

Operational Competence

There aretimeswhen learning to operate the mechanics of acommunication aid or setting up good positions
for chart pointing needs the undivided focus of a one-to-one situation. The slightly dyspraxic signer may,
however, benefit from multiple examples of handshapes provided by their peers without too direct afocus
on their own production. Equally some adult VOCA users have enjoyed making use of a group setting to
compare voices and learn how to alter these and other parameters such as volume control.

Social Competence

Having worked with adults who have an acquired loss of speech it is evident that while most of these people
may have been socially and linguistically competent before their loss of speech there are still many areas of
socia and strategic competence in which they may benefit from guidance and practice. In fact it might be
argued that for some peopleit ismore difficult to change from along established and highly effective means
of communication to using new and inevitably slower modes. An emphasis on socia and interactive skills
therefore may be asimportant as in groups for congenitally communication impaired people. The approach
and slant may, however, be different. For many people who have never experienced easy communication it
iswell established practice for professionalsto set up opportunities to develop and practice turn-taking and
eye-contact skills. The adult who haslost speech, however, may aso find it difficult to recognise the need to
look up from a communication aid keyboard or to know at what point to press the speech output key in a
group discussion without overriding their neighbour.

Strategic Competence

The group setting provides an excellent setting for looking at strategic competence and flexibility. Sign and
symbol users may need to understand that they should slow down a sign for some conversation partners or
back up asign with asymbol for someone unfamiliar with their signs. Communication aid users, once they
have mastered the operational features of their machine, need to practice atering the volume for different
situations, and to learn to make use of a call buzzer or other *Attention Getter’ when in a voluble group
discussion.

In conclusion there would appear to be very good argumentsfor focused group intervention work withAAC
users both with developmental communication impairment and also for those with an acquired difficulty.
The specific aims and activities undertaken may be different but in all casesit isimportant to consider all
four of Janice Light’'s components of the ultimate goal of communicative competence.
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Appendix

Examples of activities for group work.

For each of the four areas two examples are given. In some examples the first may be more appropriate for
people with an acquired speech difficulty and the second for developmentally speech impaired users, but in

al casesthelevel should be adjusted to the needs and abilities of the group members. Spaceis provided for
afew of the reader’s own ideas.

(
Linguistic Competence

1. Positive and negative emotions—leader lists users’ suggested phrases on whiteboard. |deas are discussed
and each makes personal choices and decides how to store / code on VOCA.

2. Progressive questioning — users guess object hidden in a bag: linguistic level (e.g. adjectival attributes
required, or just topic based nouns) and modality are adapted to suit group.

-
Operational Competence

1. Leader demonstrates how to alter volume on VOCA . Hypothetical situations are suggested / created and
users adjust to appropriate level.

2. Compareand practisesimilar sign handshapes/movements(minimal pairs) —group memberstaketurnsto
signal and identify similar signs (e.g. snake/fish; paper/brother/ agree).

\-

( Group intervention with AAC users
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I
e 2

Social Competence

1. Roleplay totrigger different communication actssuch asrequesting, contradicting, asserting, e.g. returning
goods to shop; ordering taxi.

2. Turn taking and responsibility: one member takes coffee / tea orders from others in turn and passes
information on to leader.

- J

4 N
Strategic Competence
1. Group exchange ideas on and practise attention getting strategies for VOCA use — e.g. in a discussion:

compose contribution, wait for appropriate entry point then use call buzzer or phrase such as ‘Just one
thing..., ‘Could | make a point...

2. Users are encouraged to switch to alternative / back-up modality if necessary. Leader sets up activity
requiring vocabulary not stored in user’s communication aid — user is forced, prompted if necessary, to
signal message such as‘I'll tell you on my chart — could you hold it up for me.’

(10 Group intervention with AAC users )
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Students with an acquired brain injury in a
college setting

Anne Chirnside and Alison Cox )

Staff at Stevenson College have been interested in the challenge of working with students with acquired
braininjury sincethe mid 1980swhen aninnovative pilot proposal for research was developed jointly by the
college, Astley Aindie Hospital and LEAD Scotland. It was not possible to attract funding at that time but
over the intervening years a limited amount of work with head injured students was undertaken and staff
expertise was gradually devel oped.

Building onthisexpertise, thefirst structured approach to devel oping provision beganin 1994 largely through
the personal interest of a member of staff, Anne Chirnside, who had a particular interest in communication
and linguistic difficulties. Theresulting IMPRINT programme was devel oped to offer an integrated approach
to the educational needs of students with acquired brain injury. In 1996, Stevenson College was successful
in obtaining research and development funding from the Further Education Funding Unit to take this work
forward.

Work with students with acquired brain injury will continue to be challenging in an educational context.
There is no doubt that further education can play an important part in enabling students to maximise their
potential and providean ‘ acceptable’ environment inwhich to cometo learn more about what can be achieved
and how.

Thisabstract bringstogether themajor strands of our work, providing asummary of the possible consequences
of acquired brain injury; an overview of the College's provision for such students and a brief description of
the research undertaken at the College. It reflects afull report produced by Anne Chirnside and Alison Cox.

Summary of possible effects after brain injury
Individuals are likely to experience a combination of different difficulties.

Although some difficulties tend to be common to many people, it isimportant to identify the individual’s
particular set of weaknesses, aseach person will experience different difficultiesat different level s of severity.

Cognitive and behavioural difficulties tend to be hardest to cope with, and hardest to deal with.

(" Social functioning ) ( Cognitive competence A
U poor behavioural control O impaired short term memory
0 socially inappropriate behaviour 0 poor concentration
U egocentricity O reduced information processing
U sexual disinhibition O poor problem solving skills
U lack of enthusiasm O difficulty making decisions
L 0 verbal disinhibition ) L )
(" Self direction ) (" Communication skills )
O lack of initiative 0 impaired productive language skills
U difficulty sustaining an activity 0 word finding difficulties
U inability to monitor own performance O poor spelling
U difficulty prioritising O difficulty organising information
O easily distracted O confuses listeners
O lack of insight into own competence U slow delivery
[l perseverance O difficulty sustaining conversations
N g O digresses frequently
L O excess and redundant detail )

¢

Students with an acquired brain injury
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Ve

Physical impairments

0 weakness or loss of function on one side
visual impairment

hearing loss

reduction in stamina

1l
1l
1l
O extreme fatigue

J

College provision For students with acquired brain injury

At Stevenson College there are basically two sorts of provision for students with acquired brain injury:
individual support for those whose level of competence enables them to access mainstream courses; or a
specifically designed programme which focuses on the needs of this group. Students sometimes begin on
the special programme, then, after some time, add one or two mainstream classes, so that they continue to
have the support and security of the special programme whilst adapting to the different environment of
mainstream.

Personal support for those on mainstream courses

Individual support for those on mainstream courses is dependent on the particular needs of the person.
However, in amost all cases it involves liaison with mainstream staff as we have found that background
information, and some hints on management are extremely beneficial to everyone. In general, the mainstream
environment isless directive than is hel pful to many people with acquired brain injury, but if staff are aware
of this, they can take a more directive approach, making instructions clearer and structuring choices. In
addition, the slowed processing common to many of these students can mean they feel unable to participate
fully or they missinformation or they take longer to compl ete tasks. It isimportant that mainstream staff are
alerted to thisin advance.

Support provided in individual sessions may focus on study management issues, such as drawing up a
structured work timetabl e; strategiesto compensate for memory impairment; organising ideasand information
as required by various assignments; or self management issues related to how the person interacts with
others. Sometimesit is support of amore personal nature that is needed, as students may still be attempting
to come to terms with the consequences of their injury.

Other strategies employed to assist students on mainstream classes include use of a Dictaphone to gather
information; access to word processing facilitiesto make it easier to organise and present written work; use
of electronic spellcheck and thesaurus to facilitate word finding; and strong encouragement and assi stance
in the use of a personal organiser — diary or electronic.

It has been our experience that thereisincreased likelihood of a positive outcomeif students with acquired
brain injury on mainstream courses have the advantage of a named person who can provide coordinated
support. Such students can often perform tasks and exercises perfectly well, but for the total management of
their studies they require some assistance.

A specially designed programme

For some years now Stevenson College has run the IMPRINT Programme. This programme has devel oped
in response to the needs of students with acquired brain injury. It provides a secure, hon threatening and
supportive environment in which students can develop new skills or brush up existing ones. All classes are
taught in small groups by experienced staff, and in most classes students work at their own pace on an
individually negotiated agenda. In some classes the focus is on group work with the aim of promoting
cooperation and interaction.

The programme is part time, with flexible components and can be suitable for those who may have been
recently discharged from hospital out patient services, as well as people whose injury was some time ago,
but who have had difficulty reintegrating into the community. It gives people a structure to their week, and
aimsto assist in rebuilding self-esteem within a stimulating and encouraging environment.

The programme components fall into two groups: technology skills and enabling skills. Technology classes
offer a wide range of activities to suit the varying experience and abilities of students, including basic
computing skills, theinternet, and keyboarding skills. Over theyearswe have beenincreasingly well resourced
intermsof equipment and aidsto cater for avariety of physical needs, eg studentswith one-sided impairment
can learn to use an ergonomic keyboard to enable them to access the computer with one hand.

(12
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Case Studies

Susan had just begun a degree course at university when she was involved in a car accident. When she first
came to college to join a special course, she walked with a rollator (a walking aid), had hearing difficulties,
spokewith a dlight slurring and generally performed at quite a low rate. She was unableto processinformation
at anything like her previous level of competence. After some time she was walking unaided, she still had some
hearing impairment but it was much less noticeable, and she was participating and initiating in group activities
because her processing had speeded up. It is more than likely that Swill progress on to mainstream modules.

Frank enrolled on an HNC course at college. He had hoped to go to university, but a car accident had intervened.
He had difficulties retaining and organising information and his processing was al so slow. Sometimes when he
wastired, he was not really in touch with what was going on. He was abl e to achieve a few open book modules
where he could work at home, at his own pace, but he still required extensions on thetime allocated. He was not
able to achieve modules which called for the retention of new information.

Jim had been a machine operator and then an administration assistant. He had a stroke which left him with
communication impairment. His production of language, both written and spoken, was painfully slow. When
tired or stressed he had great difficulty producing coherent language. He had no mobility problems, his memory
was excellent and his concentration strong. Awork placement was set up for himwhich required accurate data
input, but no interaction with the public. This successful experience gave hima great sense of achievement and
boosted his self esteem.

Harry had been a printer and his job with its socialising was very important to hisidentity. He had a cerebral
haemorrhage. The main results of this were that his memory was affected and he was unable to problem solve
and reason at hispreviouslevel. He was determined to return to work, and crushed to discover that he could not
handle work demands that previously would have been easy for him.

Tom had worked in a shop, was immensely social and loved the outdoor life. He had a car accident. This left
him with impaired function down one side. His memory was affected and when tired or stressed his memory
was very poor indeed. He also had difficulty with concentration, but in any case he had always preferred
practical activities. He was very quick and witty, giving a lot of pleasure to othersin his group, but

sometimes he was unable to see when his witty remarks might be hurtful.
-

Theenabling skills offered tend to depend on the nature of the student group. Generally we run aninvestigations
course which focuses on project planning, sequencing, prioritising and following through. It can be done at
different levels. A supported open learning workshop allows each student to select a subject of their own
choice from a range, and work towards a module in class. This provides study skills support; structure;
sociability; and aims to increase concentration span.

The agenda of our communications groups depends very much on the needs of the students. In the past we
have had groups with serious language difficulties where we have worked on such areas as simple sentence
building or regaining an interest in reading through the identification of appropriate text material, and then
working on those texts. We have al so had groupsin which the focus was more on pragmatics, wherewe have
employed functional activities based on the appropriate use of language in arange of situations. Our current
communications group operates as aworkshop in order to cater to the very different needs of awide range
of language competence.

The benefits of a special programme

Whilst students undoubtedly benefits from the skills they develop in the various courses, it is important to
recognise the very significant holistic benefits of the college experience: it allows students to begin again
with peoplethey did not know beforetheir injury; they are no longer regarded as patients and are required to
make choices and decisions which greatly enhances feelings of control; they can gain greater insight into
their present strengths and weaknessesin acontext which emphasi sesthe positives. One of the best outcomes
iswhen students begin to seeaway forward that they find acceptable. It happensfrequently, but unfortunately
not always.

Measuring the impact of acquired brain injury

Each year about 300 per 100,000 of the British population sustain a head injury of sufficient severity to
warrant hospitalisation. The majority are young men, with apeak between 15 and 25 years. Datagathered in
1987 indicates that head injury isthe main cause of disability in men under the age of 60 in the UK.

( Students with an acquired brain injury
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The long term consequences for the survivors of acquired brain injury tend to be cognitive and
neurobehavioural, rather than physical in nature. Lifespan is unaffected in the majority of survivors, with
many facing 40 — 50 years of life post-injury. However, quality of lifeisusually severely affected. Thereis
therefore amoral obligation, aswell as an economic one, to address the long term needs and aspirations of
those with head injuries and their families, on whom a heavy burden often rests.

During thelast decade, the emphasis amongst those members of the ‘ research community’ who areinterested
in post incident outcomes following acquired brain injury has started to move slowly but noticeably away
from identifying and measuring only ‘medical’ progress, to anew level of awarenessthat life for the young
person with an acquired brain injury usually extends well beyond the period when physical and medical
stability has been achieved. The identification of ways in which to measure and evaluate ongoing change
and longer term progress, and to devel op educational and community services which accelerate or enhance
that progress, istherefore avalid research activity. Indeed, referral sources, policy makers and funders will
increasingly seek credible information on optimal interventions and their effectiveness.

It will become increasingly important to know whether ‘ education” makes a difference following acquired
brain injury, and to establish whether there is clear justification for continuing to develop a comprehensive
further education programme with its associated resourceimplications. Eventhosewho arefirmly convinced
of the value of education following acquired braininjury would like abetter understanding of what strategies
and interactions are likely to be most effective.

The Research Focus

IMPRINT focuses on the provision of appropriate, accessible educational opportunities for young adults
with acquired brain injury, maximising integration where possible— but acknowledging an ongoing need for
separate, additional tutorial sessions for most participants and discrete provision for some students. The
context for this research can be summarised as follows:

O Itisnot easy to providefor agroup with such complex needs, making it all the moreimportant
that provision is targeted, where possible, at maximising benefits for the students.

O Progressof studentswith ABI is often slow and difficult to measure. Strategies for recording
and demonstrating such progress would be valuable.

O Optionsfor peoplewith ABI, post-discharge from hospital, are limited and may not alwaysbe
acceptable to the individuals themselves. Collection of data on the uptake of services could
inform the wider evaluation of head injury provision.

The purpose of this research has therefore been threefold:

1. To extend our understanding of what can be achieved through further education generally,
and IMPRINT specifically, by students with ABI.

2. To validate the approaches adopted by staff in supporting students with ABI.
3. Toinform the future planning of provision for this client group.

Inthisabstract it isonly possibleto provide aflavour of the research activity, and to touch on asample of the
lines of enquiry. One such line of enquiry was associated with establishing how people with an acquired
brain injury got to know about their options on discharge from hospital —and why they opted for IMPRINT.

At the time the study was undertaken, IMPRINT was in its third year of existence (including the first pilot
programme which ran in 1994). It had been established in recognition of the complex needs of individuals
with acquired brain injury who applied to become students, and the concomitant difficulties experienced by
staff at Stevenson College in effectively meeting these students' support needs within the typical course
timetable or framework. Staff acknowledged that the general educationa trend towards mainstream integration
could have made the establishment of a discrete programme for students with acquired brain injury seem
inappropriate or unpopular. This proved not to be the case.

Thoseinterviewed (both studentsand their * significant others') expressed strong support for the devel opment
of aprogramme that catered specifically for people who had an acquired brain injury and allowed tutorsto
become experienced in offering a curriculum tailored to the participants needs. Political correctness, and
the persuasive lobby for integration, did not appear to affect their views of what was best for them.

Recording progress

When asked if they felt they were making progress asaresult of being on IMPRINT, all the studentsfelt that
they were improving in a number of ways. 75% of the respondents had specific goals, and two thirds of
those students assessed themsel ves as being closer to reaching those goal s than they had been on commencing
IMPRINT. All the significant others who were interviewed could identify ways in which their relative had
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progressed, athough two-thirds claimed to have resigned themsel vesto the fact that a‘ return to normal’ was
out of the question and/or that progress would occur slowly. IMPRINT students had set themselves many
varied goals:

O to get fitter/improve stamina O toreturn to work/find ajob

O toliveindependently O tolearn how to use a computer

O tomakefriends O toenter arelationship / get married
O totravel independently O tocamdown

O to get speech back

The extent to which achievement of, or progression towards, these goals can be attributed to IMPRINT is
difficult to assess. Other factors, including the site/ severity of the original brain injury, theimmediate post-
incident circumstances, time period since injury, environmental factors and an individual’s temperament /
personality, can all have abearing on outcome. Nevertheless, it isworth noting the progress that respondents
have shown whilst on IMPRINT which they, and their significant others, attribute to the programme —
particularly wherethis progressis substantiated by feedback from thelecturerswith whom the students have
been working.

Progress made by students while attending IMPRINT
Progress with ... % of Additional comments

respondents
Writing 33 “| think people can read what I’ ve written these days.”
Word finding 33 “He was always stuck for words, now we have rea conversations”
Speech 50 “1’m no longer scared to pick up the telephone when it rings!”
Confidence 33 “Now | can go into a classroom of people without feeling sick”
IT skills'computing 50 “A good thing since the head injury is ... I've learned computing”
Memory/organisation 66 “She won't leave the house without her diary organiser”
Concentration 25 “These days he can watch a TV documentary and not doze off!”
Self control 33 “1’ve calmed down alot — mind you, | needed to!”

Research Summary

Head injury isthe main cause of acquired disability in young men. Typically, survivors of head injury face
morethan forty years of lifefollowing injury —but the quality of that life (and thelives of family and carers)
usualy changes dramatically — with loss of work, severe strain on relationships, detachment from friends
and social isolation being commonplace.

The attempt to rebuild one's life following an acquired brain injury is realy just beginning at the point of
discharge from hospital. Yet, this is the time when access to rehabilitation and support services generally
diminishes or becomes more fragmented.

Strategiesfor theinclusion and re-integration of adultswith acquired brain injury into the education community
areyet both novel and experimental. IMPRINT offersan exampl e of what can be achieved within the further
education sector, but also provides evidence of the resource implications associated with developing such
provision properly.

Despite often looking fit and well, those with acquired brain injury more than any other students can find the
demands, the pace and the practicalities of ‘unsupported’ mainstream study to be beyond them. Yet many
seek further education as a means of ‘returning to anormal life'. It is therefore important that staff have an
awareness of the impact of acquired brain injury, and an understanding of appropriate teaching and support
strategies.

( Students with an acquired brain injury
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For students with acquired brain injury, access to support and the option to seek assistance is easier when
class sizes are small and when the mode of delivery isflexible, varied and paced according to student need.
The majority of lecturing staff interviewed for this research study were aware of using particular strategies
and approaches when teaching students with acquired brain injury.

One of the intentions of this study was to enable the student voice to be heard and acknowledged. For this
reason, many of the respondents important and revealing comments have been retained in the report.

Thoseinterviewed clearly attribute aspects of their progressto participationinthe IMPRINT programme. In
the majority of cases, that progress can be substantiated by feedback from lecturers and students’ families.
An opportunity for further work in the area would enable the existing criteria to be refined into a more
objective set of measures (or progressindicators) to determine the rel ationship between education and quality
of life following acquired brain injury.

Anne Chirnside, Alison Cox
Sevenson College
Bankhead Avenue
Edinburgh EH11 4DA
Footnote
There are three sections to the full report on the IMPRINT project:

Section One brings together our experience of working with students with acquired brain
injury in college. It is produced as a guide for teachers and lecturers in FE and HE on the
range of difficulties which students might experience and ways of minimising the effects.
This section has been produced by Anne Chirnside. Readers are a so referred to the research
in section three which looks at both student and lecturer viewpoint.

Section Two is an account of the work placement project involving students with acquired
brain injury, supported in placement by ajob coach. For many individuals who have had a
braininjury, returning to work remains apriority —although not always aredlistic option. The
pilot project offered supported and carefully matched placements, aimed at helping individuals
assess the feasibility of sustaining work. This experience was then the focus for guidance
about future options, including alternatives to paid employment. Co-ordinated by Anne
Chirnside, the project aso involved a specialist careers adviser, Dave MacKay and a job
coach, Mark Smith.

Section Three is an account of a small scale research study into the benefits of the college
experience for adults with acquired brain injury. The research was undertaken by Alison Cox
and provides aninteresting insight into the views of students and lecturers about theimpact of
acquired braininjury in the learning environment. The study al so explores the expectations of
students and their families, and the extent to which the FE sector can rise to the challenges of
including and supporting students with acquired brain injury.

Copies of the full publication, priced at £7.50, may be obtained from Sevenson College by
contacting Angela Garvin via telephone: (0131) 5354800 or email: agarvin@stevenson.ac.uk
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AAC in the hospital setting

Joyce Seaward

Stirling Royal Infirmary isa443-bed District General Hospital. The Speech and Language Therapy Service
to al in-patients comprises 0.5 wte with afurther 1.3 wte for out-patients and community referrals and 0.6
wte for the Area Rehabilitation Service. There are good links between the clinicians working across the
service encouraging aready flow of ideas and developments in AAC between hospital and community.

The hospital Speech and Language Therapy caseload i s predominantly made up of referralsfrom themedical,
rehab and care of the el derly wards. However ENT, ICU and orthopaedics also refer regularly. Stroke accounts
for the largest group by aetiology and so a high proportion of clients suffer from dysphasia, dysarthria and
dyspraxia.

High-tech aids for example Lightwriters or MessageMates are available for short-term loan via the Area
Rehab Service. Applications for long-term loans are assessed by aloans panel and submitted to the Health
Board for purchase.

Themain aim of this paper isto discuss the range of low-tech aids used on adaily basisin the acute setting.
Individuals in the acute stages of recovery after stroke often require very simple direct images to help
comprehension — even the most considered chart can be too complicated. A bold black marker pen and
plenty of plain paper are the best toolsto prepare dynamic and often ephemeral support at that stage. It does
not matter if it is quick and rough — getting the message across at the timewhen it isneeded isthe main aim.
A clear image perhaps a single word or two and hopefully some humour can prove invaluable. Ward staff
and family members can be reluctant to try this approach, scared in case their drawing “isn’t good enough”.
The process of encouraging them to have ago can provide auseful opportunity to highlight how hard it can
be to communicate in a different way than normal and to encourage them to look carefully at how hard it is
for the client to say even the simplest things.

Large coloured YES/NO cards (green or yellow for YES and red for NO) are easily pre-prepared and are
always useful in the early stages.

Asrecovery progresses amix of free hand and computer generated symbols can be introduced.

Symboal chartst, Written-choi ce technique?, Talking Mats®, L etter Tilesand awritten/drawn record of asession,
al have their place on a daily basis. As always, equipment or an approach that has been explained and / or
demonstrated to carers and staff has more benefit. An ongoing tension exists between the need for ready
prepared materials and more time consuming customised equipment.

In the long term, Communication Books and Communication Passports may be crucial elements in an
individual’s progress towards independent living. It is therefore very useful to develop the link between
symbol and message as early as possible.

AAC can helpthe severely languageimpaired individual to understand theissues and choiceswhich sometimes
arise at thetimeof discharge. Careful preparation involving familiarisation of symbols, explanation of possible
routes and potential difficulties using the techniques developed in the Talking Mats package is very
constructive. In this way a well-supported client can make his wishes known quite unequivocally to his
advocate and family alike.

Itisvery satisfying to be ableto support less common situationswith an AA C solution, for example preparing
simple line drawings and simplified instructions for an individual with acquired brain damage beginning to
learn how to manage a colostomy.

Thework shop sessions gave participants an opportunity to try out several of the techniques discussed above
with a particular focus on selecting vocabulary items.
Joyce Seaward
Speech and Language Therapist
Sirling Royal Infirmary
Sirling.
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First into the future with MND and a stroke

Spencer Houston

Background, Education, Social and Medical History

I’ [l begin with my background and education, social and medical history. My nameis Spencer. | am 53 years
old. | have three grown up children and live independently. | started my career as an electronic engineer,
later switching to the more exciting option of teaching mathematics in Special Education. | was a senior
instructor in sea kayaking and roamed mountain and sea, summer and winter.

In 1989 | was diagnosed with atypical MND and in 1996 suffered a stroke which left me with dysphasic
difficulties.

For the past 30 years | have been computer orientated, having worked for a military avionics company.
Technology held no fears for me.

Over thelast 25 years| have taught children with social, emotional, behavioural and educational difficulties,
and the determination of some of these children to become integrated affected me long-term. Immediately
following my stroke, | imagined that, like them, | would become as normal as| wanted to be. Watching their
determination to overcome their problemsinspired me.

Speech and language history

Pre-stroke my speech was okay. A speech and language therapist had warned of speech deterioration, and
explained that artificial voices were available. At this stage | had not personally owned the phrases “MND
resulting in loss of speech”, and “technology can be used to speak”, but | appreciated the frank and open
approach of those around me. In the two years before retiring from education | used acomputer to assist me
with administration, social work and teaching .

| understood the availability of technology; but whilst | used it, had made no personal connection. | had been
provided with a computer to assist me at work by the Dept. of Employment, the contracting technician
dumped the machine on me and left. | had no say on the specification. The technology did not daunt me, but
a programme of familiarisation would have benefited me practically and emotionaly. As computers are
normalised in society, the back-up should be commensurate with the user’s knowledge and skill.

Communication status post C.V.A.

The stroke had forced me to face up to the reality of the stroke and the MND. One of my first requestsin
hospital was my computer. | could not speak. Requesting my computer was my way of attempting to get
back to normal and to send a message to those around me both literally and metaphorically.

Shortly after hospital | had a meeting with my lawyer, and took my sister. To my amazement they were
discussing my future. | signalled, and interjected, stating my wishes, and whilst not fluent, left them in no
doubt. Evenwith significantly impaired speech, | realised that | could still communicatein areal-life situation
—that | could cope.

Thefour months after discharge were traumatic — sorting out somewhereto live, renting then buying; signing
papers for my legal separation; and knowing there were aspects of MND which my S & L Therapist had
alerted me to and not fully discussed. As things settled, however, it became appropriate to tackle them.
Generally, it was crucial that she was prepared to be challenged, allowing me to question her methodol ogy
while we worked on the rapport between ourselves.

Current communication status

My speech is till clear and fully intelligible, although sometimes when | think of what | am going to say |
have difficulty fishing out the right words. Other times | know the meaning of the word but can’t find the
word. | also have difficulty planning and constructing a sentence.

You have to listen carefully — the vocabulary is at times surprising and unusually complicated. Listening
sometimes involves asking the speaker to slow down or repeat what they have said. About 5% of thetime
struggle to fully understand them, depending upon the speaker, situation, etc.

Readingisnow quicker, and comprehension better. Silent reading has become more expansive, as| understand
not just the words and difficult grammar, but also the ideas behind them .

My writing is improving. Words flow more easily, especialy on computer. | use my predictor and spell-
check on E-Z Keys supplied by Scottish Motor Neurone Disease Association. | can write formal letters, but
aways have them checked to prevent major problems.

First into the future with MND and a stroke )
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| never forget my disability, and sometimes have difficulty expressing something | assumed was automatic.
It trips me up and | think about the thoughts themselves. However, | believe that technology will eventually
meet most of the needs | have been experiencing. If | had not had this practical input | would not be so well
adapted to my disabilities. Also, | used to bevery talkative, and there | can seeachange. | listen moreand am
getting more out of life by listening.

Whilst facing up to the advancesin my deterioration, | have found difficulty in accepting the practicalities of
introducing switch access. | can till laboriously use a keyboard, and fell back on this. My Speech and
Language Therapist suggested acquiring a keyguard as an interim.

My computer is: O awriting system

acommunication system (e-mail, fax) especially family further away

an information system

a data base — addresses etc.

afinancial and legal organiser

an entertainment system

a speech system

Ooo0oogoodd

Uses of technology

| am imagining a person with little or no technical information and | think it is a“ suck-it-and-see” type of
activity. That is, you only stop at the technology that you are interested in. Information needs to be simple
and succinct, especially for stroke victims, with time allowed for assimilation.

It isimportant not only to talk about technology in advance, but to see that technology in operation.

I have been provided Internet software by the Wigram A.A.C. Internet Surfers (WAACIS) project. This
includes both the E-Mail and WWW. E-Mail is something | access frequently. However the WWW presents
me with problems. It has been difficult for me to know whether the fault has lain with my computer or the
servers, and the way my disability has restricted my competence in describing the problems has exasperated
me to the point of giving up.

One of the difficulties of WAACIS has been the lack of information provided on the website by individual
users. It is difficult to engage in dial ogue when you know so very little about someone.

Technology — current issues

Purchasing acomputer for disabled people presents many problems. It isdifficult for the supplier to understand
the compl exities of matching not only the computer to the client, but also trolley and seat. The experience of
having my first computer delivered without aprogramme of familiari sation hasled meto realise how important
thisis. Thecommercial aspects of buying acomputer and trolley have badly frustrated me. It was difficult to
know if | am getting “my value for money”.

With the new computer | have first hand knowledge of what | would like, and | am so much further down the
road of MND that the increased specification of the computer will see me out.

| am of the opinion that at present disabled people who need acomputer will find that professionals with the
necessary skillsarein very short supply, and therefore aheavy reliance will be placed on  computer’ friends.

Apart from WAACIS project, there has been no professional with relevant training background to do this.
There needs to be an identifiable role within NHS and Social Work. Their computing departments are not
accessible presently. The nearest AAC centre is 200 miles and three hours drive away where there is good
support but it needs to be closer. | can hear the professionals think “On top of al | have to do — computers
and the Internet!!!”

Discussion

Here are some of my current thoughts. Often | am aware of my thinking strategies — and they seem to be
improving.

When | was diagnosed MND, prognosis was very important. Now | take each day at atime and right from
the beginning of the stroke | never expected things to return to normal.

The point needs making that successis down to the patient as much as the Speech & Language Therapist. It
isby rising to the challenges set by the Speech & Language Therapist and the challenges that | introduce to
the sessions myself that have ensured any success | have made.

Amateur Speech & Language Therapists have augmented my professiona Speech & Language Therapists
regime — | have benefited from this voluntary help immensely.

( First into the future with MND and a stroke
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Sharing jokes is very much part of the normalising process. On the other hand, peace and tranquillity are
very much afeature of my future. That is not to say it is silence, which is not something that | am afraid of.
In the past, | was very verbose and always contributed at meetings. It is remarkable that | am so composed
about this.

Future communication

I’ll finish by telling you what | think about my future communication. My experience of the “living will”
issue has changed. Initially | though that it had to be definitive about the way | wanted the final stages of my
lifeto belived. Although part of thisremains, it isinsignificant. | will not call it aliving will but my wishes
at theterminal stages of my earthly life. These wishes are not morally or legally binding on those who treat
me. My psychologist isalso my advocate. Until recently | thought that | would only be able to communicate
with high-tech devices. Now | realise through experimentation with family and friends that smiles/frowns
etc. can convey alot and they are in tune with me so that | have no qualms about future communication.

| submit that thisin just one more contribution to the hearts, souls and minds of those, like me, who you are
trying to help communicate.

Spencer Houston,

The Old Orchard,

Sation Road,

Fortrose,

Ross-shire,

Scotland.

e-mail address: s. houston@waacis.edex.co.uk
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The cunning plan!
John Angel

John Angel gave the following slide presentation using Power point.

(John Angel

e Joan Murphy’s cunning plan

e Getting to use the Lightwriter—-my
self-esteem

* Using the Lightwriter

- J

~N

(What’s the matter-he can
read the manual, can’t he?

o With a stroke, self-esteemis lowered

o Simple tasks require effort and take
time

e Your speech therapist may have a
‘cunning plan’ to get you to do things

- J

The Lightwriterand the
telephone-1

Vs

* Pre-stored phrases - all you can find
e Tryusing them, remembering them

* Keep the ones you use

e Have a‘scratch pad’

- J
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Ve

The Lightwriterand the telephone -2

try it out with a friendly subject
getting through

o getting the other party on your side

taking control

e getting your message across
e theimportance of small talk

e control is necessary because an unexpected
interruption requires unexpected messages
on the Lightwriter

using space-?. using ‘over’

goodbye

e leaving the other person with a warm glow

J

‘The telephone isn’t so bad

e Comments please to

e JohnAngel
Tower House
10 Main Street
Clackmannan
FK104JA

email jangel@iee.org
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Using Augmentative and Alternative
Communication (AAC)

Scott Barbour

My name is Scott Barbour and I’ d like to write about my use of AAC. My twin sister and | were born in
hospital in Dundee on November 8th 1959. It was six months before my Mom and Dad discovered | had
cerebral palsy. This was due to lack of oxygen when | was being delivered. My twin Lesley was dlightly
affected but | was confined to awheelchair and unable to use my arms or legs properly. When some people
meet me they think that | am mentally aswell as physically disabled. That is not the case and | am not long
in letting them know | can understand everything that is said to me. I’'m not stupid.

| started school in Lanark when | was eight years old. | would communicate by looking upwards with my
eyes when | was saying “yes’ and down when | meant “no”. | used this method of communication until |
was 22. By thistime| realised therewasalot | wanted to say and needed to find some method of doing this.
My speech therapist came up with aBliss Board with different symbolson it for different things. The things
| may need to say in everyday conversation were drawn on to it in separate boxes and | would indicate with
my eyes to the left or right and up and down until the box | needed was reached. This depended on people
programming the right messagesin for me but it opened up anew world of communication for me and gave
me a chance to say what | wanted.

At theday centrethat | went to at thistime, | used aBBC computer with BeebBliss for one hour aday but not
for every day. Therest of the time | used yes/no which was very frustrating.

In 1987, | was seen by Fife Assessment Centre for Communication through Technology (FACCT) and
provided with a scanning Lightwriter. | was one of their first clients and this machine gave me my first
voice. | started using a 32 overlay and moved to using a larger 132 overlay. | use a switch to access the
machine. At the beginning | thought that | would never be able to use my communication aid but the use of
the LLL package overcame this problem. Now | could not function without it.

In 1992, | got amachine called a Liberator. This used icon prediction which speeds up how fast | can use it
and it had a printer.

In 1994, | became one of six full-time students at Motherwell College, learning about using communication
aids. | also learnt cooking, painting and gardening which | did not like. | finished the coursein 1996. | use
my communication aid alot better after being at college.

| recently changed to using a DeltaTalker which is quicker to use and allows me to change channels on my
television and now | can watch what | want. | can also use my computer linked to my DeltaTalker.

Having aDeltaTalker means| can say what | want now to my family and friends and not what people think
I’'m saying. | still have problems with some people but | just say that | understand everything that is said to
me and that | will respond if they give me time. Sometimes people see a wheelchair and they think I'm
stupid or they only talk to the person that I'm with. | do not like that.

Having avoice makesit easier for peopleto get to know me and | like talking to people. However it ismore
difficult to start aconversation with strangers because | do not know what to say and that is something | need
to work on.

The only problem | have with the machineis when it isin strong sunshine and | can’t see the screen. Also
when it breaks down but | have arescue package that replaces my machine within 24 hoursand | get support
from FACCT. | aso think it would sound better if it had a Scottish accent.

| have recently got a computer and | intend to use it to write a book about my life.

Recently | went on a Liberator Ambassadors’ course and now | am a Silver Grade Ambassador. | hope to
work sometime and show the DeltaTalker to people.

Scott Barbour
Fife

(Using AAC
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“My son is my son ’til he gets him a wife, but
my daughter’s my daughter for all of her life”
AAC: issues for users, families and partners

X Liz Panton )

I ntroduction

This paper aims to explore some family relationship issues for adult AAC users. Some issues will be the
same whether a person has been an AA C user since childhood or whether they started to use AAC when they
were adult. Otherswill be different. There can be some very special and difficult issueswhen someonein the
family loses their speech suddenly or finds that they have a medical condition that means that they do not
have long to live.

However, wefirst need to define what we will include when wetalk about “AAC” and who we will include
when we talk about “families’ and “ partners’.

Talking About AAC

The term Augmentative and Alternative Communication, or “AAC” for short, can include awide range of
communication methods and devices. Today we are thinking primarily about people who do not use “ natural
language” — speech or deaf sign language — as their main means of communication. When other people
might use speech or deaf sign language in conversation, they will use communication aids, gesture, pointing
and some signs or “hand talk”. We will be thinking about AAC mainly in connection with conversation
rather than in connection with writing For example, AAC can be used in conversations when:

O therearejust two people talking to each other

O thereisagroup of peoplewho are al talking to each other
O one personistalking to awhole group of people

O people are talking face-to-face

O people are talking over the phone

“You can choose your friends, but you can’t choose your family”

This saying suggests that when we talk about “family” we are only talking about “blood relatives’ and that
husbands and wives are not included. We are going to use the word “partners’ to include husbands and
wives.

However, who else you count as part of your “family” might be different to who | count as part of my
“family”. Who we count as part of our families might even be different to who our partners count as part of
their families. From time to time we may al so change our minds and feelings about who counts as* family”.

The ties that bind us together in relationships that we call “kith and kin”, or “friends and family”, vary in
length and strength and they can change over time. They can also pull tighter and closer in one direction than
another. For example, we might be especially closeto particular “in-laws’, afavourite brother, or a parent
and feel that they are very much part of “our family”. At another timewe might feel less closeto them. Or we
might feel that although they are part of “our family” we are not part of “their family”.

We could talk all day and still not find adefinition of “family” with which we all agree. So, for the purposes
of thinking about AAC and “family issues’, everyone can decide who they want to include when they think
of their family. Thismeansthat if you think of acarer, or aGodchild, or abest friend, or aneighbour’s child
as being part of your family, then they are part of your family.

Now, think about which of these people are important to you in terms of communication. Who do you want
to talk to and who do you need to talk to? These are not necessarily the same people of course. What would
you want to be talking to them about, and what would you actually be talking to them about?

Next, we will consider family relationships and communication, and how they might be affected when an
adult in the family uses an AAC system.

“My wife doesn’t understand me”

This sad “pick-up” line says it all — communication break-down equals rel ationship break-down. Families
are called “dysfunctional” when family relationships are very troubled, family members are unhappy and
their behaviour causes other people problems or concern. Other families are more or less “functional” in
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providing an emotionally and physically safe and supportive environment that hel psindividual membersto
reach their full potential.

The fact that an adult member of the family has a severe speech problem might or might not be afactor in
determining how well the family functions. The fact that the adult member is an AAC user might alleviate
some communication problems within the family. However, an AAC system or learning to use an AAC
system might also impact negatively on some family relationships.

Introducing AAC into a Family

Families are always changing and adapting and are more or less functional from one time to the next.
However, some factors that are always important to good family relationships and are a sign of a well-
functioning family are respect, understanding, appropriate discipline, healthy interdependence and healthy
boundaries.

If a severe speech problem is acquired in adult life by a family member then family relationships will be
affected. In most cases acquired speech problems will also be accompanied by other impairments. What
effect might these issues and the introduction of AAC have on the positive factors for functional families?
We will consider two “relationship” factors: respect and maintaining healthy boundaries.

Respect

The person who has acquired a severe speech problem, often along with other disabilities, may be deeply
affected in terms of their own self-respect. They will feel a strong sense of loss and grief for their former
self. They might feel very ashamed and withdraw into their immediate family, avoiding meetings with their
wider circle of “family and friends’. They might not be able to contribute to family life physically or
economically and be so demoralised that they cannot contribute emotionally either. If they come to depend
more and more on other family members for emotional support this can further undermine self-respect.

Introducing an AAC system might provide apractical solution to some communication problems. However,
it might sometimes be amixed blessing or the family might not be ready to accept such asolution. Negative
consequences of introducing the idea of AAC will depend to a large extent on whether thisis achieved as
“breaking the bad news’ (that speech is not an option) or “giving the good news’ (that a means of
communication has been found). This factor is not related to the AAC system and it is under the control of
the person introducing the idea of AAC.

O Speech and Language Therapists and other professionals need to take care to introduce the
idea of AAC in away that does not undermine self-respect.

A factor affecting self-respect that is related to the type of AAC system is whether the user feels that the
system is “socialy acceptable” and appropriate to hig’her age and intelligence. For example, it is often
difficult for an adult with an acquired problem to accept use of a system with a picture display, even if an
a phabet-based system would be impossible. Similarly, some people who have had a laryngectomy find it
very embarrassing to use an electronic larynx and prefer to write messages.

One man gained confidence using a communication aid with hiswife and later felt happy to useit with his
grown-up children. However, an elderly woman who was happy to use her artificial larynx talking to her
daughter and grand-children never felt comfortable or confident talking to her husband and son-in-law. She
could not forget feeling ridiculed and humiliated when they joked about the sound of her voice.

Most people are heavily influenced by how their families, and specific family members, feel about their
AAC systems. If the husband or wifeis embarrassed by the idea of their partner using a communication aid
this may cause further loss of self-respect for the partner, who might then feel that it islesstrouble to reject
theaid.

O Itisimportant for Speech and Language Therapists and othersto prepare thefamily aswell as
the potential user for the introduction of the idea of using AAC.

Maintaining healthy family boundaries

Think how many couples come nearly or actually to blowswhen one attemptsto teach the other to drive? Or
when onereturnsfrom the flat-pack furniture store with asurprise purchasethat they then attempt to assemble
together? Think how many parent-child spats are provoked by the seeming impossibility of a grown adult
learning how to programme a video recorder in less than fifty attempts.

“Healthy boundaries’ can be disturbed when partners or children are recruited to supervise “ speech therapy
homework” and as “tutors’ for AAC users. Thisis another factor that can undermine self-respect aswell as
distorting family relationships. Failure of adult users, their partnersor their children to cooperate with carrying
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out AAC implementation programmes does not necessarily indicate obstructiveness or afailureto “prioritise”
communication. It might indicate an attempt to preserve normal boundaries — and the peace.

O A family might have the time and skills to carry out “AAC training” with an adult family
member but might find it hard to cope with or accommodate an “inappropriate” tutoring
relationship between particular family members.

Recognise and respect family priorities

Professionalsin thefield of AAC, including myself, can be very utilitarian and concerned with the tasks that
can be achieved if communication is improved, or the extent to which a person can become more
“independent”. However, quality of family life depends just as much on healthy interdependence. AAC
usersare asinterested as anyone el sein maintaining, improving and enjoying relationships and “their place”
intheir family. We need to remember to ask about prioritiesfor improving functional communication within
the family. Then, when we identify AAC solutions, we need to try to make sure that they make a positive
contribution to family relationships, interactions and family life. For example,

A young woman with young children who had had a stroke was capabl e of |earning to use a complex
communication aid. However, her main worry was that she could not call her children in from the
street — she found that a whistle was far more use than a Voice Output Communication Aid (VOCA)
for summoning her brood. She was also upset that she could not discipline her children in the house
—her sister recorded a few choice phrasesinto a simple VOCA and she was able to shout at her kids
and reestablishing her authority. She enrolled herself, her partner and her children in British Sgn
Language (BSL) classes. She felt that her shopping was enough to carry without adding a
communication aid. She also revelled in the fact that she could flirt with her husband in public using
BS. and no one would know.

An elderly man with MND was uninterested in being shown a VOCA for general use, and indicated
that he was damned if he would ever use something so stupid in public. However, he was reminded
that he had said that he was very upset that he could not read to his young grandchildren or talk to
them on the ‘ phone. He took to it enthusiastically.

Liz Panton

Head of Dept.

Communicate

Newcastle City Health NHS Trust
The Lodge

Regional Rehabilitation Centre
Hunters Road
Newcastle-upon-Tyne
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The voluntary sector

Marie McGill, Rhona Currie and Elaine C. Burt

A panel of presenters from the voluntary sector outlined the services provided by their organisations.

Scottish Huntington’s Association

My nameisMarie McGill. My background isin nursing, essentially in the neurosciences and oncology. The
latter seven years, prior to taking up my present post, were principally spent working in the research field. |
have been employed by the Scottish Huntington’s Association since June 1995 as the Huntington’s Advisor/
Project Manager for Fife, a primarily rural area (population approx. 350,000) situated on the East coast of
Scotland.

Huntington’ s diseaseis adevastating neurodegenerative disorder of the central nervous system. Tragically it
is also an inherent disorder, each child of an affected adult carries a 50% chance of inheriting the gene and
consequently developing the disorder. Huntington's is often referred to as a triad of symptoms, the motor
disorder, the cognitive disorder and the emotional disorder. It isthese three symptoms with regard to speech
and language difficulties that | would like to discuss with you today. Our service attempts to respond to the
needs of people with communication problems through education, research update and multi-disciplinary
working.

Marie McGill

Huntington’s Advisor, Fife
Room 503A Glenrothes House
North Street

Glenrothes

Fife KY7 5PB

MS Society

As MS Specialist Nurse, based in the Southern General Hospital NHS Trust, | am in contact with many
people who have M S both in the hospital and in the community.

| try to ensure that the client group are referred, when appropriate, as early as possible to the Speech and
Language Therapist. Many of my client group use computers, either for work, pleasure, or to ‘surf’ the
Internet. Access may become a problem and referral to SCTCI may be appropriate and helpful.

The MS Society local Branch Network may help with purchase of equipment [although not usually for
equipment which should be provided through the statutory services].

Rhona Currie

MS Specialist Nurse

Department of Neurology

Ingtitute of Neurological Sciences
Southern General Hospital NHS Trust
1345 Govan Road

Glasgow G51 4TF

Head Injuries Trust for Scotland

The object of the presentation was to look at the social communication skill deficits occurring following
traumatic brain injury and to share the HI TS experience of working with this client group.

The session covered client selection procedures, interventions and eval uation techniqueswhich aimtoimprove
skills within the social context and aid community reintegration for many clients.

Elaine C. Burt

Project Manager

Head Injuries Trust for Scotland: Glasgow Centre
7 Queens Crescent

Glasgow G4 9BW
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Useful organisations

that replied.

Organisations whose services include the provision of assistance for people with severe communication
difficulties were invited to describe some of their services. These are the responses from the organisations

SCTCI

WESTMARC

Southern General Hospital
1345 Govan Road
Glasgow G51 4TF

Tel. 0141-201-2619
Fax. 0141-201-2649
Email:

sctci@waacis.edex.co.uk

SCOTTISH CENTRE OF TECHNOLOGY
FOR THE COMMUNICATION IMPAIRED

SCTCI specialises in working with people with severe speech and communication
difficulties who may benefit from using some form of augmentative and aternative
communication (AAC) technique. We aim to hel p people achieve functiona improvements
in communication in daily life by helping them to get the most out of the opportunities
offered by AAC approaches and new technologies. SCTCI is funded on a contractual
basis with most of the Health Boards in Scotland and staff are able to see both children
and adults either on an outreach basis (in the person’s own environment) or in SCTCI
itself. SCTCI is based within the West of Scotland Mobility and Rehabilitation Centre at
the Southern General Hospital in Glasgow. SCTCI offers:

* Assessment: An objective, independent assessment to determine whether anindividual
may benefit from some form of AAC approach and to make a personalised
recommendation of what is required. The assessment may involve more than one
visit and the subsequent recommendation will include details of specific equipment
required by the individual, ideas for working with that person, and suggestions for
improving communication between that person and significant others in his/her
environment. Follow-up and support is provided, as required, to both the individual,
hig/her family and to key professionalsinvolved.

e Education and Training: Training for people working with individuals who have
severe communication difficulties and who may useAAC can be arranged on request.
SCTCI has an ongoing programme of workshops and seminars and organises twice
yearly training courses for Link Therapists (contact SCTCI for more details). SCTCI
contributes to the national conferences on AAC held in Scotland on ayearly basis.

* Telephone Help Line: SCTCI deals with many enquiries each year, providing
information and adviceto professionals, individual swith communication difficulties,
their families and other carers.

e Specialist Library: Weuseour library and information bank to answer queries. These
resources are available for other people to use (by appointment only). SCTCI has
some videos which are available for loan, for training, etc.

SCTCI staff are also involved in research and development in issues relating to AAC.

AGLE

CONCERN

SCOTLAND

Age Concern Scotland
Leonard Small House
113 Rose Street
Edinburgh EH2 3DT
Tel: 0131 220 3345
Fax: 0131 220 2779

AGE CONCERN SCOTLAND

Age Concern isanational voluntary organisation with the primary aim of improving the
quality of life for older peoplein Scotland.

Age Concerniscommitted to working throughout Scotland to ensure that all older people
have their rights upheld, thheir voices heard and have choice and control over al aspects
of their lives.

)
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AAC Research Unit

Dept. of Psychology

University of Stirling

Stirling FK9 4LA

Tel: 01786 467645

Fax: 01786 467641

Email:
joan.murphy@stir.ac.uk

\

AAC RESEARCH UNIT
UNIVERSITY OF STIRLING

In 1989 an Augmentative and Alternative Communication (AAC) Research Unit was
established at the University of Stirling. Since then a number of research projects studying
the communication of people with impaired speech and their communication partners have
been carried out. The AAC research unit is made up of an interdisciplinary team involving
speech and language therapists, psychologists, sociologists and linguists. Our research has
been supported by research grants from various funding bodies. Although our work was
originally concerned with the communication of people with cerebral palsy, we are now
involved with people with different disabilities, both congenital and acquired.

During the last decade we have explored a number of issuesincluding:

e Interactive strategies of users of AAC systems and their partners

» Factorsfacilitating and hindering alternative communication

e Theintegration of different channels of communication (speech, verbal and non-verbal
modes of communication, AAC systems)

« Good practice in the provision of AAC services

e Training and communication support networks

* Peer interaction in aresidential setting

« Development of Talking Mats — alow tech communication framework

» Telephone use by people with impaired speech

We are presently looking at the communication of people with progressive illnesses.

We place agreat deal of emphasis on producing practical outcomes from our projects. We
have developed a series of posters entitled Freedom of Speech and a series of training
packages with accompanying videos which have now been marketed. The training
packages are al based on the philosophy that people with communication difficulties
should play an active part in training others how to communicate with them and should
have a determining role in their communication intervention.

Thistle House

Main Street
Elderdie

Johnstone PA5 9BA
Tel: 01505 322245
Fax: 01505 382980

\

SCOTTISH Scottish Huntington’s Association

HUNTINGTON’S The Scottish Huntington’s Association’s service responds to the needs of
ASSOCIATION people with communication problems through education, research updates

and interdisciplinary working. It offers:

« loca self-help groups throughout Scotland
« support and help for families
» professional advisory servicesin various areas of Scotland

There is an annual Family Conference and a number of professional study
days and conferences are al so organised.

Scottish Huntington’s Association

(Useful organisations
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Lothian Communication Technology Service

KEY COMM Resource Centre

KEYCOMM
Lothian Communication Technology Service

KEY COMM isaregional communication aid centre providing aserviceto individuals,
schools, centres and ingtitutions | ocated within the City of Edinburgh and surrounding
districts. KEYCOMM exists to help people of all ages with communication
impairments make use of technology to contribute to and control their environments.
The serviceismulti-agency funded ( Health, Social Work and Education) and also has
partnerships with Stevenson College and the Bioengineering Centre.

KEYCOMM'’s aims are to provide:

* aRegional Multi-disciplinary service for people with communication
disorders with a view to recommending appropriate equipment.

* training and information to professionals, carers, and users about the
use and application of technology.

* along term, support service for al those involved with communication
technol ogy.

KEYCOMM offers core services including information on available equipment,
extensive assessment, medium to long term loan of equipment, and inservicetraining
and support. Our Regional Resource Centre hasfacilitiesfor training, alibrary including
books, journals and materials within the field of AAC, and a display of up to date
electronic and non-electronic communication aids.

KEY COMM runsregular training sessions on topics within the field of AAC and we
have Open Afternoonson amonthly basis. We have recently established an information
service: D.I.A.L.( Distributing Information toAll Lothian). Aspart of thisnew service,
KEYCOMM produces a newsdl etter twice a year. Additional projects are planned for
the coming year.

St. Giles Centre KEYCOMM also has an extensive School Support Service which aims to support
40.Br00thuse Crescent teachers and other staff in implementing communication technology systemsinto the
Edinburgh EH11 3UB classroom.

Tel: 0131 443 6775
Fax: 0131 443 5121

KEY COMM'’smullti disciplinary team consists of a Coordinator and Specialist Speech

Tel: 01224 346127
Fax: 01224 346130
Email: tasscc@ifb.co.uk

Email: and Language Therapist, an Occupational Therapist, aDevelopment Officer in Specia
dians@keycomm.demon.co.uk. | Education and a Clerical Assistant.
S T 7
[
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TASSCC -
: Aberdeen City TASSCC
T ECHNQL%ICAL TASSCC offerstechnol ogical support to those working with young peoplewith special
ﬁﬁ NT educational needs in both mainstream and special schools. It is funded by Aberdeen
City Council, having evolved from the Scottish Office Education Department
Microelectronic Technology for Special Educational Needs Project. We look after
children and young people throughout the whole range of educational placements.
Teachersareusudly thefirst to use TASSCC. However, parentsand other professionals
such as Physiotherapists, Speech and Language Therapists, Occupational Therapists,
Educational Psychologists and School Doctors can make use of TASSCC's services
to seek advice, try out equipment, look at software, etc..
Aberdeen City TASSCC
Summerhill Education Centre
Stronsay Drive
Aberdeen AB15 6JA

)
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H:1-T.5 Head Injuries Trust for Scotiland

w,, Provides community based rehabilitation, support, advice and information to people with ahead
injury, families and carers.

A

T
-y 1
HITS hasthree service areas throughout Scotland, each providing arange of group activities and
support services. For further information on the types of groups available please contact your
local office:
B HEAD FLUREES W e Glasgow 0141 332 6104

TRLUST FOR SCOTLAND
e Grangemouth 01324 471311

+ Galashiels 01896 751818

A monthly Information & Counselling serviceis available at the three service centres aswell as
in Broughty Ferry covering the Tayside Region. Please contact your local office for more
information or Doris Raeburn, 01382 346659 ext 6351 for the Broughty Ferry service.

A programme of social events and information & social evenings runs throughout the year. A
variety of speakers are invited along to the evenings. Please contact your local office for more

information.

A volunteer programme with trained volunteersis available in Glasgow. The volunteers provide
HITS S ? : : ) :

befriending services, tutoring services, travel coaching and arange of other services. For further
7 Queens Crescent |« mation please contact 0141-332 6104
Glasgow G41 1BS ’

Tel: 0141 3326104 | Referral Procedures: Anopen referral procedure is operated, anyone with ahead injury, family
Fax: 0141 353 2543 | member, carer or friend can contact HITS for advice, support or information.
N Y

C CALL Centre, University of Edinburgh
ALL Centre

The CALL Centre provides services and carries out research and development projects
across Scotland for peoplewith severe communication disabilities, their familiesand people
who work with them in augmentative communication techniques and technology, and
specialised computer use.

Assessment & Support Service—CALL offersafree assessment and support servicefor
a very small number of children with complex communication, physical, sensory and
learning needs who might benefit from microtechnology. Children are referred to CALL
through education authority channels.

Consultancy & Service Level Agreements — If more than a single visit (+ report) is
required, local authorities may wish to negotiate assessment, support and training packages,
tailored to their needs. Contact CALL to discuss terms.

Information Services— CALL provides information and advice in response to general
enquiries on communication technology for people with disabilities. CALL maintainsan
open-accessreferencelibrary of books, journalsvideos and software which can be consulted
by arrangement.

L oan Bank — CALL offersloans of specialist equipment for communication and learning,
CALL Centre to alow for extended assessment and evaluation of a device or system before purchase.
University of Edinburgh Technical support isavailable.

4 Buccleuch Place
Edinburgh EH8 9LW
Tel: 0131 667 1438
Fax: 0131 668 4220

Training & Staff Development — CALL offersarange of training and staff devel opment
opportunities relevant to people working with children and adults. Contact CALL for a
list of forthcoming events or to arrange training to meet your own particular requirements.

Email: The CALL Centre is funded by the Scottish Office Education and Industry Department
CALL.Centre@ed.ac.uk | and Socia Work Services Group.
\ 7,
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EIFE Fife Assessment Centre for
ASSESSMENT

Communication through Technology
CENTRE For

COMMUNICATION throusH  The Centre providesaunique servicein Fifeto individual swith severe communication

TECHNOLOGY difficulty who may benefit from using an aid to communication.

What arethe benefits? — Individualswho previously were frustrated and dependent
on others for communicating have benefited from using communication aids by:
« gpeaking for themselves
e communicating by using the telephone
e chatting with friends at school
All of these benefits have led to a more independent and fuller life.
Who can FACCT help? — Children and adults who have no speech, little speech, or

speech whichisdifficult to follow. They may be better at undertanding aconversation
than they are at taking part using their speech. This can be frustrating for everyone.

Their communication difficulty may have resulted from conditions such as:

e cerebra palsy
FACCT « multiple sclerosis
CVSDc'jARcCi:R o e head injury
‘oodend Ro

Cardenden How doesFACCT help? —The Centre hasateam of staff who select the most suitable

Fife KY5 ONE ommunication aid and teach each individual how to use it. The team will also teach

Tel: 01592 41 4'730 al supporting carers and staff how to make effective use of the aid.

Email: Thisserviceisavailabletoindividualsin different locationsthroughout Fifeincluding
\ faot@itagdarc.demoncok schools, centres, hospitals and people's own homes. J
f N

COMMUNICATION Communication Matters

MATTER S Communication Matters is a national voluntary organisation concerned
with the needs of people with severe communication difficulties.
Communication Matters can provide information and support with
augmentative or alternative communication systems, maximising
communication opportunitiesfor disabled people, and enhancetheir lives.

Communication Matters members include AAC users, family members
and carers of AAC users, speech and language therapists, teachers, social
workers, occupational therapists, physiotherapists, rehabilitation engineers,
computer programmers, lecturers, researchers, communication aid
manufacturers and suppliers, psychologists and doctors. All are welcome
and have experience and skillsto offer.

The aimsof Communication Mattersare:

» to increase awareness, understanding and knowledge of
good practice in the field of augmentative and aternative
communication and technol ogy.

» toprovideaforumfor the exchange of information and ideas
between professional workers, AAC usersand their families.

« to promote the positive role of AAC in the empowerment
of peoplewith severe communication difficultiesin society.

Communication Mattersisthe UK branch of the International Society for
Tel: 0870 606 5463 Augmentative and Alternative Communication (I1SAAC). Therefore
Email: membership of Communication Matters can lead to reduced fees at the

cm@waacis.edex.co.uk International Biennial Conference, eligibility for study and travel

scholarships and inclusion in the International | SAAC directory.
S T 7

(32 Useful organisations)

Copyright (c) The individual authors, CALL Centre & Scottish Executive Education Dept



Copyright (c) The individual authors, CALL Centre & Scottish Executive Education Dept

(CALL Centre 1998

Perspectives on AAC with Adults)

7

n Motherweall College

N

Motherwell College

Motherwell College

Communication First

History —Sincethe early 1990s M otherwell College has been the only Scottish
FE Collegeto make provision for peoplewith communication impairment who
- use Voice Output Communication Aids (VOCAs)

From 1994 to 1995 we offered anational pilot programmefor usersof VOCAS
which was highly praised by both Scottish Office and users. Thisinitiative led
to the current range of courses, which were incorporated into our already
extensive special heeds provision.

The Current Situation — We are the only Scottish College and the only U.K.
Further Education Collegeto be awarded the* CORE Centre' (Centre of Regional
| Excellence) title for our achievementsin thisfield.

We are the Scottish focal point for developments in this area through our
sponsoring of ‘Chatterbox’ users group, and our support for training and
promotion of new developments.

ThePromise—Weoffer VOCA usersaguaranteed personal learning and support
plan with individual programmes and tutorial support as agreed

We can provide arange of full and part time opportunities for day students and
residents alike. We can offer you the chance of alifetime.

Students benefit from a range of activities designed to develop personal
effectiveness or vocational skills.

Thelnvitation —Invite ustoyour ‘ Future NeedsMeeting’ or your next ‘' Review
Meeting’ to hear more about what we can offer you.

Dalziel Drive

Motherwell Contact —  Irvine Kinghorn Curriculum Leader

ML12BR Gail Dennet Senior Lecturer

01698 232289 Morveen Urquhart  Course Tutor
N Y
7 N

Raigmore Hospital
Inverness IV2 3UJ

Tel: 01463 705424

Fax: 01463 711322
E-mail - het.rni@virgin.net

S

Speech & Language Therapy Dept.

Highland Communities NHS Trust

Kingussie — Dingwall — Lochcarron — Ardnamurchan — Drumnadrochit

Specialist AAC Assessment
and
AAC Equipment Loan Bank

Inverness — Skye — Fort Wi liam — Ullapool — Invergordon — Nairn — Aviemore
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