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TRUSTEES’ NEWS

Co-chairs’ Report

Toby Hewson & Ruth McMorran

It was great to see so many people at CM2018. A CM con-
ference is always an occasion for everyone from the world
of AAC to get together. This year we had more delegates
than in the last few years, with 36% of attendees who
were either new or people who had not attended over
the last three years. We were particularly delighted to
see many AAC users who had never attended conference
before - several presented posters or platform sessions
and many others commented that now they’ve been a
delegate, they want to be back next year with their

own presentation - we look forward to receiving their
abstracts in the Spring. The remaining delegates included
speech and language therapists, occupational therapists,
teachers, suppliers of AAC, researchers, parents and fam-
ily members of AAC users, clinical scientists, students and
more!

We were pleased that so many delegates took the time to
complete the evaluation form either in paper format or
online. It’s good to be able to tell you about some of their
comments:

90% of delegates were pleased
with their bedrooms. We work hard
alongside the team at Storm Jameson
to ensure that those people who
require accessible rooms have their
needs met.

26% of delegates thought there
were too many sessions to
choose from, while 74% felt it
was just right.

Two people said the sessions were
too long, while three thought they
were too short — 97% said they
were mostly right.

For some people the parking
was a long way from their
accommodation, but luggage
could be dropped at reception
prior to parking.

Most people were happy with
the food, though there are still
a few issues we need to address

around special diets.

Lots of people were unhappy with the wi-fi connection.
This year we had moved from MEETIinLEEDS to Eduroam
as we thought this would provide better connection.
It did for some people, but not everyone. This is
something we need to address next year.

This year, for the first time, we
had a parents’ coffee meeting.
This worked well but was not long
enough — we need to find another
time for this next year.

What did delegates particularly like about this year’s conference?

Buzz about AAC, having actual
users there, networking, great
supportive atmosphere where it

was easy to ask questions.
Parent of AAC User

Talking with highly competent
AAC users.

AT Support Officer

Catching up on the latest
developments, being inspired!
Independent SLT

AA
Seeing so many AAC users and having

C users being together.
Supplier

The ideas it sparks and the way it
brings people together to look at

the opportunity to talk to many of
them (more than in previous years).

Vd

working collaboratively on projects.
SLT

SLT

Atmosphere and the
peoples’ experience.

The presentations,
disco and Sarah Ezekiel
presentation were great.
AAC User

A plethora of learning opportunities and
hearing about good practice elsewhere.

BSL Interpreter

Occupational Therapist
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Co-chairs’ Report

However not all comments come from the evaluation
form - here is a taster of some comments on social media:

We are also thrilled to receive acceptances from the winners of this year’s Alan Martin and Jamie Munro Awards:

Alan Martin Creativity Award Winner 2018
Dave Young - Performance Artist and Poet

“I am completely overwhelmed and delighted that not
only was I nominated but that I won the award. I feel
very privileged to be able to inspire other AAC users with
my work and to encourage everyone to have a voice in
society. First of all I would like to thank Amanda Hynan
for Nominating me, as well as Jo Cope and Janet Mayes
for inviting me to facilitate poetry workshops at 1 Voice
this year in July. I also want to thank Claire Hodgson, the
Joint Artistic Director of Diverse City and Extraordinary
Bodies, for enabling me to have a voice in the arts in the
first place.

I really hope I inspire more people to use their commu-
nication aid in a creative way, even just writing poetry
for themselves, because writing poetry is a great way
to learn English and encourages self-expression. I have
found that creativity is the best form of communication. It
has helped me so much, to develop my sense of self, and I
am proof that turning a hobby into a career is possible. I
would love to read more poetry written by AAC users, and
anyone is welcome to share anything they may have writ-
ten through The Shouting Mute Facebook page.

During that weekend I realised that AAC and communica-
tion aid users still feel that they are left out, so [ want to
make a promise here and now. Over the next 5 years [ will
create more artistic opportunities for AAC and communi-
cation aid users as The Shouting Mute, through working
as a spokesperson, and by facilitating more workshops
of this kind. In exchange I want to hear from other com-
munication aid users. I want to know who else is using
their technology to be creative. Social media is great for
bringing us together, and for continuing a conversation,
so don’t be shy! Be creative, express yourself and most
importantly be heard. Without shouting nobody will
know we are here.

Thank you all very much.”
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Jamie Munro Inspiration Award Winner 2018
Janet Scott

“I was extremely honoured to be nominated for the Jamie
Munro Inspirational Award ... and even more surprised,
touched and humbled to find that I had been voted the
lucky recipient (against two other very worthy contend-
ers). Unfortunately, [ was not able to be at this year’s
conference to collect the award myself, however I now
have it and it is sitting in pride of place on my mantle-
piece. I feel very fortunate to have met so many people
who have inspired (and encouraged and motivated) me
throughout my career and my work in AAC - too many
to name (and too fraught with the possibility of missing
an important someone out if I tried to!). So, this award is
really an acknowledgement of, and a thank you to, every-
one who I have

had the privilege

of working with

and for over the

last 40 years.”

Save the Date

The 33rd Annual CM Conference will be

held at the University of Leeds
8-10th September 2019.
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Changes in Adult Scaffolding
in Conversations with Children
Who Use Aided AAC
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Social interaction provides a foundation
for children’s language growth (Clark,
2014; Clarke, Soto, & Nelson, 2017; Soto
& Clarke, 2017; Veneziano, 2010). Adults
play a crucial role in supporting lan-
guage acquisition through conversational
exchanges. The quantity and quality of
adults’ scaffolding (feedback) influences
acquisition and later development of
grammatical forms and lexicon (Clark,
2018). American children in high socio-
economic classes are exposed to 2,153
words per hour, 215,000 per week, 11
million per year, and 44 million in four
years (Hart & Risley, 1995). Whereas chil-
dren with typical development acquire
language naturally through exposure
and interaction without formal instruc-
tion (Ravid & Hora, 2009), children with
motor speech disorders who use speech-
generative devices (SGDs) embark on a
long journey of explicit instruction within
language intervention. Children who use
augmentative and alternative communi-
cation (AAC) must learn the oral language
and the linguistic symbols, and their orga-
nization in the device.

Scaffolding: Typically Developing
Children

Typically developing children receive
extensive feedback on their speech during
their first years, allowing them to practice
what they hear and repair ungrammatical
or unclear messages (Clark, 2014). Adults
adjust their speech to the children’s level
by using short sentences, pauses, and

repetition. In successful language learn-
ing, the child converses with the adult
on a shared topic (joint attention) and
assesses whether the adult shares the
same attention or needs more informa-
tion (common ground, Clark, 2014, 2017).

Adults use verbal scaffolding such as
models, recasts or prompts to support the
interaction (Veneziano, 2010), jointly con-
struct a dialogue within a shared context,
and expand and build the child’s commu-
nicative intent. Verbal models are verbal
scaffolding in which the adult models
new words or information relevant to the
child’s previous utterance. Adults often
use fixed frames, for instance, introducing
new nouns with the frame, “That’s ____
During shared reading, the child may
ask, “What it is?” and the adult may reply,
“That’s a flower.” For new verbs, adults
ask a general do question and then intro-
ducing the verb: “What’s he doing? He’s
knitting” (Clark, 2018).

Adults use Recast or Reformulation to
check the child’s intention when the
child makes an error by reformulating
the previous utterance without inter-
rupting the conversation flow. Clark
(2018) explains reformulation as espe-
cially necessary when children use one
or two words because omission makes it
hard to understand their intention. For
instance, the child says, “Milk, milk,” and
the adult checks the child’s intention, say-
ing “You want a milk.” When the child uses
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ungrammatical forms such as incomplete
verbs construction—omitting auxiliary
verbs, subjects, or modals—the adult’s
recast or reformulation provides the con-
ventional form in the next turn, allowing
the child to correct the error as in the
following example (Clark et al., 2017;
Veneziano, 2010):

Child: Don’t fall me downstairs!
Father: I would not drop you downstairs.

Child: Don’t drop me downstairs (Clark,
2018)

Prompts are verbal cues that help the child
produce a target utterance or self-repair.
They include a scaffolding strategy such
as Yes/No and WH (i.e. begin with who,
what, where, when, which, why, whose,
and how) questions, and have their own
acquisition hierarchy. The scaffolding
type depends on the child’s prior utter-
ance, action, and linguistic level. Adults
change the structure and organization of
the dialogue according to the child’s lan-
guage level, and the scaffold intensity and
quality changes with the child’s chang-
ing abilities (Peterson & McCabe, 1996).
During conversional exchanges with
young children, verbal scaffolding is ver-
tically structured (Figure 1)—the adult
scaffolds the child’s utterances by asking
questions, providing corrective feedback,
and extending the child’s previous utter-
ances with more complex language
(Clark, 2014).

COMMUNICATION MATTERS
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Adult Child
Where did you go
with Nana?
Park
Oh, you went to the park?
Went Park

What park did you go to?

Figure 1. Example vertical scaffolding
during an adult—child interaction.

Scaffolding: Children Who Use AAC
Language interventions are designed to
promote the linguistic skills of children
who use AAC and develop operational
competencies expressing the oral
language via the graphic symbols in com-
munication devices.

In the aided communication hierarchy,
verbal scaffolding is often considered the
least intrusive prompt, while full physi-
cal assistance hand-over-hand is the most
intrusive prompt. The communication
partner is encouraged to use least-to-
most prompting to achieve independent
communication (Finke et al., 2017). Many
children with significant disabilities have
poor communicative responsivity and
reciprocity, limiting their opportunities to
participate in natural, authentic interac-
tions that support language. Within the
vertical structure of AAC, the adult may
use predominantly Yes/No questions,
control the conversation topic, and repair
communication breakdowns, whereas
the child produces single-word utter-
ances with less repetition.

The last two decades have seen a call to
include verbal scaffoldings in language
interventions for children with disabili-
ties to parallel typical acquisition. Soto
and Clarke (2017) adopted this tech-
nique in a study of eight children with
motor speech disorders who used SGDs.
Following a 10-month language inter-
vention in which clinicians supported
essential linguistic structures, such as
pronouns, verbs, and bound morphemes,
in personally meaningful and scaf-
folded conversation, study participants
improved vocabulary and grammatical
skills (i.e. production of independent
clauses, bound morphemes, and vocabu-
lary). Although the study reported on the
children’s outcomes, it did not describe
in full the types of scaffolding strategies
used by the all adults involved in the
study, or how these strategies changed
as the children’s language improved.

Therefore, the purpose of this paper is to
describe the types of scaffolding strate-
gies used by adults in interaction with
children who relied mostly on aided AAC
to communicate, and whether the strate-
gies used by the adults changed as the
linguistic skills of the children changed.

Methods

Research Design

This study involved analysis of a data
subset from the Soto and Clarke (2017)
study—specifically, transcripts of all gen-
eralization sessions for four participants:
two girls (Child A and B) and two boys
(Child C and D) between the ages of 8
and 13 years. These transcripts reflect
conversations between each child and a
familiar adult about topics on which both
the child and the adult agreed. The adults
were not part of the intervention and
had received no instructions on how to
talk with the child. Each child conversed
with the same adult across all gener-
alization sessions. Although the adults
were familiar to the child, each varied in
their degree of AAC training. For Child
A, the adult was her AT/AAC specialist;
for Child B, and D, the adult was their
instructional assistant and for child C
the adult was his adult sister. These
conversations occurred once before the
intervention, every six intervention ses-
sions, and after the intervention had
ended, at two-, four-, and eight-week
intervals whenever possible.

To participate in these conversations,
the children used high-tech SGDs that
included core vocabulary and gram-
matical markers to allow construction
of grammatically correct utterances. The
children were competent users of their
SGDs (with English output). Before the
intervention, the children communicated
mostly through single-word utterances
in unstructured interactions. During
intervention, their expressive vocabulary
and production of grammatically correct
spontaneous utterances increased sig-
nificantly (Soto & Clarke, 2017).

Coding Scaffolding Strategies

In the current study, we analyzed and
coded the adults’ contributions to the
conversations into the following scaf-
folding strategy types:

1. Open-Ended Question

Question cannot be answered with
“Yes” or “No”
Adult: What are you going to do for
spring break?
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2. Yes/No Elicitation

Yes/No question for the purpose of
eliciting information to start or con-
tinue a conversation topic

Adult: Do you want to talk about spring
break?

Child: Yes.

Adult: Are you going to Grandma’s
house?

Child: Yes.

3. Yes/No Clarification

Yes/No question for the purpose of
requesting clarification of the child’s
previous utterance.

Child: Bonny feed bowl dog same dog
Luna.

Adult: So Bonny and Luna are the same
kind of dog?

4. Yes/No Operational

Yes/No question about the device
operation or child’s seating position
Adult: Do you have the word
“Handsome” in your device”?
Child: No.

5. Recast

Reformulation of the child’s utterance
Child: 1 want to play at car.

Adult: I want to play WITH car.

Child: 1 want play videogames.

Adult: You want TO play videogames.

Interrater Reliability

Two coders were repeatedly trained until
they reached 99% reliability. They inde-
pendently analyzed 30% of the randomly
selected transcripts. Interrater agreement
ranged between 93% and 96% for each
code, with lower agreement for Yes/No
Clarification than for Yes/No Elicitation.

Results

Analysis of all the adult scaffolding strate-
gies in the dataset yielded 688 scaffolding
strategies (Table 2). All adults used all five
strategies. For three children (A, B, and
C), the adults primarily used two catego-
ries—Open-Ended and Yes/No Elicitation
Questions—and for Child D, the adult used
mostly Recast and Open-Ended Questions.
No pattern was found in the scaffolding
for Yes/No Operational.

Adult Scaffolding Changes Over Time

Although the adults varied in their pre-
ferred strategies, some patterns emerged.
Mainly, the type of scaffolding strategy
changed for all adults as the children’s
language skills improved. For Children A,
B and D, the adults increased the use of
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Recast over the 10-month period (Figure
1). For Children C and D, the adults
decreased the use of Yes/No Clarification
(Figure 2)

Discussion

This study’s preliminary results sug-
gest that the type of scaffolding strategy
communication partners use with aided
communicators changes as the children'’s

vocabulary and grammatical skills
improve. This is consistent with typi-
cal development and clinically relevant,
whereas typically developing children are
“naturally” exposed to extensive feedback,
children who use AAC depend on profes-
sionals, teachers, and parents to provide
opportunities to practice linguistic skills
and device usage. Communication part-
ners of children who use aided AAC need

Table 1. Summary of Adult Scaffolding Strategies by Child

Strategy

Child Frequency (%)

Open-ended Yes/no Yes/no Yes/no

question elicitation clarification operational Recast Total
A 212 (30.8) 212 (30.8) 87 (12.6) 95(13.8) 82(11.9) 688 (100)
B 127 (24.0) 188 (36.0) 59 (11.0) 101 (19.0) 54 (10.0) 529 (100)
C 221 (30.0) 142 (20) 129 (18.0) 116(16.0) 119 (16.0) 727 (100)
D 101 (25.0) 79 (20.0) 45 (11.0) 51 (13.0) 127 (31.0) 401 (100)

Figure 2. Increased Recast use over time (Child A, B, and D).
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to be aware of the different scaffolding
strategies they tend to use with the chil-
dren and the ones that support language
growth.

In this study, adults used Open-Ended and
Yes/No Elicitation questions most often,
increased Recast, and decreased Yes/No
Clarification. This suggests that as adults
perceived the children able to self-repair
(once they start to combine words), they
began to use Recast at a higher percent-
age. Open-Ended questions and Yes/No
Clarification are also facilitative in the
sense that they advance conversation
and establish a common ground by elic-
iting more information. Lastly, Yes/No
Operational questions while used at a
lower rate, remain a helpful and unique
strategy for children who use SGDs.
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Background

Many people with physical impairments
who rely on AAC have spoken positively
about the value of digital technology to
support communication. Martin Pistorius
(2011), in his book Ghost Boy, spoke about
feeling sick when his computer stopped
working, sayingall he had “to communicate
with now [was] a battered old alphabet
board that won't reach around the globe”.
Face-to-face AAC-mediated conversations
often present challenges for interactional
communication (sharing experiences),
creating narratives, and sharing humour
due to factors such as: disrupted turn-tak-
ing, reduced opportunities to contribute,
slowed rates of communication, and (often
well-intentioned) dominance by con-
versation partners. Advances in digital
technology have allowed people who rely
on AAC to use online communication tools
to bypass many of these challenges by cre-
ating multi-dimensional ways in which to
communicate (Hynan, Goldbart & Murray
2015; Caron & Light, 2016). This in turn
strengthens control over self-directed
activities and leisure and supports the
maintenance of social relationships (Caron
& Light, 2016). Being online can also sup-
port opportunities to increase numbers
of communication partners (Grace et al.
2014). A particular theme which will be
explored in this article is the increased
support for self-representation through
social media tools, such as Facebook™
(Hynan, Murray & Goldbart, 2017).

COMMUNICATION MATTERS |

AAC, the Internet and social
media research

A research project (Hynan et al. 2015)
explored how AAC-users self-reported
their experiences of accessing and using
the Internet and social media, and how
they perceived this impacted on their abil-
ity to determine their own lives, represent
themselves, and interact socially online.
25 people aged 14-24 years old (13 males
and 12 females) took part, 24 had face-to-
face interviews and one person provided
information in a blog. The research (Hynan
et al. 2015) used an approach called con-
structivist grounded theory which means
that interview data is collected and ana-
lysed concurrently to generate theory.
This current article will present selected
data from 9 of the research participants to

Table 1: Participant demographic data

illustrate how many of their insights into
their online self-representation resonated
with existing psychological and sociologi-
cal theories about identity formation. The
participants’ names have been changed to
protect their identity.

Self-representation data

In terms of self-representation, Carol
explained through gesture that Facebook™
was good because it allowed her to share
information about herself with friends.
Peter said it helped him to illustrate what
was important to him, such as things
he liked and places he had visited. Ben
said he used his profile to show he knew
“French, English, and Portuguese”. Keith
explained his profile picture of Pikachu™
(a Pokemon™ character) by saying “I
like Facebook™ because I like seeing me

Name Age Orthographically Device control

literate AAC Computer
Keith 19 Yes Direct access
Will 19 Yes Head switch Bluetooth
Nancy 21 Yes Head mouse camera USB cable
Ben 14 Yes Direct access

Moira 22 Yes
Peter 17 Yes
Caroline 21 Yes
Harriet 22 Yes
Carol 19 No

Direct access
Head switches
Head switches
Direct access

Direct access to symbol-based
device

Parental support

Communication supplemented
with Makaton™

VOL 32 NO3 NOVEMBER 2018
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holding Pikachu™”. Will said that he used
his status on Facebook™ to tell people
“what I think”. Nancy felt the best thing
about Facebook™ was “it good show pic-
tures” and when Moira was asked what
kind of things she put on Facebook™ she
said “anything, well I am mixed person”.
Another feature of social media use that
emerged as important was the ability to
limit misunderstandings and to increase
perceived equality. Peter said that being
online was “a really good way for people
to get to know you better and understand
you” and Nancy felt that “people under-
stand me better in writing”. Caroline
wrote in her blog, “I read what everyone
is up to, I like or write comments, and
look at photos. I like that because I com-
municate equally with everyone.” Moira
found that an advantage was “it shows
people that how they have to wait to hear
what I say”. Harriet touched on issues to
do with expressing humour and creating
narratives by explaining that she liked to
put silly stuff on Facebook™, for exam-
ple she said she had a picture of herself
“leaning on a shopping trolley”. She also
liked the timeline function on Facebook™
because it allowed people to look back at
“really old” posts.

Theories of identity formation

In order to understand how theories of
identity may be relevant to the informa-
tion given by the participants, the ideas of
psychological and sociological theorists
will be briefly outlined. Goffman (1959)
suggested in his work, ‘Presentation of
the self in everyday life’, that the social
relationships between people, groups
and institutions can be interpreted as
theatrical performances. Central to this
idea is that individuals create and act out
roles that they hope will be taken seri-
ously by others. Erikson (1963) proposed
an eight-stage theory of psychosocial
development based on ego identity from
infancy to late adulthood. He suggested
that each stage presented a specific chal-
lenge or conflict within a natural, cultural,
and ecological context. Two stages related
to adolescence and young adulthood and
were labelled by Erikson as ‘identity ver-
sus role confusion’ (12-18 years), and
‘intimacy versus isolation’ (19-40 years).
Within the ‘identity versus role confu-
sion’ stage, Erikson proposed that an
intense exploration of the self takes place
to establish beliefs, values and goals and
to create an integrated sense of self with
an increased focus on alignment with
cultural icons (e.g. fashion, music, etc.).
The next chronological stage outlined by

Erikson focused on an individual search-
ing for intimate relationships with others
outside of the family circle in order to
build long term commitments. It was also
theorised that problems resolving these
challenges, or conflicts, could lead to
problems for the individuals concerned,
for example, confusion about their role in
life or feeling isolated. Marcia (1980) con-
sidered identity formation in adolescence
as the self-creation of an internal concept
to carry through into adulthood which
had been shaped through a re-examina-
tion of childhood physical, cognitive and
social constructs. He argued that if this
is well developed, an individual will have
a sense of stability and internal valida-
tion. However, if poorly developed, the
individual may seek external validation
for a sense of self. Smith (2005) consid-
ered adolescent development within the
context of young people who rely on AAC;
she discussed the ways that adolescents
attempt to forge their own identity as
their bonds with parents weaken and
their relationships with peers take on
greater significance. She argued the
increased linguistic demands required
during adolescence can be difficult to
navigate within the complex context of
using AAC.

Livingstone (2008) researched social
media use by young people and adoles-
cents and suggested that the convergence
of multimedia sites offered a relatively
safe place to carry out complex explora-
tions of self-presentation within a social
context. One potential advantage of being
online for those with physical impair-
ments is the ability to take control over
the negotiation of their identity (Seymour
& Lupton, 2004). Zhao, Grasmuck and
Martin (2008) carried out an analysis of
the content of Facebook™ data collected
from 63 university students and sug-
gested that the construction of identity
happens through public announcements
being made and interpreted by others.
They suggested that there is a continuum
of identity strategies: the implicit visual
end, where the self is shown as a visual
actor (‘watch me’ e.g. photographs but no
narrative), which progresses to an explicit
narrative (‘first person self’ that creates
more detailed descriptions to explain
the self). There is also a midpoint with
an enumerative self (‘self as consumer’
where a person lists cultural interests,
books, music, films, etc.). Zhao, et al. sug-
gested that creating online ‘digital selves’
had concrete consequences within offline
environments. These suggestions about
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the construction of a Facebook™ identity
through announcements resonate with
the ideas expressed by Goffman (1959)
about social performances.

To conclude, adolescent and young adult
development is characterised by a desire
to establish self-identity through role
exploration and the presentation of self.
This is accompanied by a re-examination
of childhood constructs from a new view-
point and the desire to build intimate and
close relationships outside of the family
circle. Being online appears to offer novel
opportunities to enrich the exploration of
selfand ‘digital selves’ have consequences
in the offline world. The medium of social
media also offers new ways to express
and explore disability.

Applying identity theories to the
research data

The participant data outlined earlier
(Hynan et al. 2015) suggested that young
people who rely on AAC attached impor-
tance to their profile information. Keith
liked seeing himself holding Pikachu™
(an internationally recognised icon),
which may be significant for him as he
used tonal vocalisations to express emo-
tions and short phrases understood by
those who know him well. Ben wanted to
show people he had knowledge of other
languages, and Peter wanted to illustrate
places he had visited and things he liked.
It could be argued that online social media
is being used by these young AAC-users to
fulfil aspects of identity formation in ado-
lescence that have been outlined earlier.
Erikson (1963) discussed the impor-
tance of role exploration and alignment
with cultural signifiers, Marcia (1980)
suggested that the formation of internal
concepts was crucial, and Livingstone
(2008) argued that online spaces are rel-
atively safe environments in which the
self can be explored. The data from Moira,
Nancy, Caroline and Harriet suggested
that they used social media to challenge
perceptions; Moira felt she could show
people they had to wait to hear her
views and she could express her mixed
personality, Nancy thought it increased
opportunities for her to be understood,
Caroline felt she had increased equality,
and Harriet enjoyed expressing humour.
Goffman’s theory (1959) about the pre-
sentation of self suggests that individual
performances can be used to influence
other people’s perceptions. The partici-
pant data also supports the findings of
Zhao, Grasmuck and Martin (2008) that
digital selves created on Facebook™ can

COMMUNICATION MATTERS
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have concrete consequences in the offline
world. Many aspects of the Facebook™
continuum (Zhao et al. 2008) were car-
ried out by the participants discussed
in this article: implicit (showing pho-
tographs), enumerative (showing likes
and dislikes), and explicit (offering more
complex narratives to explain the self).
Harriet’s photo of herself leaning on a
shopping trolley may also be an oppor-
tunity to perform an act of resistance, as
outlined by Seymour and Lupton (2004).
As a wheelchair user, could it be that she
is creating an ironic comedy moment or
maybe expressing a political statement
about shopping trolley design? Will, Peter
and Carol illustrated how Facebook™
may support interacting more intimately
with others; Will suggested that he can
show people what he thinks, Carol felt she
could share information about herself,
and Peter thought it was a good way to get
to know people. Erikson suggested estab-
lishing intimacy with others was a major
factor in resolving his ‘intimacy versus
isolation’ stage during young adulthood.

Conclusion

Social media research with people who
rely on AAC is currently under-repre-
sented (although research is emerging),

so not much is known about the oppor-
tunities for self-representation in online
environments for AAC-users. The findings
of this research suggested that the use of
online social media had the potential to
support the self-representation of people
with physical impairments and complex
communication needs. The ability to use
social media sites to support narrative
generation and explore a sense of self
with others may also underpin important
psychological and sociological factors
related to identity development.
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My Experience of
Stephen Hawking’s
Memorial Service

JEMIMA HUGHES
Email: jemima.hughes@btinternet.com

On 15" June I had a really amazing day at
the Stephen Hawking memorial service
at Westminster Abbey. I went with Kate
Caryer and her PA Nat, Lois Thompson
and my mum Janet Mayes. Access was
really good, I had BSL interpreters in the
service, and they had the mobiloo chang-
ing place toilet. I felt sad about Stephen
Hawking, but he had a fantastic life and
showed what people with disabilities
and AAC can do. After the service there
was a garden party, | met Brian Cox and
talked to him about Dr Who. I also met the
astronaut Tim Peake and talked to Lucy
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Hawking about how Stephen Hawking
was my role model when I was growing
up; she was really friendly.

Stephen Hawking showed everyone that
someone who is disabled and uses a com-
munication aid can be really intelligent
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and do important work. He was a great
ambassador for AAC users. I loved his
Little Britain Comic Relief sketch, it’s
so true and funny, and so many people
patronise AAC users like that. He really
inspired people.
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How can Talking Mats help
with determining capacity?

JOAN MURPHY
Co -Director, Talking Mats Ltd
Email: joan@talkingmats.com

NICKI EWING
Talking Mats Associate
Email: nicki@talkingmats.com

Background

In 1948 Eleanor Roosevelt, as the chair
of the United Nations Human Rights
Commission, was the driving force in
creating the Universal Declaration of
Human Rights Act (1948).

Since 1948 many countries have passed
laws stating that people with communica-
tion disabilities should have equal rights
including in the complex area of mental
capacity.

Inthe United States there is the Americans
with Disabilities Act of 1990

In England and Wales the key Acts of
Parliament are the Mental Capacity
Act (2005) England and Wales and in
Scotland the Adults with Incapacity
Scotland Act (2000).

The UK Acts provide the framework for
assessing mental capacity in adults aged
16 and over. The Acts state that every
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adult has the right to make decisions
unless proved otherwise.

These acts are designed to both empower
and protect people who may be unable to
make decisions, for example, because of
dementia, brain injury, stroke, learning
disabilities or mental health problems.
It is important to remember that just
because a person has one of these condi-
tions does not necessarily mean they lack
capacity to make a specific decision.

There are a number of key expectations
behind these Acts which are significant for
people with communication difficulties.

¢ Everyone should be supported to make
their own decisions, including those
who use Augmentative and Alternative
Communication methods

¢ Adults should be encouraged to make
use of their skills and to learn new
ones where that would be helpful

¢ Information to support understand-
ing needs to be given in a way that is
appropriate to the person’s circum-
stances. For example using simple
language and visual aids

¢ People are entitled to make their own
decision - this is not about what others
might think is good or bad

o If someone is judged to lack capacity,
then decisions must be in their best
interest, and any measures taken on
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their behalf are to be the least restric-
tive to the person

Judgements on capacity:

¢ cannot be based on age, behaviour or
disability
¢ cannot be based on past experience of

decisions - they need to be focused on
the here and now

e must take into account the adults’
socio-cultural circumstances wher-
ever relevant

¢ must recognize that where a person is
able to retain the information relevant
to a decision for only a short period,
this should not prevent him or her
from being regarded as able to make
the decision

COMMUNICATION MATTERS
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Determining Capacity

Both the Mental Capacity Act (2005) in
England and Wales and the Adults with
Incapacity Scotland Act (2000) iden-
tify the following components which
determine whether or not someone has
capacity to make their own decisions. The
Acts state that we mustassume that some-
one has Capacity, unless it is established
that the person has substantial difficulty
in one or more of these components.

How Talking Mats helps

Talking Mats is a research-based (http://
www.talkingmats.com/projects/
research/) interactive resource that uses
three sets of picture communication sym-
bols - topics, options and a visual scale
- and a space on which to display them.

How Talking Mats supports the four criteria for determining mental capacity

Understanding relevant information

Providing motivating and relevant topics in an attractive visual format

Grading the symbols according to complexity

Focusing on the essential words and omitting non-essential language
Giving information in multiple channels — visual, auditory and tactile

Helping people process concepts by breaking information down into small, manageable chunks

Providing a structured framework for open questions

Giving people time to respond
Not requiring literacy

Retaining information

Reducing memory demands
Reducing distractibility

Giving users a permanent visual record of their views

Weighing up information

Allowing the person time to process information and respond in their own time

Allowing the person to change their mind
Allowing the person to say “no”
Avoiding direct confrontation

Communicating decisions

Allowing the person to express their own views, irrespective of whether they are right or wrong

Giving control to the person being interviewed
Providing a visual space on which to build up their composite views
Working in conjunction with existing communication systems

COMMUNICATION MATTERS | VOL 32 NO3 NOVEMBER 2018
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Reflections on why Talking mats supports decision making

This can either be a physical, textured
mat, or a digital space, for example a tab-
let, smart board or computer screen. Once
the topic is chosen (e.g. where you live),
the participant is given the options one at
a time and asked to think about what they
feel about each one. They can then place
the symbol under the appropriate visual
scale symbol to indicate what they think.

If there is doubt about the person’s abil-
ity to make a decision in a particular area
of their life, the Talking Mats framework
helps assess capacity by allowing people
to consider each option around the topic
then choose where they place the symbol
under the appropriate top scale.

This process helps identify the level of
decision making ability the person has.
For example, the person may be able to
make day-to-day decisions, but struggle
to understand the implications of more
complex decisions such as moving into a
care home.

It is important to remember to assess
people when they are in the best state to
make the decision. We have found that
many people, who would otherwise be
judged not to have capacity, can show that
they can indeed understand and express
their views about aspects of their lives.
The process of completing a Talking
Mat helps people retain their view. If they
have memory problems the picture of the

12

mat is also a good prompt to enable recall.

Using symbols based on the ICF frame-
work, Talking Mats can evidence the
thinker’s ability to make decisions and
facilitates their ability to make more
abstract decisions by making them more
concrete.

Equally, our work so far indicates that if
someone cannot use Talking Mats, this
may be an indication that they do not
have capacity for that particular decision.

Final Thought
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An additional benefit is that having a
visual record of the mat can help ensure
that capacity evidence is up-to-date and
re-evaluated over time.
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Communication Access UK
- the journey continues...

CATHERINE HARRIS

Email: accessproject@communicationmatters.org.uk

The title of the session was ‘The Journey
Continues.... Although sometimes over-
used, ‘journey’ is an appropriate term
to describe the experiences through the
2-year pilot project for Communication
Access UK. As with so many journeys it is
not always as simple and straightforward
as it may first appear and takes much
longer than estimated on Google maps!
There have been ups, downs and holdups
and we are still travelling!

The aims of the pilot were:

¢ To launch a symbol for communication
which is recognised throughout the UK

* To develop a communication training
package for businesses

e To test out resources with staff at the
University of Leeds as a pilot site

» To involve people with communication
support needs as mystery customers
and presenters to deliver training

e To train at least 3 other businesses
before the end of the pilot phase

These aims have all been met, although it
is recognised that it was perhaps an ambi-
tious vision. There is still a lot more to
do! However, a useful part of the pilot has
also been to highlight issues to find what
works, what does not work and what fac-
tors have had a significant impact on the
delivery and potential roll out.

A steering group, running parallel and
overlapping with the pilot project, has
been focussed on the symbol consultation
and development, standards and a longer-
term strategic plan. The Steering group
has representation from Communication
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Matters (CM), Royal College of Speech
and Language Therapists (RCSLT),
Headway, Motor Neurone Disease (MND)
Association, Stroke Association and the
recent addition of representatives from
Disability Rights and the Disability
Business Forum. The steering group net-
works out to over 60 other charities and
organisations who have communication
support included within their remit. It has
felt that it has been essential to work in
partnership from the beginning if CAUK is
to have maximum impact and sustainabil-
ity, even if this at times appears to slow
down the rate of progress.

The Symbol

Following a very extensive consulta-
tion process we do now have a symbol
for the UK, which is being further evalu-
ated through the early adopter phase.
Although an international symbol for
communication access would be the pre-
ferred option for some, this has proved
to be unachievable at the present time
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for many and complex reasons. The two-
stage UK-wide consultation resulted in
over 6000 responses. In the second round
with over 3000 responses, 26% were
from people with communication support
needs which was really encouraging (see
fig 1). The views of AAC users have been
well represented.

In the first consultation, in addition to
choosing a preferred symbol, participants
were asked what helped them communi-
cate effectively. From these, operational
standards or indicators have been devel-
oped and these were confirmed through
the second phase of the consultation
(see fig 2). Organisational standards
are also being developed, which link to
previous work on inclusive communica-
tion, to ensure a top down and bottom up
approach and together these will support
a framework to monitor whether stan-
dards are being met.

Training

Training packages have been devel-
oped and trialled at the pilot site of the
University of Leeds. Over 100 staff from
a variety of staff groups including hos-
pitality, catering, admin and security
teams have attended workshops and have
shaped the content and format of the
presentations. There was the request for
a short acronym or prompt to aid recall
following training. The TALK prompt
has been tested over a 3- month period
with people with communication support
needs including AAC users, SLTs and busi-
ness contacts and has received positive
reviews.

COMMUNICATION MATTERS
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T - TIME

A - ASK WHAT HELPS
L - LISTEN

K - KEEP TRYING

This prompt has now been integrated into
the training.

Early Adopters

AAC Hubs, Specialist FE colleges and
SLT departments are being encouraged
to become early adopters of the sym-
bol and to engage with local businesses
to promote CAUK. Training workshops
are being delivered by the project lead
to local businesses in Southbourne-on-
Sea, Bournemouth, SuperTram Sheffield
and a small pub chain as part of the pilot.
Two local authorities have also agreed to
be early adopters selecting two depart-
ments initially to have training input. The
aim is to use a ‘Train the Trainer’ model
for delivering face-to-face workshops to
businesses as requests are received. 10
SLT champions have been ‘recruited’ from
around the UK who are willing and able
to deliver workshops to business staff.

Figure 1

Communication difficulty
No Communication difficulty
Not identified

Figure 2

Standards sufficient
Standards require amendment
No view

The plan is to have a ‘Train the Trainer’
workshop before the end of 2018 to
encourage more SLTs to become involved
during the roll out phase. In the longer
term an e-learning module will need to
be developed to enable organisations to
include communication access in induc-
tion and mandatory training. There have
been initial discussions on this with the
RCSLT learning team.

Mystery Customers

Mystery Customers can collect baseline
data through the use of the mystery cus-
tomer questionnaire. This is part of the
framework which will help with moni-
toring impact. Six AAC users are active as
mystery customers and workshop pre-
senters to date. Another four have done
1-2 mystery customer visits. Central to
the vision and success of CAUK is hav-
ing input and feedback from people with
communication support needs including
those who use AAC. Through the pilot
it has been identified that a rolling pro-
gramme of engaging mystery customers
will be required to ensure sustainabil-
ity. This has been a challenge but could
be achievable with the support of SLT
champions in the FE specialist colleges
who are able to introduce the mystery
customer role to their students. A bonus
is that these visits can be planned in
the context of community involvement
programmes.

Legislation

If CAUK is to be embraced by business
then we have to answer the question
as to WHY should a business adopt the
symbol?

¢ The laws state that someone with a
disability should be able to visit places,
buy things, have fun, get help and get
information just like anyone else.

e [tis against the law to deny someone
a service due to their disability.

¢ It is necessary to make ‘Reasonable
Adjustments’ to accommodate people
with disabilities.

» (Disability Discrimination Act 1995
and 2005 and Equality Act 2010)

It is also hoped that CAUK will help
reduce social isolation and improve
quality of life for people with communi-
cation support needs and increase public
awareness of communication support
needs.
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A prospectus for early adopters has been
produced and the training workshops
give the opportunity for these factors to
be discussed in more detail. Evaluation of
the impact of CAUK will be a key factor as
we move forward.

Where do we go from here...

At the outset it was hoped that this initia-
tive could be self-funding in the longer
term. It became apparent fairly quickly
that this was not workable for the UK if
the intention was wide reach and maxi-
mum impact. Any fees for the training
workshops (even if a business is willing
to pay) would only cover the immediate
costs of the trainers and resources and
not the infrastructure needed to support
the ongoing administration and market-
ing. This has resulted in the need for a
revised financial plan with bid writing
and sponsorship which will be essential
if CAUK is to be rolled out across the UK.

Beyond the end of the pilot, it has been
agreed that CM will:

e Host CAUK information on website

e Support CM representation on the
Steering group

The Steering group are working
on:

¢ Brand development and promotion of
symbol

» C(Case for support for financial planning
¢ Coordinating full launch of symbol

e Potential of an ‘Alliance’ to take CAUK
forward

¢ Promoting public sector (including
government), private sector and wider
third sector adoption

As the pilot project lead this has been
an exciting rollercoaster ride and it is
not over yet! CM has started something
which could be very significant in rais-
ing awareness of communication support
needs and improving the experience of
all people including AAC users in the
community.

Please contact CM if you would like to join
us on the journey:

accessproject@communicationmatters.
org.uk
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A LITERATURE REVIEW

A Literature Review on the
Language Abilities of Children and
Young Adults who use aided AAC
during language development

YVONNE LYNCH' (yvonne.lynch@mmu.ac.uk), JULIET GOLDBART', SHAKILA DADA?,
LIZ MOULAM?', NICOLA RANDALL:3, SIMON JUDGE?, STUART MEREDITH',
AND JANICE MURRAY'" (j.murray@mmu.ac.uk)

"Faculty of Health, Psychology and Social Care, Manchester Metropolitan University, United Kingdom
2Centre for Augmentative and Alternative Communication, University of Pretoria, South Africa

3Barnsley Hospital NHS Foundation Trust, Assistive Technology Team, United Kingdom

Introduction

Children who use aided AAC are in a
unique language development context.
They are communicating with graphic
symbols while learning the spoken lan-
guage in their environment. Hearing
speech but ‘speaking’ through sym-
bols can create challenges to language
development. Understanding how com-
municating with symbols might influence
language development could inform AAC
system design, selection, and interven-
tion. The Identifying Appropriate Symbol
Communication (I-ASC)! study was a
3-year funded National Institute for
Health Research study exploring how we
choose symbol communication aids for
children. Specifically, the study involved
identifying the child characteristics, com-
munication aid features, and other factors
that influenced decision making. The
project included three literature reviews
to gather and synthesise the existing
research evidence about the child, AAC
systems and decision making processes.
This paper describes the findings related
to the language development of children

1 National Institute for Health Research,
UK Health Services & Delivery Research
Project: 14/70/153 - Identifying
appropriate symbol communication
aids for children who are non-speaking:
enhancing clinical decision making
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and young adults who use aided AAC.

Research question: What does the litera-
ture tell us about the language abilities of
children and young adults who use aided
AAC during the language development
period?

Method

The review was conducted using a robust
strategy to identify relevant research
studies. Well-established study-eval-
uation protocols were used to assess
research quality. These protocols were
used to determine if each study had
been well designed and well conducted
so that we can be confident in the study
results. Irrespective of age of study, only
those meeting the inclusion criteria
and passing the quality appraisal were
included in the review. See https://
www.crd.york.ac.uk/prospero/display_
record.php?RecordID=36785 for more
information.

Results and Discussion

The review included 11 research papers
(see Table 1 for details of the studies).
Across all papers, there were 143 children
and adult participants who used aided
AAC. Most participants in the review had
severe speech and physical impairments
with no learning difficulties. The results,
therefore, reflect children and adults
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with this type of profile, who are only
one group of people who use AAC. The
studies examined the language abilities
of children and adults who were expe-
rienced aided communicators, and the
review results are set out below under
the following headings: language under-
standing, expressive use of symbols,
narrative skills, grammatical morphemes
and social competence.

Language understanding

Two studies reported on language under-
standing (Geytenbeek 2014, Lund and
Light 2006). In one study, 68 children
were assessed to examine their spoken
sentence understanding. The results
indicated that while all children followed
a typical pattern of development, their
spoken sentence understanding was
more typical of a child younger than their
(chronological) age (Geytenbeek, 2014).
Similarly, in the second study of seven
young men, who had been using AAC for
15 years or more, all participants scored
below average (i.e., younger than their
age) on language understanding (Lund
and Light, 2006). Participants did not
have identified learning difficulties, so,
the results suggested that factors affect-
ing language development included
language learning opportunities and the
influence of communicating with graphic
symbols. Currently, we know too little;
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further research is needed to identify
how AAC systems and language learning
opportunities can best support children
to achieve their potential.

Expressive use of symbols

Three studies considered how partici-
pants generated graphic symbol output
(Soto & Toro-Zambrana, 1995, Van Balkom
& Donker-Gimbere, 1996 and Trudeau et
al. 2010). While there was much varia-
tion across participants, many were able
to use limited vocabularies successfully
to communicate a range of messages and
language structures. For example, in one
study, adolescents used an average of
two symbols per message to tell stories.
However, it was clear that they used extra
skills to communicate with fewer words,
e.g., using strategies such as ‘it sounds like’
or repeating words. Some participants
used different word orders to the spoken
language in their environment. These
word order variations were used to make
the intended message clearer, suggesting
that the symbols used may influence how
children convey meaning with symbols.
Word order patterns did not appear to
be related to age or motor impairment
severity but did correspond to the child’s
language understanding abilities. In sum-
mary, there was a wide variation in the
language abilities and graphic symbol use
of children using aided AAC, and some
children have developed highly creative
and innovative skills to overcome the
restriction of small vocabularies. More
research is needed to understand how
children develop these strategies and to
support more children to use them.

Narrative skills

Two papers from one research project
looked at the story telling abilities of
children who use AAC (Soto & Hartmann
2006a and Soto & Hartmann 2006b).
Across participants, storytelling abili-
ties varied widely. One of the studies
found that some children could give a
lot of details in their story, while others
found it much more difficult to do so.
All participants had some difficulty with
independently telling stories and using
different story elements. The results indi-
cated that maintaining the topic of the
story was an area of strength. Children
overly relied on one-word messages and
because of the limitations of their com-
munication aids, they often depended on
their communication partner and allowed
the partner to take control of the story.
Specifically, children did not use a lot of
action words (e.g., run, jump) or pro-
nouns (e.g. ‘he’ and ‘she’) in their stories.

They did not use joining words (e.g.
‘and’ or ‘because’) either. As a result, it
was harder to follow their storylines.
These findings suggested that children
may need more opportunities to tell sto-
ries and may need AAC vocabularies that
support story-telling.

Grammatical morphemes

Grammatical morphemes are small
words or word-parts of a language that
can be used to change meaning. For
example, adding the past tense ending
-ed turns ‘I look’ into ‘I looked’ to show
it happened in the past. Some stud-
ies looked at how children who use
AAC understand and use grammatical
morphemes (Blockberger & Johnston
2003, Redmond & Johnston 2001, and
Sutton & Gallagher 1993). The results
suggested that children who use AAC
found it harder to understand and use
grammatical morphemes than chil-
dren who are speaking. The results
also suggested that children may leave
out grammatical morphemes because
of limited opportunities to use them or
because communicating with symbols
may make it harder to learn grammati-
cal morphemes. These results indicated
that children may need more opportuni-
ties to learn grammar morphemes even
if they are not expected to use them in
everyday communication, e.g. drill and
practice activities. Based on the find-
ings, it can be proposed that we need
to think more about AAC system design
and selection to support children learn-
ing how to use grammatical morphemes.

Social competence

Finally, one study looked at the abil-
ity of four young adults to adjust their
communication abilities based on dif-
ferent social situations using a test of
social competence (Colquhoun Sutton,
1989). Participants had the most suc-
cess with communicating messages that
could be fulfilled with one word (e.g.,
‘yves’) and with providing information
(e.g., that's my coat). Participants had
more difficulty with expressing mes-
sages more formally (e.g., Could I look at
that?) and with expressing feelings (e.g.
[ love it!). The participants’ performance
scores did not reflect their age, number
of symbols available on their AAC sys-
tem, or their language understanding.
A further result was that participants
who interacted with more people on a
weekly basis achieved higher scores on
the social competence test. This finding
suggested that having more commu-
nication opportunities is important in
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supporting ongoing communication skill
development.

Summary

Across the language areas considered
here, there was a wide variation in lan-
guage abilities in children and adults with
severe speech and physical impairment
who use aided AAC. In some studies,
this variation did not appear related to
language understanding, access to sym-
bols or age, but did appear to be linked
to opportunities to use symbols in com-
munication contexts, and to the number
of regular communication partners.
Communicating with symbols did affect
how children developed skills; despite
restricted vocabularies, in many cases
children developed specific strategies to
support communication demonstrating
creative and innovative ways to express
themselves.

Clinical Implications

It may be necessary to have a greater
focus on language development alongside
communication skills in AAC interven-
tions. For example, the opportunity to
learn how to use grammatical markers in
structured tasks may be important, even
if a child will not be expected to use them
communicatively (i.e., for efficiency pur-
poses). The review suggests that access
to more communication opportunities
with more partners is likely to promote
language development. Moreover, giving
access to vocabulary to support the use
of grammatical morphemes, storytelling
and different social functions must be
considered.

Research Implications

This review indicates that the evidence base
on the language profile of children grow-
ing up using aided AAC is emerging, but
knowledge gaps remain. For example, no
UK study merited inclusion in the review.
Most studies considered were North
American, and so there may be cultural fac-
tors that mean the findings may not fully
apply to children growing up in other parts
of the world. More UK studies are needed.
Furthermore, the studies primarily focused
on children and adults with severe speech
and physical impairment, thus we need to
learn more about children and adults with
other abilities and challenges who use AAC.
Finally, the review suggests that growing
up using aided AAC can influence language
learning, language use, and communication,
however performance varies widely as well.
We need to better understand the influences
on language outcomes so that we can sup-
port more children to achieve their potential.
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Table 1: Data extracted from each of the studies in the review

Study Description of Study AAC system(s) used Aspect of language Outcomes

participants development

studied
1 Blockberger 20 children aged 5.8 -17.1 Each of the children had Understanding The children using AAC had greater difficulty

and Johnston  years who could speak no their own individualised and expression learning and using grammatical morphemes (both
(2003) more than 10 words and had  communication system often of 3 grammatical comprehension and expression) than children of
USA and no known hearing loss or combining unaided modes morphemes: the same age with typical development or younger
Canada second language issues. and light and high tech. Possessive “s” children with language delays who had the same

Diagnoses: Cerebral palsy, Symbols used ranged from (e.g. Jack’s car) language learning level.

developmental delay, PCS, Minspeak, Dynasims to Past tense ‘ed”
syndromes or no diagnosis.  traditional orthography. (Ie\i/vall?;d ?o zchool)

Attained age equivalent

scores on the PPVT 9;9 (girgs\l;\alr;(ag)ular
(receptive vocabulary
assessment) of between 4yrs
— 8:11yrs. The children were
compared to 20 children with
typical development and 15
children with language delay.

2 Colquhoun 4 adults with severe speech  All had used Blissymbols for Social verbal Varying pattern of social verbal competence was
Sutton (1989) and physical impairment more than 9 years with competence observed across participants. Achievement scores did
Canada (SSPI). displays of 461-900 symbols. not reflect age, number of years using Blissymbols,

2 male and 2 female ranging 1 produced some intelligible number of symbols available or receptive vocabulary.

in age from 18-29 years spoken words However, number of communication partners per

. L week and scores on the measure of social verbal

Receptive Yoc?bg]ﬁ(y (I;I_’4VT) 3 produced vocalisations competence seemed to correspond.

4 gc;/lg;lfsen abiiies & Participants were estimated Participants had the most success with the informing
to interact with 15-40 function (3 out of 4 scoring at a 13-14 year level).
communication partners Difficulty noted with the authority context (expressing
er week in a formal register). 3 out of 4 had most difficulty with

the feelings function and 1 had most difficulty with the
ritualising function.

Participants had the most success with speech acts
that can be fulfilled with one word.

3 Geytenbeek 68 children out of 87 (19did  Not specified Language The children followed a typical developmental pathway
(2014) not pass screening) Severe comprehension but at a slower rate. The children using AAC were
cerebral palsy (GMFCS levels more delayed in learning ‘who’ questions and complex
4 and 5). Anarthria (productive sentence types (significant difference in all sentence
The spoken vocabulary of fewer types).

Netherlands  than 5 words). Abie to match
spoken words to objects.

Children with severe hearing Children with dyskinetic cerebral palsy had better
loss were excluded. Children outcomes on complex syntactic analysis than children
without Dutch speaking with spastic cerebral palsy.

parents excluded.

And 806 children with typical
development.

4 Lund and Light 7 young men with SSPI All had used AAC for at Language All participants scored below average on language
(2006) related to cerebral palsy. They least 15 years. Systems used:  comprehension comprehension
USA ranged in age from 19-23 Communication boards (2)
years and had a range of
cognitive skills Computers (3)
Lightwriter (1)

Dynavox (1)

5 used indirect selection and 2
used direct selection.

5 Redmond 4 children SSPI related to Indirect access to black Morphological Despite the wide variation in profile of the children with
and Johnston  Cerebral Palsy or other and white line drawings (no competence — SSPI, a similar pattern of performance was observed
(2001) neuromuscular condition. symbols) (1) ability to recognise  across all four children. The children were able to
USA Aged 11-15 years Direct access to a Liberator grammar errors identify when the past tense ending was missing from

Who had fewer than 5 spoken device with minspeak (1) irregular verb but they missed more errors than their
words and used AAC asp Direct access to a Dynavox gg%rgvﬁhothws ;2%2'32%283&?'05'(3?5bg"o""u?ﬁ Tg}ghed
their primary communication  device with dynasyms (1) better idgntifying where a regu)I,ar past tense ending
system. Normal hearing and  pjrect Lightwriter with traditional was used where an irregular past tense ending should
normal corrected visual acuity. qrthography (1) have been than vocabulary-matched peers. The

School aged. Monoli I
Eﬁgﬁ(s)h.aﬂ% issu%r]sov:/?t%u:n The length of time the children

auditory detection probe. had been using AAC was not
specified

children with SSP1 were more likely to accept errors
where a regular verb was missing the ending than
vocab-matched peers. Bare stem regular verbs were
particularly challenging for children with SSP| and past
tense irregular verbs were an area of strength

Comparison groups:

11 children aged 4-6 years
with typical development.

13 children aged 7-10 years
with typical development

21 adults
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Study

Soto and
Hartmann
(2006) Two
papers
—results
presented
together

USA

~N Q0 O

Description of Study
participants

4 children aged 5 — 11 years
with SSPI with average
cognitive abilities and no
hearing or vision difficulties.

3 girls and 1 boy
Medical diagnoses:

+ Arthrogryposis and cleft
palate (repaired) (1)

+ Cerebral palsy (2)
* Muscular Atrophy (1)

8 Soto and Toro- 3 adults with SSPI related to

Zambrana
(1995)

USA

9 Sutton and
Gallagher
(1993)

Canada

10 Trudeau,
Sutton and

Cerebral Palsy aged 25 — 32
years

2 male, 1 female

2 adults with SSPI related to
Cerebral Palsy.

1 male aged 25 years
1 female aged 26 years

27 children with severe
speech impairment Aged 7:5

Morford (2010) — 17:5 years for whom French

Canada

1

j—ry

Van Balkom
and Donker-
Gimbere
(1996)

The
Netherlands

Legend:

was their first language

Using AAC system for at least
3 months with at least 30
symbols

Excluded if using an alphabet
system, semantic compaction
or if speech problem occurred
after primary language
development (2 years)

4 adolescents with Cerebral
Palsy

PPVT = The Peabody Picture Vocabulary Test

SSPI = severe speech and physical impairment
GMFCS = Gross Motor Function Classification System
VOCA = voice output communication aid

COMMUNICATION MATTERS |

AAC system(s) used Aspect of language
development

studied

Narrative skills
through 5 elicitation
tasks

1. Dynavox 3100, direct access
intellikeys keyboard, vocalising,
yes/no response, pointing and
eye pointing. 100+ customised
Spanish and English pages.
combining 3-4 symbols.

7 years AAC experience.

2. Dynamyte direct access
30 locations accessed with
accuracy. Can comment,
request and greet. Working
on more complex sentence
formulation. 5 years AAC
experience

3. Dynavox 3100 with Picture
word power. Teacher reported
an active vocabulary of: 257
adjectives, 605 verbs, 23
prepositions and thousands
of nouns. Typically produced
1-2 word utterances but
could produce up to 8 word
utterances. 3 years AAC
experience

4. Techtalk, dynavox, Step
by Step, icon board, printed
alphabet board and uses

a computer with adapted
keyboard and joystick.

1.9 years AAC experience

Blissymbol communication
boards ranging from 120-500
symbols

Morpho-syntactic
complexity of
language output

Communication displays with
450 Blissymbols and alphabet
access via numerical codes and
yes/no responses

Ability to learn how
to use encoding to
mark regular and
irregular past tense
endings

15 had VOCAS with graphic
symbols (range over 30 — 1000
with no. of symbols unknown
for 4 participants)

7 had symbol boards (with 60 —
700 symbols).

16 used direct selection
2 used mixed methods
2 used scanning

Ability to construct
and interpret
symbol sequences

AAC experience ranged from 6
months to 41 years (unknown
for 6 participants)

All 4 participants used
multimodal communication
with communication boards.
Described as experienced
graphic symbol users.

The participants
communication boards had
between 215-400 symbols

1 participant used Single words
1 used Single words and PCS
2 used Rebus and single words

Ability to describe
pictures in
children’s books
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Outcomes

Across the 4 children narrative contribution ranged
from very limited detail to appropriate levels of detail.
Topic maintenance was a clear strength. Heavy
reliance on co-construction with communication
partner but could direct the conversation back to a
previous point. However, lack of use of conversational
control strategies, overuse of 1 word utterance and
the limitations of the AAC device often results in all
children having to yield conversational control.

Appropriate event sequencing was observed in
book-based activities but not in other activities. For
the two youngest children, language production
lacked structure and inclusion of basic story grammar
elements

There was a lack of action verbs and concrete
supporting details within the narratives. Referencing
was absent except for eye gaze use (could be
considered ‘proto-referencing’) and occasional use of
pronouns for some children

Conjunctive cohesion — use of one word utterances
and short phrases meant there were limited
opportunities for use of linking devices (such as ‘and’
or ‘because’). Pragmatic use of conjunctions was not
evident and there was a lack of narrative coherence
and fluency in narrative telling

The participants were able to convey a wide range
of meanings with different language structures using
their restricted vocabularies. They demonstrated
use of a range of compensatory strategies to aid
communication in the absence of the desired
vocabulary being available.

Suggests that individuals using AAC may have a
reduced repertoire of language skills that may be
related to modality restrictions (i.e. communicating
through symbols impacts on language learning).

Majority of participants showed consistent patterns in
how they interpreted and constructed graphic symbol
sequences with a small number showing differences
across interpretation and construction of sequences.
As most were consistent, this suggests learning to
understand and to use graphic symbol sequences
develops at the same time (rather than comprehension
preceding expression).

The majority used the spoken word order in the
construction task unless they needed to change it to
avoid ambiguity in the meaning.

Performance was not related to age or severity of the
motor impairment or receptive vocabulary however
performance was related to syntactic skills and
cognitive abilities.

Word order deviations from spoken language were
observed.

Participants used an average of 2 graphic signs per
message.

The majority of the graphic symbol messages were

a succession of nouns with the use of nouns or noun
combinations observed in the place of action verbs in
some cases.

The participants demonstrated overt meta-linguistic
skills such as the use of self-corrections, repetitions
and other strategies to overcome the restrictions of
limited vocabularies to convey meanings.
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Christmas
Cards now!

Price: £3 for a pack of 5

admin@communicationmatters.org.uk
to order yours now!

Sales@CandLE designs and supplies resources both for
communication and educational settings for AAC users who
need support with a focus on literacy.

Our ground-breaking program ‘Phonics for All’ is available
in Grid 3. We will soon be able to sell Grid 3 with free
curriculum resources to accompany it.

Find out more at: https://www.scandle.org/shop/

Sales@CandLE (scandle Itd)
Suites 105/107

Ulverston Business Centre,

25 New Market Street,

Ulverston LA12 7LQ

Telephone 01229585173
Email sales@candleaac.com
Website  www.scandle.org

Sales@CandLE also produces
an A5 accessible communication
book with an optional
customisation and update
service. We can also supply
PODD books for those who have
the software but lack the time.

We produce a unique,
lightweight, waterproof letter
board.

We have developed a
comprehensive literacy
assessment and development
program for students who rely on
AAC. Our assessment program
works at word, sentence

and text level. Our literacy
development program includes
emergent literacy strategies
such as, Alternative Pencils and
predictable charts as well as
conventional literacy supports.
All are tied to the English
education system with plans in
place for other UK education
systems to be accommodated.
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The Communication Project

KIM MEARS

Independent Specialist Speech and Language Therapist, TherapyThread

Email: Kim@TherapyThread.co.uk

In September 2016, a new Speech and
Language Service was commissioned at
St Ann’s Special School in Ealing, West
London. St Ann’s School is a Secondary
Special School for 90 students with
severe and profound and multiple learn-
ing difficulties. A full-time therapist was
employed to provide regular input and I
was employed one day a week to work on
the Communication Project.

The Communication Project was an ini-
tiative to increase staff confidence and
student participation in school. The
staff at St Ann’s are highly skilled, how-
ever, they did not always recognise their
abilities and they had previously had
a limited service from speech and lan-
guage therapy to support them. It was
felt that staff would benefit most from
regular, direct support to enhance their
current skills.

After reviewing previous research
the following aims of the project were
agreed by the governors and senior
management:

Staff

o staff will have increased knowledge
of how to implement individualised
communication strategies into class
and throughout the school day

 staff will have increased confidence in
delivering communication strategies
to students that they work with

Students:

e students participating in the proj-
ect will have identified strategies
and methods to communicate with

others and they will actively use them
for at least 75% of their school day
with varying levels of adult support
depending on the student’s need.

¢ students participating in the project
will use the communication strate-
gies/methods to have a measurable
increase in their participation in
activities in school. The increase
in the level of participation would
be specific to each child and based
on the findings from the baseline
assessment.

Four classes were identified as the classes
to be involved in the project and each
class had intensive input from myself
with support from the full-time speech
and language therapist as needed. The
classes involved ranged from students
who were wheelchair users and had sig-
nificant access difficulties in using AAC,
to students with autism and high levels
of behaviours that challenge.

The following strategies were used (see
table overleaf) and they were chosen
based on their clinical evidence and how
practically they could be implemented
in school.

What worked in promoting staff
confidence?

¢ Direct weekly input from me to the
students, over the term, enabled staff
to become increasingly confident and
use the techniques in other lessons.

¢ Individualised support for staff was
most effective when compared to
inset and class training.
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* Having a synergy with staff with every-
one contributing their knowledge.

¢ Encouraging staff to recognise the
knowledge they have.

¢ Being available on the ground to regu-
larly ‘tweak’ strategies.

* Having a fulltime person to answer
questions as they came up.

e Not rushing to train up staff and
enabling confidence to grow gradually.

e Communication profiles which gave
staff a quick way to know how best to
support a student’s communication.

¢ Having a focus to the weekly therapy
session, such as sensory story, as
everyone was clear in their role and
how to work together to support the
students.

¢ Involving senior management and
Governors as they were able to sup-
port staff to access training and the
project became part of the school and
not an outside intervention.

A word about student
participation:

The project was found to be successful
mainly in the area of staff confidence
and there were some signs of increased
student participation. However, this
appeared to be due to staff feeling more
confident to implement strategies. It is felt
that staff confidence was the most impor-
tant starting point for the project and
that much more time was needed to see
measurable increases in student partici-
pation. It was also found to be challenging
to quantify and measure participation as
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a whole. If I was to do the project again,
I would focus on staff confidence with a
small number of case studies to indicate
direct impact on student’s participation.
This would have enabled me to look at
individuals specifically and gain infor-
mation about their progress rather than
the class as a whole. It would also have
been useful to have decided on a tool to
assess participation levels as a number
of different screens are currently used.

What | learnt?

e To allow for lots of time. I knew it
would take time and even so I still
underestimated how much time it
would take to implement new strat-
egies even with the focus on only 4
classes.

» Regular consistent input is needed to
effect change and support staff.

¢ Speech and language therapy needs
to be explained to staff and then dem-
onstrated regularly. Therapy needs to
be direct and the therapist needs to
be available as much as possible. The
previous model of consultation did
not have a lasting effect on staff and
their ability to implement communi-
cation strategies in the same way as
the direct model did.

What next?

Since September 2017 the strategies
that were found to be effective, such as
the communication profiles, were rolled
out across the whole school. Speech
and language therapy in school has
continued to support staff to increase
their confidence and feel supported
and programmes have been written to
specifically target increasing student
participation. In addition to the strat-
egies used as part of the project new
initiatives are being trialled. Initiatives
include supporting students, who have
had access difficulties, where the multi-
disciplinary team jointly assess the
student to optimise their access to voice
output devices and to PODD. Parents
coffee mornings have continued to be
successful and the school is looking to
put small training videos on their web-
site as reminders for parents on how
to use talking tiles etc. Following from
an article in this journal (Choose your
words) the ‘word of the fortnight’ was
started which gives staff a word to focus
on which they have found useful. It has
also been made available for parents to
use at home.
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Strategy

Implementing
Pragmatic
Organisation

of Dynamic
Display (PODD)

Supporting
Makaton
signing

Sensory Stories
by Joanna
Grace

Staff training
(inset, class and
individual)

Interviews and
questionnaire

Parent coffee
mornings

Voice output
devices

Communication
profiles

See example
profile
(Figure 1).

How it was implemented

All staff in the classes were
trained to use the books to
model to students and some
students had personalised
books.

Makaton was already used
successfully throughout the
school and as such needed
minimal support to be supported.

Joanna Grace’s sensory stories
(sensory project) were used in
class and staff practised the
stories at other times. Activity
boards were created to be used
alongside the PODD books.

Research suggests that training
can be most effective when it

is delivered in the setting with
specific situations. Training
was delivered in many different
formats across the school.

Initially staff members were
interviewed about their
confidence with students

and in their knowledge of
communication strategies. This
became increasingly difficult to
complete due to time constraints
and so not all staff were
interviewed.

All staff in the school were given
a questionnaire at the end of the
school year.

Parents were invited to attend
a themed coffee morning once
a term. The theme was either
PODD or using voice output
devices. It ran for 2 hours
with some presentation from
the therapists and practical
exercises.

Big Macks and Talking Tiles
were used to enable students
to participate more. Staff were
shown how to utilise them in
sessions and through the day.

Communication passports had
been found to be too wordy

for supply staff and often

were not regularly updated.
Communication profiles were
trialled in half the classes to see
if they helped staff to be more
familiar with student’s needs.
They were displayed prominently
in class and updated as needed.
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Outcomes

This worked well and was rolled
out the following academic year to
the whole school.

Many parents also found PODD to
be useful and practical at home.

This continued to be effective.

This was very effective. All the
staff enjoyed the stories and many
students participated in the story
using symbols and PODD.

More stories were purchased and
activity boards designed as a
result. Staff then started running
stories without SLT input.

The most effective training was
the combination of time with staff
without students explaining the
plan for each student followed by
demonstration in class with the
staff member and the students.

The results of the questionnaire
indicated that the staff who had
been part of the project felt
considerably more confident in
working with the students. All staff
said they would like more help and
support.

Initially these were poorly
attended, however, as time went
on more parents attended and
there were regularly 15-20 parents.
Parents found it very helpful and
commented that they could learn
from other parents.

Students were given devices to
take between home and school
with recorded messages on, such
as, what they did at home. This
was then played in circle time.
This had the most significant
impact on participation and parents
and students both appeared to
enjoy using them.

This was by far the most effective
method used during the project.
There was a noticeable difference
between the classes that had them
and those that didn't, in terms of
staff feeling confident to know what
student’s communication needs
were and their targets. Since
September 2017 all classes have
profiles on display and they are
sent home to parents once a term.

COMMUNICATION MATTERS
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In December 2017, St Ann’s was given
an outstanding rating by OFSTED and
the inspector commented that “the
[communication] profiles mean that all
adults who work with pupils know how
best to communicate with pupils... As a
result pupils make substantial progress
in meeting their communication tar-
gets.” As a team and as a school we were
proud that the hard work by staff had
been reflected in the positive outcomes
for the students and acknowledged as
a contributory factor in the success of
the school gaining the outstanding rat-
ing. Work is ongoing in maintaining
and extending the speech and language
therapy service at St Ann’s and I look
forward to seeing how it progresses over
the next few years.

I'd like to express my thanks to Sara
Marlow (the full-time speech and lan-
guage therapist at St Ann’s) for her help
with the project and to all the students,
staff, parents and governors at St Ann’s
for their help and support in implement-
ing the project. I would also like to thank
Victoria Joffe for her advice on collecting
data and Joanna Grace for her support
in optimising the use of her sensory
stories.
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Figure 1:
Communication profile for Philippa

How I communicate:

[ use some signs, a PODD book and voice
output devices (talking tiles)

What I like to communicate about:
music, food and my family

When you communicate with me please
remember:

to have my PODD book with me and when
I sign car it means [ want to go home.

I am working on:

Being able to use my PODD book and
signs to communicate with less familiar
people in school.
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Complex Communication Needs:
The Participation Model
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Abstract

Research has shown the positive effects of
using different communication methods
for enhancing communication of indi-
viduals with Complex Communication
Needs (CCN). In the field of Augmentative
and Alternative Communication (AAC),
the relationship between assessment and
intervention has been investigated and it
is widely accepted that comprehensive
AAC assessment is of great importance for
successful AAC services and hence, this
initial step of the clinical procedure can-
not be underestimated. A comprehensive
AAC assessment covers elements such
as language and communication, sym-
bolic understanding, and the appropriate
assistive technology. Previous research
by the authors has shown that the AAC
assessment process by Cypriot speech
and language therapists is neither com-
prehensive nor systematic (Pampoulou,
Theodorou and Petinou, 2018). In order
to explore this issue in more depth, a
questionnaire with open-ended ques-
tions was developed. The questions
were based on the Participation Model
(Beukelman and Mirenda, 2005), with the
focus being on the participation patterns,
the barriers to participation in commu-
nication situations, and the effectiveness
of existing strategies that aim to enhance
participation. The findings confirm that
speech and language therapists do not
follow a systematic way for assessing the
needs of children with CCN. The assess-
ment procedure is driven mainly by their
own clinical judgment and their clinical
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decisions do not follow evidence-based
practice. It includes a number of areas
such as language, communication and
social skills, whereas the assessment of
assistive technology is conducted by col-
leagues specialising in the specific field.
In addition to the evaluation of the indi-
vidual’s needs and skills, they also assess
his/her preferences, usually through
observations of his/her behaviour. The
participants expressed their understand-
ing that for a successful AAC intervention,
family and community support is of para-
mount importance.

Literature Review

AAC is becoming a well-known field and
it is part of clinical practice of speech and
language therapists. This field focuses
on individuals with CCN and whose
speech cannot serve their daily commu-
nication needs. People who experience
CCN comprise a heterogenous group in
terms of their skills and abilities, expe-
riencing a variety of difficulties: motor
difficulties, difficulties with language use,
cognitive problems, symbolic problems
etc. (Agius and Vance 2016; Erickson
and Geist, 2016; Geytenbeek, et al., 2010;
Pampoulou, 2015).

Research has shown the positive effects
of using AAC interventions for enhanc-
ing language learning (both receptive
and expressing), the communication of
individuals with CCN and for enabling
social and academic skills (Millar et
al.,, 2006). Its positive benefits have
been documented extensively for both
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developmental and acquired disor-
ders for people of all ages (Beukelman
and Mirenda, 2013). It is also widely
accepted that for successful intervention,
a comprehensive AAC assessment is of
paramount importance, and hence it is a
prerequisite for successful AAC services
(Binger et al.,, 2012). The AAC assessment
covers elements such as language and
communication, symbolic understanding,
and the appropriate assistive technology.
It is also agreed that it should be focused
on individuals who need AAC; focus on
strengths and weaknesses of the indi-
vidual being assessed; take into account
factors beyond the individuals’ capabili-
ties and needs; and take place in a natural
environment. Additionally, a comprehen-
sive AAC assessment requires assessing
the person in the different environments
that he/she communicates in, while
also selecting information from his/her
communication partners. Due to the
complexities of the difficulties that peo-
ple with little or no verbal speech might
experience, a multidisciplinary approach
is essential. Members of the team could
be the speech and language therapist,
physiotherapist, occupational therapist,
classroom teacher, parents and definitely
the person who needs support (Glennen
and DeCoste, 1997).

Despite the fact that a comprehensive AAC
assessment is vital for the subsequent
success of the intervention and hence the
quality of services provision, currently
there are few standardised assessment
tools and protocols. Moreover, very few
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have been translated and standardised
in the Greek language (Pampoulou,
Theodorou and Petinou, 2018). Further,
the procedures that speech and language
therapists follow in order to reach their
diagnostic conclusions and recommenda-
tions have not yet been studied (Lund et
al,, 2017).

The Participation Model is one of the
frameworks often used during the AAC
assessment and it focuses on the choice
of methods that enables individuals with
CCN to participate in different environ-
ments as their peers do. According to
this model, communication is evaluated
within the context of the individual’s life
and takes into consideration not only the
ability of an individual to convey their
thoughts to others, but also the ability of
the communication partner to receive the
information successfully. Based on this
model, amongst others, the assessment
procedure includes the opportunities
that an individual with CCN is provided to
communicate, whilst the identification of
any barriers that might prohibit success-
ful communication are also investigated.
An important strength of this model is
that it focuses not only on assessing the
communication participation of the per-
son with CCN, but also the ways in which
his/her peers communicate in the envi-
ronment in which he/she is placed. This
enables the assessors to understand the
communication nature that occurs in a
given environment better and hence,
helps them, first, to identify the barriers
that might exist and second, to choose
goals that are appropriate for the per-
son with CCN (Baukelman and Mirenda,
2013). An illustration of the model is pro-
vided in Figure 1.

Regarding the case of Cyprus, a recent
study revealed that AAC practices are
still in their infant stage (Pampoulou,
Theodorou and Petinou, 2018). In order
to clarify the current situation in the
country, and also contribute to the exist-
ing literature on an international level
in terms of the diagnostic procedures
followed for AAC potential users, the
research aims were to:

¢ explore the assessment procedure
followed by speech and language ther-
apists in Cyprus

¢ identify the areas that are evaluated
during the assessment procedure

* explore whether participants collabo-
rate with other professionals during
the assessment process.

26

Methodology

The method used was a questionnaire
that included questions based mainly on
the Participation Model (Beukelman and
Mirenda, 2005) and the existing literature
about AAC assessment. The first draft of
the questionnaire was presented at the
Communication Matters Conference
(September 2017) and comprised 52
open-ended and multiple-choice ques-
tions. Despite the efforts of the research
team through purposive sampling iden-
tifying participants to complete the
questionnaire, out of the six participants
chosen, only two managed to complete
it. The participants were speech and lan-
guage therapists, who at the time of data
collection were providing AAC services

in two different settings (privately and in
a special school). Nevertheless, the out-
comes of the pilot study were valuable as
they helped the research team to simplify
the questionnaire in terms of developing
a second draft, which mainly contained
multiple-choice answers. In this paper,
the focus is on the findings from the pilot
study, whilst at the end information about
the main study is also provided. The first
section of the questionnaire focused on
demographic information and the second,
on the services provided to people with
CCN (e.g. population, and available ser-
vices that provide AAC in Cyprus). The
third section was on AAC assessment and
asked the participant to think of a per-
son with little or no functional speech

Identify participation
patterns and communication
needs

\/

Identify participation

A barriers
Assess Assess
opportunity barriers access barriers
[ [ [ [ |
: ; Facilitator | | Facilitator ; Assess current
Policy Practice Skill knowledge Attitude communication
[ [ [ [ J
[ [
Assess potential Assess potential Assess potential to
to increase natural for environmental utilize AAC systems
ability adaptations and/or devices
I
[ I ]
Operational c . .
f onstraints| | Capability
requirements N "
profile profile profile
' I
I T T 1
Cognitive/| | |+ Sensory/
Motor linguistic Literacy perceptual
[ I I |
]
I
Opportunity Natural ability Envdirorlmtental AAC system/device
interventions interventions ] _adaptation interventions
interventions

Plan and implement
interventions for today
and tomorrow

Provide instruction to persons who use AAC and facilitators

A

Evaluate intervention
effectiveness: is person
participating?

Figure 1: The Participation Model

(Beukelman and Mirenda, 2013, p. 109)
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with whom they worked in the last aca-
demic year and to answer the questions
in that context. The questions, based on
the Participation Model, focused on the
procedures followed for AAC assessment
in terms of opportunities, and barriers,
including the individual’s constraints (see
Examples 1- 4). In the fourth and last sec-
tion, the participants had the opportunity
to make suggestions regarding the cur-
rent AAC provision as well as about their
needs in relation to their education.

Examples

¢ Did you record the individual’s desires
during the assessment procedure?

¢ What kind of sensory stimulus did you
use for the assessment?

¢ Did you try any environmental modifi-
cations to assess the AAC effectiveness?

e Which abilities of the individual did
you assess?

Results and Conclusions

The findings show that despite the fact
that the participants were identified
through purposive sampling (i.e. the
research team knew that they support
people with CCN), their overall failure to
complete the questionnaire could be due
the limited knowledge that the focal clini-
cians have in the field of AAC assessment
and/or because of the non-systematic
procedures they follow, thus making
the description of them is difficult. The
results suggest that the participants do
not follow a systematic and compre-
hensive way for assessing the needs of
children with CCN. In particular, the AAC
assessment is not driven by any formal
or informal protocol or framework, but
rather, is based, mainly, on their clinical
judgment. Further, evidence from prior
research is not integrated into assess-
ment procedures such that the decisions
are guided by evidence-based practice,
as has been recommended (Sackett,
1996). When developing the profile of
the individual, the participants reported
how they assessed a number of areas,
such as language, communication and
social skills, whereas they stated that
the assessment of assistive technology
is conducted by colleagues specialising
in the specific field. Yet, for the assess-
ment of the individuals’ needs they did
not utilise the available diagnostic tools,
either formal or informal, but instead
restricted their assessment process
to clinical observations of behaviour.
Additionally, while the importance of the
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environment (including the family) for a
successful implementation of AAC meth-
ods has been acknowledged, evaluation
of the opportunities for communication
that the individual has and the barriers
that the environment might put up is not
conducted. In contrast, the participants
shared that their assessment focuses on
an individual level, away from environ-
mental stimuli that involve the settings
and the people. Lastly, they responded
that they collaborate with other pro-
fessionals for assessment purposes.
However, given the fact that the partici-
pants did not elaborate further, their role
in the team was not identified.

In line with Beukelman and colleagues
(2008), it would appear that whilst SLTs
provide assessment services for individu-
als with CCN they are not trained in this.
However, this cannot be said with cer-
tainty due to the fact that this was simply
a pilot study, albeit this outcome aligns
with the findings from a previous study
(Pampoulou, Theodorou and Petinou,
2018). The intention here is not to blame
SLTs, but rather, to highlight the need for
further education in the field of AAC. It is
important that these professionals pos-
sess the appropriate knowledge and skills
relating to the AAC assessment process
(Binger et al., 2012). Given the wide field
of speech and language therapy, individu-
als with CCN should seek the services by
SLTs specialising in the AAC field.

To conclude, the findings from the pilot
study presented here raise a number of
issues. First, it has become clear that the
assessment services that are provided for
people with CCN need to be investigated
further in order for the researchers in the
AAC field and stakeholders to understand
better the procedures followed by SLTs
for the particular service. Second, the type
of the questions that are included in the
questionnaire seemed to be difficult for
the clinicians and hence, there is a need
for it to take a different form. A second
draft of the questionnaire was developed
that mainly consisted of multiple choice
questions with the aim of collecting more
information that will allow the research
team to understand the assessment
process better. The development of this
version relied heavily on the feedback
from the pilot study presented above.
The questionnaire was distributed to all
speech and language therapists working
in public schools in Cyprus and a 60%
response rate was received. It is our goal
to share the findings of this study in the
near future.
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Lego-based therapy is a social communi-
cation intervention which uses Lego as a
motivating therapeutic tool to indirectly
target areas of difficulty. The approach
follows a consistent and highly structured
routine, incorporating specific roles and
rules to scaffold social interaction skills
including joint attention, turn taking,
shared goals and team working.

The intervention was originally devel-
oped by Dr Dan LeGoff, a Clinical
Neuropsychologist based in Philadelphia,
evolving from his naturalistic observa-
tions that children with high functioning
autism would spontaneously engage in
Lego play with others whilst in his clinic
waiting room. This client group typically
attended mainstream school, and experi-
enced difficulties with higher level social
communication skills including problem
solving; negotiation of social scenarios;
and maintaining the pace of interactions
involving multiple communication part-
ners and conversational topics.

Lego-based Therapy is a relatively new
intervention and as such, the current
evidence base is limited both in terms
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of quantity and research subjects; how-
ever there is a small but positive evidence
base to demonstrate its effectiveness as
a social skill development intervention
for children with high functioning autism.
Anecdotal findings and clinical outcomes
based on our learners at National Star
have indicated to us that Lego-based
Therapy also has successful applications
with young adults with more severe
autism, learning disabilities, language
delay, and those who use Alternative
and Augmentative Communication
(AAC) systems to support their verbal
communication.

The intervention is based upon a collab-
orative play model, in which the group
members work together to achieve a
shared outcome, and involves a set of
rigid roles and associated rules.

Engineer: leads the project, chooses
the build, identifies what resources
are needed and how they are
constructed, directs instruc-
tions to the Supplier and Builder.
Specific social behaviours: looking at
communication partner (i.e. Supplier/
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Builder), initiating interactions,
directing comments/instructions to
appropriate peer.

Supplier: waits for Engineer’s instruc-
tions about what pieces to find,
listens to instructions, looks for what
is needed, passes the pieces to Builder.
Specific social behaviours: waiting
for turn/instruction, listening to com-
munication partner (i.e. Engineer),
responding to instruction - looking for
target pieces, sharing target pieces with
appropriate peer (i.e. Builder).

Builder: waits for Engineer’s instruc-
tions and Supplier’s resource sharing
(i.e. has to wait for 2 turns), looks to
Supplier to receive pieces, listens
to Engineer’s instructions about
how to construct the build, inter-
acts with Engineer and Supplier
to check construction is correct.
Specific social behaviours: waiting for
turn/instruction, receiving target pieces
from appropriate peer (i.e. Supplier),
listening to communication partner (i.e.
Engineer), responding to instruction -
constructing pieces correctly.

|  COMMUNICATION MATTERS



PAPER PRESENTED AT THE CM2017 NATIONAL AAC CONFERENCE, UNIVERSITY OF LEEDS, SEPTEMBER 2017

In addition to these specific roles and
responsibilities, the structured group
context also promotes a range of more
general social interaction skills includ-
ing offering and asking for help, sharing
resources, working together, problem
solving and tidying resources away.
Finally, the intervention provides a safe,
structured and familiar environment in
which group members are able to prac-
tice the social behaviours which they
find challenging; with lots of praise and
positive feedback provided by the group
facilitator, in order to reinforce the skills
being developed.

The inherent requirements of a Lego-
based Therapy task lend themselves
well to the development of functional
social interaction skills, including turn
taking, sharing, joint attention and work-
ing towards a mutual goal. The practical
nature of the activity is also beneficial for
developing these important social com-
munication skills in a manner which is
less intimidating for group members
than a direct conversational group; for
example, it may be more achievable for
some individuals to direct a comment
which relates to clear and motivating
instructions, rather than a question or
response about an abstract social topic
such as sharing weekend news. This
relates to a key theory within the Autism
Spectrum Disorder (ASD) literature, that
of “Reading the Mind in the Eyes” (Baron-
Cohen etal, 2001).

Another theory from which Lego-
based Therapy has developed is the
“Empathising/Systemising Theory of
ASD” (Baron-Cohen, 2002); in line with
these principles, structure, routine and
time keeping are crucial elements within
the motivating group task so that all par-
ticipants have adequate time to complete
their role; enjoy the building activity;
and explore the completed construction
which they have created together. This is
essential for encouraging feelings of posi-
tive self-esteem for all group members;
and feelings of pride in their achieve-
ments, both individually and as part of a
group.

What we particularly like about the
approach is its focus on positive peer
relationships and self-esteem. The use
of Lego as a motivating therapeutic tool
offers a natural peer group for session
participants, as it provides at least one
common interest with others. This is
particularly significant for children and
young adults who are aware of their social
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communication difficulties, and can offer
the potential for meaningful relationships
to form outside of the structured group
context. Similarly, the use of Lego enables
a ‘Can do’ approach to learning and skill
development, as group members are
familiar and confident in the use of this
resource as a leisure activity.

The current evidence base for Lego-
based therapy relates to children aged
between six and sixteen years old, with
high functioning autism. Whilst there
are some limitations in methodology,
findings to date indicate a range of posi-
tive social communication outcomes
including increased initiation and dura-
tion of conversations (Le Goff, 2004;
MacCormack et al, 2015); increased
adaptability within social situations (Le
Goff & Sherman, 2006); and reduced fre-
quency of challenging behaviours and
autism-specific behaviours (Owens et al,
2008). Promisingly, the literature indi-
cates that any social skill intervention is
better than no intervention for children
with ASD; however more significant posi-
tive outcomes are evident in children
accessing a Lego-based Therapy group,
in comparison to a conversation or other
social use of language group (Le Goff
& Sherman, 2006; Owens et al, 2008).
Furthermore, improvements in social
skills are seen both immediately follow-
ing Lego-based Therapy intervention and
maintained after the intervention has fin-
ished (Andras, 2012), thus demonstrating
functional skill development and gener-
alisation to real life settings.

In order for our learners at National Star
to access Lego-based Therapy, we have
made a number of adaptations to the
original approach. At a practical level, we
use Duplo rather than Lego sets, which
include larger bricks and less complex
constructions; this ensures that indi-
viduals with fine motor limitations and
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processing difficulties have adequate
time to respond to instructions, contrib-
ute to the group task, and complete the
construction in the time available. We
also use a wide range of visual prompts to
support learners’ understanding of task
demands and expression of instructions,
including group rules presented in writ-
ten, signed and verbal formats; a symbolic
session timetable which specifies all
tasks within the group activity; and step-
by-step picture prompts to simplify the
original Duplo instruction manuals.

In addition to the fundamental social
skills which the group context facilitates,
we are also able to promote language
development for learners with complex
communication difficulties: this incorpo-
rates understanding and use of functional
concepts such as colour, size, shape and
position; vocabulary development; and
increased length of verbal utterances,
from single word to simple sentence level.
Finally, we have observed positive out-
comes in terms of functional AAC skills
for learners who use low- and hi-tech
AAC strategies to support their commu-
nication; these include improved skills
in navigating their personalised AAC
system; increased initiation of communi-
cation; choice making; use of comments
and questions; and sentence building
skills.

Case studies

Names changed to maintain client
confidentiality

PAUL
Clinical Profile

e ASD, severe sensory processing diffi-
culties, learning disability

¢ Verbal - does not initiate communica-
tion, typically responds to questions/
requests using single words
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Benefits from the use of visual prompts
including objects, photographs, sym-
bols and Makaton signing to support
choice making and participation

Communication Systems/Strategies
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Developing use of a low-tech A5 topic-
based communication book within
structured activities, to support initia-
tion of meaningful requests.

Uses a visual timetable system to sup-
port comprehension of daily routine,
activity transitions and management
of change within structured College
routine:

- Reduce environmental distractions
when supporting transitions, to
reduce processing demands.

Verbal instructions presented once,
followed by adequate processing/
response time:

- Non-verbal prompts (e.g. object/
photograph/symbol/pointing)
used to support comprehension of
task requirements during waiting
phase.

- Choices/instructions presented by
only one communication partner,
to support comprehension of task
demands and reduce processing
needs - complete current activity
or event BEFORE changing staff
support.

- Model target actions/responses to
support understanding of unfamil-
iar task demands, and encourage
participation within activities -
offer physical prompting/support
as required.

¢ Weekly Lego-based Therapy group
participation with familiar peers since
September 2016.

Outcomes and Skill Generalisation

Following Ongoing Lego-Based

Therapy:

¢ Increased initiation of communication
using verbal and/or non-verbal strat-

egies to direct task instructions (e.g.

offers appropriate comment re: colour

of target piece and/or corresponding
picture prompt):

- Skill generalisation noted through
initiation of high frequency requests
using communication book within
structured education sessions (e.g.
navigates to and requests snack
preferences when presented with
book, increasingly using simple
sentences - “I want biscuit”).

¢ Spontaneous identification that use

of non-verbal strategies are helpful to
support communication, both in terms
of expression and confidence (e.g.
will initially offer instructions using
appropriate picture prompts when
interacting with unfamiliar staff, then
begins to use his voice as he becomes
more familiar with the person):

- Skill generalisation noted through
appropriate use of communication
book resource to make requests
when presented in a different for-
mat (e.g. A4 size), on occasions

when his book has been unavailable.
® Increased initiation of session time-

table set up (e.g. spontaneously
began to remove appropriate symbol
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from timetable when an activity had
“finished”, and now regularly takes
responsibility for this system within
the group context):

- Skill generalisation noted through
independent set up of his own
now/next timetable system, when
presented with timetable and all
symbols for a given timeframe (e.g.
all morning sessions).

Case studies

Names changed to maintain client
confidentiality

BRIAN
Clinical Profile

L]

ASD, cerebral palsy, learning disability

Communication - uses facial expres-
sion, gesture, body language, symbolic
choice making using photographs,
and speech including learnt phrases.
Unable to verbally turn take in con-
versation and wait for peer responses.
Limited attention skills and has diffi-
culty engaging in group activities.

Engagement - has difficulty transition-
ing from one session to another, turn
taking, attending to activities for pro-
longed periods of time.

Benefits from the use of visual prompts
including objects, photographs, sym-
bols and Makaton signing to support
choice making and participation

Communication Systems/Strategies

Uses a now/next visual timetable
system to support comprehension of
daily routine, activity transitions and
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management of change within struc-
tured College routine:

- Reduce environmental distractions
when supporting transitions, to
reduce processing demands.

- Repeat timetable verbally whilst
transitioning to relieve anxieties.

¢ Verbal and Makaton prompting to sup-
port understanding.

» Avoidance of trigger words to support
processing and challenging behaviour.

¢ Weekly Lego-based Therapy group
participation with familiar peers since
September 2017.

Outcomes and Skill Generalisation
Following Ongoing Lego-Based
Therapy:
¢ Increased initiation of verbal com-
munication with peers (e.g. will ask
a question or give an instruction to
peer).
- Skill generalisation noted through
increase in initiation of requests to
peers.

¢ Increased ability in turn taking and
waiting for peers (e.g. will identify
whose turn is next and will now talk to

support during wait time rather than
shout loudly).

- Skill generalisation noted through
increase in wait time between each
turn and acceptance of peers within
the group.

e Increased use of eye contact when
sharing bricks with peers (e.g. will
look to the peer when passing the
brick to the builder).

- Skill generalisation noted through
appropriate use of eye contact
within turn taking activity.

¢ Increased initiation of session time-
table (e.g. will now spontaneously
verbally tell the group the routine and
rules at the start of the session).

- Skill generalisation noted through
increase in responsibility for group
timetable system within the group
context on a weekly basis.
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Review of paper presented at CM2018 Conference

A review of the talk
“Participation For Young AAC Users”

ADAM LENARTOWICZ
Email: adrobherlen@gmail.com

As an audience member who uses AAC, |
personally found this talk fascinating and
extremely thought-provoking because |,
still to this day, really struggle to regu-
late my emotional response to things. It
is often that the emotional well-being of
an AAC user, particularly with Athetoid
CP, is overlooked or, more commonly, not
talked about in as much detail/care as it
really needs to be.

I remember my AAC teacher/co-ordinator
at high school getting an educational psy-
chologist for me to talk about my teenage
hormone “mood swings”, but she dived
straight into something that was very
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inappropriate - aresilience test! From lis-
tening to the talk, it was quite clear to me
that the SALT, who was presenting, had
closely worked with the psychologist to
help him/her to fully understand how CP
heightens one’s emotional response(s). I
believe that the psychologist at my high
school didn’t have as much guidance on
understanding communication disabili-
ties as the one who worked with this
presenter.

Although I really enjoyed the content, [
would have liked more graphs and videos
on the sideshow to assist me in absorb-
ing such a powerful and sensitive topic. I
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also really think that some kind of a sur-
vey would be a very strong instrument for
illustrating some of the issues/concepts.

Overall, I give this talk 8/10 because
although I noticed a few mistakes due to
being nervous (absolutely normal!), the
topic was extremely engaging and very
well thought through!

Before I go, I really want to leave you with
these ideas - let’s speak up about stuff!
Like the mental health of university stu-
dents, the emotional well-being of young
AAC users needs to be discussed openly
and maturely, and without judgement.
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Social Media for Engagement:
Safe and Enjoyable New Frontiers
for People who use AAC

BRONWYN HEMSLEY, PH.D
Professor of Speech Pathology,

University of Technology Sydney, 67 Thomas Street, Ultimo, NSW, 2007, Australia

Email: Bronwyn.Hemsley@uts.edu.au
Twitter: @BronwynHemsley

This paper is based on the
author’s keynote presentation
at the Communication Matters
Conference 2017

AAC, Communication Rights,
and Social Media

The year 2018 is particularly importantin
the field of Augmentative and Alternative
Communication (AAC) as it is the 70®"
Anniversary of the Universal Declaration
of Human Rights (United Nations, 1948)
which highlights the human right of
communication (McLeod, 2018). My
presentation at Communication Matters
2017 provides an ideal opportunity to
(a) highlight two Articles of the Universal
Declaration of Human Rights and of the
UN Convention on the Rights of Persons
with Disabilities (UNCRPD; United
Nations, 2006) that are relevant to the use
of social media for communication, which
promotes access to the human rights of
communication, and education through
the use of technology.

Social media provides an important form
of online communication that increases
users’ visibility, influence, and reach
online (Hemsley, Balandin, Palmer &
Dann, 2017; Hemsley, Balandin, Palmer
& Dann, 2018). Using social media affords
users a means of expression with friends
and others in the community. Article 19
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of the Universal Declaration of Human
Rights (United Nations, 1948) states
that “Everyone has the right to freedom
of opinion and expression; this right
includes freedom to hold opinions with-
out interference and to seek, receive and
impart information and ideas through
any media and regardless of frontiers.”
In addition, Article 27 of the Declaration
states that “everyone has the right to
freely participate in the cultural life of
the community, to enjoy the arts and to
share in scientific advancement and its
benefits.” Similarly, the UNCRPD (United
Nations, 2006) emphasises communica-
tion rights, in that people have the right
to use a range of communication modes
and to learn to use new technologies at an
affordable cost to increase their partici-
pation and access to information. Thus,
supporting people who use AAC in the
use of social media could facilitate access
to their human right of communication
and their right to sharing in the cultural
life of the community (Hemsley, Balandin,
Palmer & Dann, 2018).

Managing risks in using social
media: cyberbullying and mental
health

Social media users do not tend to rely on
a single social media platform for their
day-to-day communication needs. Rather,
they use a whole range of social media
platforms, and may be introduced to
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new ones quite frequently as these are
launched and taken up by peers and the
general public. As such, the use of social
media is an important element of inclu-
sion for people who use AAC. While the
use of social media has many potential
benefits, it also poses potential harms to
all who use it. The benefits and risks asso-
ciated with using social media need to
be taken into account in any framework
designed to support the safe and enjoy-
able use of social media by people who
use AAC who might be more vulnerable to
cyberbullying as a result of their commu-
nication difficulties. A recent report into
social media and children’s mental health
(Frith, 2017) provides an important con-
text for thinking about how young people
who use AAC might experience and use
social media. In the UK, the majority of
young people use the internet for more
than 2 hours per day outside of school.
Almost half of the 15-year-olds in the UK
are ‘extreme’ internet users (more than
6 hours per day), with almost all of them
using Facebook (Frith, 2017). ‘Extreme’
users of social media reported lower
life satisfaction than moderate users;
they also reported more cyberbully-
ing. However, restricting a person’s use
of the internet in an attempt to increase
their safety on social media might not be
effective in reducing their risk of harm.
According to Frith, restricting use of the
internet could “inhibit the development of
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the skills needed to handle online risk” (p.
7). Rather than seeking to restrict access
to social media, it might be more useful
and helpful to ensure that young people
“are taught and supported to learn digi-
tal skills as they start to navigate social
media” (Frith, 2017, p.7). Thus, young
people who use AAC must be included in
educational programs targeting digital
skills, as they have the same rights to use
social media as their peers without dis-
ability, and to do so safely.

Some groups and individuals are more
at risk of abuse in social media than oth-
ers, with important implications for the
field of AAC. Henry et al. (2017) reported
that as many as 50% of Australians
with a disability and 50% of Indigenous
Australians have been victims of image-
based abuse online. Younger people aged
16-29, along with lesbian, gay, or bisex-
ual Australians, are also at higher risk of
abuse online. In terms of relationship and
safety in social media, image-based abuse
is on the rise (e.g., pornography, public
shaming, impersonation, or fraud) and
there is an increased recognition of the
blurred boundaries of ‘sexting’, or send-
ing sexually explicit images through SMS,
snapchat, email, or other social media
platforms (Henry et al.,, 2017). Frith
(2017) reported that in responding to
cyberbullying, young people “use a range
of coping mechanisms to deal with online
risk, such as blocking other internet users,
changing privacy settings or taking a
break from the internet” (p.25). However,
many young people who have been vic-
timized on social media do not talk to
their parents or a teacher about their
experiences. Conversations around the
safe use of social media need to include
ways that people who use AAC can draw
upon their own networks of support, both
in- and out of the social media platforms.

Social media and ‘fake news’:

judging the quality of information
An important purpose for using social
media is the exchange of information
within and across communities. Social
media platforms enable ‘knowledge
creation’ in that users are encouraged
to create original content or materials
for sharing in their growing networks.
However, while many people might now
obtain their news through social media,
there is also an increase in the appearance
and distribution of ‘fake news’ (Rainie,
Anderson & Albright, 2017). The type
and quality of the information obtained
through social media varies enormously
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depending on the source of the informa-
tion and the way that the information
is shared, interpreted, modified, and
exchanged. In identifying ways to sup-
port people who use AAC to access social
media, it is important to consider both (a)
the quality of the information, in terms of
its credibility and reliability, and (b) how
people who use AAC and their supporters
will judge the credibility and ‘truthiness’
of information. Supporting people who
use AAC to critically appraise the source
of information they find online, and to
identify and judge the type of information
as being correct information, or being
‘misinformation’ (wrong information) or
‘disinformation’ (deliberately incorrect
information designed to deceive) is vital
if they are to benefit from having greater
access to information via social media.

AAC and future social media
research

It is not yet known how far reports on
the use of internet and social media by
young people (Frith, 2017) apply to the
lived experiences and views of people
who use AAC and social media. To date,
only a relatively small number of peo-
ple who use AAC have been included in
social media research. Most attention
has been paid to their use of Facebook
and Twitter, and almost no research is
devoted to their use of image-based or
multimedia forms of communication
(e.g. Instagram or YouTube). There are
some studies showing that young people
with disability want to use the internet
and need support to use social media in
safe and enjoyable ways (Raghavendra,
Hutchinson, Grace, Wood, & Newman,
2018). However, there is little informa-
tion on the safety of young people with
communication disability on social media
platforms, even though they may be at an
increased risk of cyberbullying, and rely
more on third party supporters to access
the internet, and also be at an increased
risk of over-protection, restrictive ‘gate-
keeping’, or exploitation. Therefore, it is
important to discover what strategies
are needed to support more people with
communication disability to use social
media safely, and enable them to respond
to and recover from problematic situa-
tions online. Future AAC research could
expand to include a wider variety of social
media platforms, research methods, and
research questions that look beyond
experiences and training to measuring the
impact of using social media on everyday
life (Hemsley et al.,, 2017). It would also
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be important to determine the feasibility
of implementing policies and practices
suggested to improve social media safety
(e.g., Australian Government, 2018) in
services supporting AAC users.

Conclusion

Social-media scans and interviews show
that people who use AAC use social media
for a wide range of purposes, including
publishing and marketing themselves or
their products, services, company, busi-
ness, or talent. People working in the field
of AAC also use social media for raising
public awareness of the many issues con-
fronting people who use AAC and their
families. Therefore, it is important for
researchers, clinicians, and people who
use AAC to talk more about the finer
points of using social media strategically.

It is also important to know more about
how people who use AAC and their family
members and service providers navigate
risk-based decision-making when using
social media, and use social media for self-
expression and self-promotion. Knowing
how people who use AAC view and
respond to the dangers of social media,
and what they do to avoid any pitfalls and
recover from any safety incidents they
experienced, could help prepare others
for using social media. More AAC research
is needed on how people are using social
media platforms that promote visual
and multimedia communication (e.g.
Instagram, YouTube), online gaming, and
virtual reality technologies.

With access to the right technologies,
funding, supports, and safeguards, people
who use AAC could become more visible
online through the use of social media,
even if they are isolated in real life. They
and their families could grow the audience
that they want to reach and know how
to search for and find connections that
work for them. It is important to know
more about the roles of family members
and direct support workers in support-
ing people who use AAC to access social
media to determine whether the sup-
ports provided are (a) overly restrictive,
or (b) uphold the person’s own wishes,
preferences, and their rights according
to Article 19 of the Universal Declaration
of Human Rights (United Nations, 1948).

Resources and Reports

Australian Government (2018). The
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33



PAPER PRESENTED AT THE CM2017 NATIONAL AAC CONFERENCE, UNIVERSITY OF LEEDS, SEPTEMBER 2017

Frith, E. (2017). Social Media and Children’s
Mental Health. Education Policy Institute.
Available at:

https://epi.org.uk/wp-content/
uploads/2017/06/Social-Media_Mental-
Health_EPI-Report.pdf

Henry, N., Powell, A., & Flynn, A. (2017).
Not Just ‘Revenge Pornography’:
Australians’ Experiences of Image-Based
Abuse: A Summary Report. Available
at: https://www.rmit.edu.au/content/
dam/rmit/documents/college-of-
design-and-social-context/schools/
global-urban-and-social-studies/revenge_
porn_report_2017.pdf

Hemsley, B., Balandin, S., Palmer, S., & Dann, S.
(2017). A call for innovative social media
research in the field of augmentative and
alternative communication. Augmentative
and Alternative Communication, 33(1), pp.
14-22.

Hemsley, B., Balandin, S., Dann, S., & Palmer, S.
(2018). Using Twitter to access the human
right of communication. International
Journal of Speech Language Pathology,
20(1), pp. 50-58. Retrieved from:

https://www.tandfonline.com/doi/full/10.1
080/17549507.2017.1413137

McLeod, S. (2018). Communication rights:
Fundamental human rights for all.
International Journal of Speech Language
Pathology, 20(1), pp. 3-11. Retrieved from:

https://www.tandfonline.com/doi/full/10.1
080/17549507.2018.1428687

Raghavendra, P., Hutchinson, C., Grace,
E., Wood, D., & Newman, L. (2018) “I
like talking to people on the computer”:
Outcomes of a home-based intervention to
develop social media skills in youth with
disabilities living in rural communities.
Research in Developmental Disabilities, 76,
110-123. Doi: https://doi.org/10.1016/j.
ridd.2018.02.012

Rainie, L., Anderson, J., & Albright, J.
(2017). The Future of Free Speech, Trolls,
Anonymity and Fake News Online. Pew
Internet. Retrieved from:

http://www.pewinternet.org/2017/03/29/
the-future-of-free-speech-trolls-
anonymity-and-fake-news-online/

United Nations (2006). Convention on the
Rights of Persons with Disabilities. United
Nations, New York. Retrieved from:
https://www.un.org/development/desa/
disabilities/convention-on-the-rights-of-
persons-with-disabilities.html

United Nations. (1948). The Universal

Declaration of Human Rights. Retrieved
from:

http://www.un.org/en/
universal-declaration-human-rights/

Switch access: the first way forward

in AAC assistive technology

ESTHER DAKIN

Head of Education & Development, Smile Smart Technology

Email: education@smilesmart-tech.com

Switch access today is the most com-
mon entry point to AAC devices and
autonomous control in a wide range of
current assistive technology products.
The argument is made that methodologi-
cal approaches proposed in the past by
researchers promoting joystick use in
powerchairs over switch access should be
rejected as an outmoded concept for those
with complex needs due to the multidisci-
plinary demands and integrated nature of
contemporary assistive technology.

Introduction

It is strongly believed that we are
currently reaching an important turning-
point in the both AAC and wider Assistive
Technology practice (Peters, 2017) (Sik-
Lanyi Et Al.,, 2015; Kirkpatrick, 2016)
and that we must grasp the opportunity
to work more closely with all stakehold-
ers and respect all our colleagues equally
regardless of whether they hold a
syringe, pencil, switch or spanner as we
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move forward into the age of the Fourth
Industrial Revolution (4IR).

Two of the most basic principles of every
creature on this planet are to be able to
communicate and move. So technologi-
cally speaking the world of disability has
evidently made enormous progress in
many different ways to enable humans
to communicate using contemporary
engineering and electronics. The world
of movement has also been refined and
enhanced through the same electronic
advancement process and through use
of superior materials, but only up to
a point. Many of the advances in move-
ment have been in controls programming,
however the method of inputting those
controls has hardly varied over the last
10-15 years. For those able to operate
a joystick successfully there are various
sizes available with varying degrees of
sensitivity and at the point of assessment
your competency outcomes are binary:
you succeed or fail when you are tested.
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If you fail that competency test for safety
reasons, you become a special case. At
this juncture the process has historically
been at best confusing and at worst arbi-
trary. If switches are the chosen option,
key consultations with the case physio-
therapist or occupational therapist are
fundamental to ensuring that the seating
is optimized to enable switch operation
to be consistent and accurate. The estab-
lished route is to consider switching as a
secondary alternative to joystick use and
dependent specifications are prescribed
from scale, positioning and ease of opera-
tion. This process can take weeks or even
months in the UK, dependent upon whom
is carrying out the assessment, what
resources are available to fabricate suit-
able switch mounts and the frequency of
clinic dates for reviews and alterations
to equipment or repositioning. It is felt
that greater interdisciplinary assessment
consistency and speed must be brought to
current systems.
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How is communication switching
allied to movement?

Whilst there are various aspects of con-
trol switching set-ups that are common to
both the operations of a communication
device and a mobility device, the risks
involved in switching for ‘driving’ is fun-
damentally different. If a switch is used
on a communication device the degree
of accuracy in operation is less problem-
atic than for driving. Whilst a random
misguided operation of a switch on a
device may cause anger and/or frustra-
tion for the user, when this occurs during
driving, pain or damage can occur very
swiftly to the individual or any people and
surrounding objects. Whilst both disci-
plines use fundamentally the same input
hardware, their potential operation and
outcome can be far apart. If switching
is optimized, the fatigue and frustration
normally experienced by the users can be
much reduced - and through using safe
motivational teaching tools and empa-
thetic methods, accuracy of all switch use
can be greatly improved.

At Smile we use certain essential princi-
ples in our methodology that we formally
call ‘the Dakin method’ which we really
call ‘sneaky therapy’. This is a gentle pro-
gressive teaching method that moves
away from the inflexibilities of historical
practice. Our areas of consideration are:
Ability, Access, Advancement, Age, Angle,
Autonomy.

Ability - is a mixture of understanding
an individual’s potential capacity and
our belief in them. Our hardest task is to
assess a child or adult with little feedback
upon first meeting. We firstly read their
eyes and their body language especially
where they are non-vocal. We are trying
to unravel a detective story and look for
clues. Parents, teachers and carers are all
vital in helping to provide clues to under-
standing personal motivations and fears
and must be listened to.

Access - Which input device to use?
Joysticks are not suitable for every-
one, and multiple switching is equally
problematic given the layout and space
required. A combination of two switches
provide many options from scanning
to direct steering - you cannot pull a
switch sideways as happens with joy-
sticks. Technicians and support staff are
important to communicate with to bet-
ter understand common risk factors in
transport, private space and regular
technical damage before this decision
is made. Many are able to use joysticks
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with ease. For those who are borderline
we would now strongly encourage focus
upon switch access teaching. Frequent
use of switching improves switch accuracy
rates. Sneaky therapy begins with single
switch and timed access, we can stage
progress through to a press and hold acti-
vation, and for some on to free driving
using our in-house tools, starting with the
Drivedeck at assessment level. Turning
sensitivity settings down incrementally
until proficiency enables the user to main-
tain a constant ‘move-to-press’ pressure
- which is so helpful in the later progres-
sion of scanning. Incentivization given
by the physical sensation of autonomous
movement - the visceral cognizance, the
perception of the user’s body moving
safely through a space controlled with
their own repeated action is an extremely
powerful motivating force. It is predomi-
nantly through the use of switches rather
than joysticks that many AAC users will
be most immediately integrated into the
use of web-based technologies that exist
today, therefore we argue for stronger
emphasis upon switch access, particu-
larly where safe autonomous driving is
not a realistic development option. In
view of innovation through 4IR, where
mechanical, electronic and biomechanical
engineering merge progressively closer
together, we are witnessing a greater
integration of technologies and skills. We
must take care not to needlessly specify
overly complex technologies that exhaust
the energy of users at the expense of
learning essential skills such as switch
training.

One example of transitioning to new
forms of autonomous situations using
simple switch access and in this instance
Smile tools is a young man called George.
George has Downs Syndrome, he suffered
a stroke and became blind. Previously he
had independently enjoyed the sensory
room as a space to explore switches and
play games on the computer. After his
stroke, visits to the main sensory space
reduced to once a week and often sat in
dire boredom in the TV room as he had
become unable to move himself around
the building or access the computer. To
help overcome his new world without
his sight, switches and Smile line follow-
ing tools were provided to him and the
computer was moved into his own room.
This enabled him to move autonomously
when he wanted to visit his friends in
the TV room and then safely return to
his own room to game or rest, even
without his sight or the ability to walk.
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George’s enjoyment of personal indepen-
dence both physically and mentally was
returned to him. The understanding of
switches allowed him to adapt to his new
sensory world.

Age - We would like to enable all chil-
dren to start their access to autonomous
independence, both physical and com-
municatory at the earliest possible age.
Indeed, we believe that this should be
happening at the same age that fully
able-bodied children would be beginning
their crawling and walking development
- to allow them to progress as naturally
as possible with the assistance of their
relevant assistive technology. To leave a
child until they are 8 or older we believe
is to waste vital years of integrated devel-
opment with the right technology. This
is a contentious point, but we frequently
witness the clear benefit of early inter-
vention and would encourage further
research in this area.

Many problems we face concerning age
is growth related, particularly in teenage
boys for whom delays can mean prod-
ucts quickly become unfit for purpose
due to body size and strength. The prob-
lem of not looking forward is illustrated
by the case of Hercules. His fast growth
and increased strength in teenage years
should have been given consideration by
therapists at assessment and would have
benefitted from greater dialogue with
other team members. Due to a combina-
tion of the traditionally slow prescribing
processes mentioned above and his dra-
matic increase in size through puberty
onset, which increased his strength and
tonal fluctuations, by the product deliv-
ery date the prescribed AT and teaching
methods had become obsolete. Nearly
two years of productive development was
lost.

Advancement - How to optimize
potential by looking forward to where
technology will be allowing an individual
to be in the future. We are currently at a
new frontier of electronic assistive tech-
nology access. We wish to see individuals
optimize the full potential access that
their brains are capable of - not limited
by physical conditions or historic tech-
nology. Advances in technology provide
us with access to previously unthinkable
abilities such as 3D printing and gaming.
One example of a mother’s vision involved
her eight-year-old girl called Tilly. Tilly’s
mother had been told by a therapist that
her daughter would only ever be able to
use eyegaze at the very most and never
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be capable of anything more physically
or intellectually complex. Tilly’s mother
challenged this and made the point that
her daughter had only recently learnt
the use of eyegaze and communicated in
three languages. At her first attempt on
the Drivedeck, despite never having any
previous switch experience Tilly instantly
understood the correlation of switch and
movement and now enjoys a strong level
of physical and communicatory auton-
omy at home and school. Her mother had
a strong perception of her abilities and
looked ahead for her daughter who will
now have far greater access to education
and autonomy in the future.

Angle - Comfort and empathy are key
to successful access. We must provide
switch users the most immediate and
comfortable angle of positioning in
switching to enable immediate success.
Once new users have realized what they
are able to accomplish with the switch,
one can then instigate the key physical
element of sneaky therapy. Switches can
be stealthily moved over time to achieve
the therapist’s long-term goal for position
and activation, as muscle and memory
gently allow. Maintaining the momentum
and progress gained at any level of suc-
cess must be kept at all cost, and great
care must be taken to consider comfort,
as unless the repeat process is painless,
success will be slow, limited or absent.

AUTONOMY! - The end goal... the motiva-
tion behind the entire process. Giving any
individual the ability to move without the
pressure of navigating is a tremendous
bonus. There is no pressure. It is pure
pleasure. Autonomy through switching,
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where joystick use is too challenging, is
what we see as the key motivation needed
to move on to switching in AAC access and
the foundation of our teaching. Using these
keystones, we build our approach to facil-
itate the optimum progress of those we
work with. This methodology integrates
the consideration for the work of our col-
leagues even if we are unable to speak to
them directly. We encourage greater direct
communication between all advisors and
stakeholders in support teams, with the
focal point being upon the holistic provi-
sion of streamlined services to speed up all
provision of assistive technology devices
and integration of therapies. We strongly
welcome joint assessment meetings with
all stakeholders, as on the rare occasions
that this occurs outcomes are greater and
faster than the norm.

The historical divide between health and
education is we believe outdated {Dakin,
2017, The drive for a holistic approach
to mounting communication equipment.}
(Dakin, 2017)2017. Technology accessible
on the outside of less able individuals is
fast catching up with what is on the inside
of the able bodied. The demand for better,
smaller, less intrusive design and innova-
tion is blurring the functions of specialists
and placing ever increasing demands upon
therapists and care teams. In order for
practitioners to work more effectively for
those we advise, we each must understand
and respect the impact of each other’s
work more and acknowledge that due to
the new interconnected nature of technol-
ogy, education, communication, driving
and health support, we must work more
closely together at every stage.

We believe that in AAC and the allied
professions of this field our access point
to technology must also evolve. Eyegaze
and similar ocular dependent access is
an important and exciting entry point
that we look forward to researching
further. Given the cross-over between
driving, scanning, gaming and general
computer and tablet access, which are
all accessible through switches, we feel
very strongly that double switch teaching
must be encouraged wherever possible.
Our approach exists to enable users to
make maximum use of switches, whether
connected to a communication or mobil-
ity device, this encourages users to be
proactive not reactive. If one switch can
be operated you can communicate and
move, if you can operate two switches you
can gain access to today’s online world
and increase opportunities in achieving
future education, employment and social
goals.
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‘What is AAC?’
Focus On leaflet

Please contact us on
admin@communicationmatters.org.uk

to place an order.

CM is very happy to distribute these
leaflets to spread awareness of AAC
free of charge, but donations
are always welcome!

VOL 32 NO 3 NOVEMBER 2018 |

COMMUNICATION MATTERS



o Glasgow
NOV

o Birmingham
NOV

o Brighton

o London
DEC

Getting Started

with

A hands on introduction to Grid 3, our
complete AAC software package for
symbol and text communication.

We'll take you through everything you
need to get started with Grid 3, from
setup and orientation to customising
ready made grid sets and creating new
resources.

Our training day costs £50, which
includes a licenced copy of Grid 3, 6hrs

CPD for professionals and lunch.

Book your tickets: thinkSmartbox.com/gettingstarted



Indi 7 Indi 10 Speech Case -110 I-Series+

Created to give you the freedom to choose the speech device that is right for you,
the Touch family allows you to pick a solution based on your preference for:

Operating systems
Size
Software

With the Tobii Dynavox Touch family, the choice is yours.
For more information, please contact your local Tobii Dynavox sales consultant.

Want to learn more about Tobii Dyanvox software?
Join us for an upcoming training near you. &

Getting Started with Snap + Core First
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4t December Aberdeen o
5" December Cheadle
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Register at tobiidynavox.com/en-gb/training-webinars/

Power to be You tobii dynavox



