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Editorial

T

his is our last edition of IDA in this format and we would
like to thank Ross Tudman for his long term excellent
work and guidance in assisting ASID to get news to its
members and wider organisations. Sadly he has decided to
reduce his workload and enjoy life more.
The main theme in IDA this month is people with severe
and profound disability – a group of people often overlooked and excluded from the community. We hope the
articles will give you some ideas forward to engage people
– whether it be through supported decision making, music
therapy or intensive interaction.
We have an article by Cathy, a person with an intellectual
disability who talks about her life.
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We held our national conference in Hobart, Tasmania
– with 215 registrations. There were some real highlights
as you see by the photos on the back cover. More to come
about that in the March edition next year.
We are featuring two prominent researchers Patsie Frawley
and Roger Stancliffe, so be challenged by their diverse
interests and achievements.

Editor: Hilary Johnson

Editorial Address:
4 Figwood Dr
Bellingen NSW 2454

ASID has a new president and we look forward to reading
Laura’s regular column.

We will be engaging a company to give us a new look to IDA
in the March edition. We are keen to experiment with new
ideas so please keep the feedback going.
We are interested in featuring ASID members so please
send me in your photo and two hundred word bio, it is great
to get to know new people.
Contributions to IDA are welcome as are questions and
comments. Please contact me at idaeditor@asid.asn.au

Hilary Johnson

Artwork:
krvt DESIGN
ross@krvtdesign.com.au
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Supported Decision Making

by Jo Watson
Speech Pathologist,
lecturer and researcher
at Deakin University
in the School of Health
and Social Development
in the
Disability and Inclusion team
joanne.watson@deakin.edu.au

T

he United Nations Convention on the Rights
of Persons with Disabilities (UNCRPD) to
which Australia is a signatory, represents an
important step forward for people with intellectual
disability in realising their human right to autonomy.
In particular, Article 12 of the Convention emphasizes the full and equal legal capacity of all citizens
to participate in decisions and importantly to
receive appropriate support to make these decisions.
Australia’s ratification of the Convention in 2008,
coupled with the roll out of Australia’s National
Disability Insurance Scheme (NDIS), underscores
the Australian government’s commitment to ensuring a national focus on autonomy for all Australians.
Supported decision making has emerged as a way of
achieving this universal autonomy.
Despite this international and national focus, tension exists around the relevance and application of
Article 12 for people whose intellectual disability is
at the more severe end of the continuum. Due to the
interdependent nature of their lives, decision-making is obviously challenging for this group, however,
if signatory nations to the UNCRPD are to live up
to their obligations under Article 12 attention needs
to be paid to how best to support this population to
have their preferences heard and reflected in the
decisions that are made about their lives. My work
in recent years has focused on the development
and evaluation of mechanisms with which to enable
this.
In 2011, while employed with Scope in Victoria,
I worked with my colleague, Rhonda Joseph, to
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develop a resource, People with severe or profound
intellectual disabilities leading lives they prefer
through supported decision-making: Listening to
those rarely heard (Watson & Joseph 2011). This
resource outlines an approach that brings together
a group of people who care for and about someone
with an intellectual disability who communicates
informally (circle of support) to support them in
making and acting on a specific decision. The
approach involves a combination of training, on-site
mentoring, observation, modelling, coaching and
provision of feedback over a period of three to six
months.
This approach has provided a lens through which
I have observed and analysed the phenomenon of
decision-making support for people with intellectual disability who communicate informally. These
observations and analysis have revealed a number
of useful findings deepening my understanding of
supported decision-making for people who communicate informally. At the centre of this knowledge
is an appreciation that the process of decision making support exists in terms of the existence of two
distinct but interdependent roles, played by (a) the
person with a disability (supported), and (b) the
circle of support (supporters) in the supported decision-making process. The role of the person with
a disability in this dynamic is their expression of
preference, and the role of supporter is to respond
continued page 4
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Supported Decision
Making
continued from page 3

to this expression of preference. Within this decision-making dynamic, supporter responsiveness,
as opposed to focus people’s expression of preference, is the component that is amenable to change
through structured practice guidance, making the
enablement of responsiveness a crucial strategy for
the realization of Article 12 of the UNCRPD.
Supporters who positively respond to the expression of will and preference of those they support
do so through a multi-faceted process, made up
of a number of tasks (Watson 2016, 2017). These
tasks include acknowledging, interpreting and acting on the expression of will and preference of the
people who are being supported. Although each of
these tasks are important, none of them in isolation, characterise responsiveness. Rather, supporter
responsiveness appears to be reliant on the implementation of these tasks collectively. Supporters
acknowledge/notice these expressions of preference, they interpret these expressions of preference,
assigning meaning to them, and they act on this
meaning.
Considering the importance of supporter responsiveness within a supported decision-making process, I
have focused my attention on the key factors underlying this responsiveness. These factors include
supporters’ attitudes and perceptions toward and
about the person they are supporting, the level of
relational closeness shared by supporters and the
person they are supporting, the functioning and
make up of circles of support, and the characteristics of the service system (e.g. organisational
approaches to risk taking). A detailed explanation
of these factors can be found in some of my recent
publications (Arstein-Kerslake et al. 2017; Watson
2016, 2017; Watson, Wilson & Hagiliassis 2017)
I have been invited by ASID, to run a practical and
interactive workshop on April 26th, 2018, for those
providing support to people with intellectual disability who communicate informally. I will be joined
on the day by Gloria Jelleff, a long-time supporter
and her foster son, Michael, a man with an intellectual disability who communicates informally. In this
workshop we will be sharing some of our insights

around supporting people with intellectual disability who use informal communication. The workshop
will focus on supporting this rarely heard group to
have their will and preferences acknowledged, interpreted and realised, through the decisions made
about their lives.
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in Supported Decision Making’, Disability Studies
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continued page 5
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An unex pec ted
journey:

Fostering
a child with
an intellectual
disability
by Gloria Jelleff

I

n October 1971, myself, my husband and our
two daughters, Coral (8 years) and Alison (4
years) became Cottage parents for the Social
Welfare Department of Victoria in a Family Group
Home established in Templestowe.
Family Group Homes were set up in areas with
access to schools and services and managed by the
Social Welfare Department. The cottage parents
were employed to provide care to up to four wards
of State placed in the Family Group Homes. The purpose of the program was to keep siblings together

Michael and Gloria

who came into care, instead of them becoming separated in segregated orphanages or reception centres.
We provided a “normal” family environment for children that required long term foster care placements.
The “state wards” called us Aunty and Uncle to
differentiate our role as substitute carers until such
time as they were able to return to the care of their
birth parents. Birth parents were able to have phone
and make contact visits to the Family Group home
as well as take their children on outings and holidays. Social workers employed by the Social Welfare
continued page 6
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. . . Fostering . . .
continued from page 5

department assisted birth parents with reunification
with their children.
In 1983, we had a vacancy for a single child. We
were approached by a social welfare officer and
asked if we would consider caring for a “mildly
retarded” 10 year old boy. He had lived at Allambie
Reception Centre for the past three years following
the death of his mother. Although Michael had an
older half sister, he was not able to live with her. The
other alternative would have been for Michael to be
placed in institutionalised care.
Michael attended a special school in the inner
Melbourne suburb of Balwyn. I met with Michael’s
teachers, Beth and Audrey, so l could understand
Michael’s needs prior to him living with us. Beth and
Audrey were very positive about Michael’s progress
and felt that Michael would benefit from living in a
family environment. Thus Michael came to live with
us.
Due to my lack of experience in working with children with disabilities, Michael was never treated
any differently to other children that l cared for. My
expectations of him were the same as the rest of our
extended family.
Michael comprehended what we said to him and
responded by nodding his head or touching my hands
to “Yes” or “No” signs. His speech was described as
“echolalic”. During his time at Allambie, Michael
had learnt a lot of swear words that caused embarrassing moments in a community of very critical
neighbours. By setting a good example and many
admonishments, Michael ceased this behaviour.
Michael enjoyed sport especially cricket, football
and riding bikes with the other children. Sometimes
he amused himself in the sandpit or stroking our
black cat Cindy.
After several months of witnessing his “odd”
behaviour, Michael was diagnosed as autistic by a
paediatrician at the Royal Children’s Hospital in
Melbourne. The paediatrician was very helpful in
advising me on what to expect as Michael reached
puberty.
Michael made good progress at Special School and
was chosen to attend an integrated primary school
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in Kew. At the age of fourteen, Michael transitioned
to secondary school (Swinburne Junior Tech) in
Camberwell. Michael represented his school in
cross-country running and won medals.
During his school years, Michael developed an interest in computers. We attended seminars on computer
programs to help Michael to communicate but there
was no funding available to buy him a computer. A
neighbour offered us a very early second hand computer for $30.00. We purchased the computer for
Michael. He loved plugging his computer into the
television and learning how to print words on the
screen. He was able to read his name, address and
indicate the food he liked to eat. Michael was able
to recognize simple words and logos from the Yellow
Pages and bus timetables. From this he was able to
learn how to travel by himself on public transport.
Michael attended D.E.A.L. (now the Annie MacDonald
Centre) established by Rosemary Crossley. Michael
was assessed by the speech pathologists and he was
able to further develop his computer skills to enable
him to communicate with others.
At 18 years of age, Michael started absconding regularly on public transport. A behavioural psychologist
was able to identify what Michael was trying to tell
me with his behaviour. He wanted to show me that
he could take care of himself and was ready to leave
the family “nest”.
In 1993, a vacancy was found for Michael in a shared
supported accommodation house in Geelong. Michael
continues to share this house with his co-tenants and
they are great friends. Unfortunately, the broker of
the Group Home was not able to provide for Michael’s
communication needs via the computer. We tried
using Compic cards with Michael but we had mixed
success with this communication strategy.
Four years ago, the management of Michael’s group
home was taken over by Encompass disability services. Michael now owns and uses an iPad tablet to
communicate and access educational games. He is
assisted by a speech pathologist at his day program.
His keyworker, Tess, at his group home provides
encouragement and support to Michael with the use
of his iPad.
continued page 7
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Supporting
people
with complex
intellectual
disabilities
using Intensive
Interaction
by Mark Barber
Consultant in
Profound Intellectual Disability
& Leading Teacher
Bayside SDS Moorabbin Vic 3189
drmarkbarber@hotmail.com

I

magine having a conversation with someone
without using any words, where the meanings
of signals and gestures may not be recognised
and even facial expressions might not be easily
understood. The person you are interacting with
may recognise and enjoy your enthusiasm and the
emotional ‘timbres’ in your voice, but will probably
not be able to ‘read’ your intent.
In order to find common ground with the person
and support them to understand you, you would
probably respond to some of their actions- the ones

Mark Barber

that seem to convey their emotions or that indicate
what they are interested in, but this will be a conversation where what is said and done is going to
be less important than the shared moments of joint
attention and emotional fusion that you can arrive
at together.
If you had such a conversation, you would be doing
something called Intensive Interaction and you
continued page 8

. . . Fostering . . .
continued from page 6

Michael chooses not to verbally communicate unless
he is on antibiotics or has had a beer. He prefers
to use facial expression and gesture to indicate his
preferences. Michael became a participant of NDIS
during the trial site rollout in the Barwon region.
Michael enjoys his regular outings to sporting activities with his matched support worker. It is hoped
that these positive experiences enable Michael to
have some control over his life choices.

Michael manages to live a full life enjoying many
outings and holidays. He regularly visits his “Aunty
Gloria” and his family in N.S.W. Michael is much
loved and respected by all whose lives he touches.
o
PLEASE NOTE Jo, Gloria and Michael will be presenting together at a seminar “listening to people
rarely heard” in Melbourne on April 26th in 2018.
Watch out for the event being advertised.
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Support ... using
Intensive Interaction
continued from page 7

would be using something called ‘phatic’ (Pearce,
1989; Senft, 2009 ) communication.

• using and understanding facial expressions

Intensive Interaction is an approach to supporting
people with significant intellectual and often multiple disabilities, often in association with autism, to
learn about communication and what being involved
in social interaction might involve. The approach
is grounded in the work of psychologists Bruner,
Brazeldon, Trevarthen, Piaget, Bowlby, Stern and
Vygotski, and was developed at Harperbury School
in UK by Dr D Hewett and Dr M Nind in 1980s-90s,
largely in response to the perceived failures of the
reward based, goal focussed approaches to teaching
and interventions that were prevalent at the time
and in some places continues.

• using and understanding non-verbal
communication

The practice of this teaching and learning approach
focusses on exploring the fundamental skills that
underpin our ability to be social. Communication
learning is supported within naturalistic and open
ended exchanges that respond to the learner’s foci
and interests. This promotes a context for them to
be included in and to learn through activities that
act as ‘live active meaningful rehearsals of the arts,
skills, techniques, expertise and concepts of being
a communicator... carried out by the learner in
partnership with someone who is already an expert’
(Hewett, 2012).
Intensive Interaction focusses on supporting development in foundational aspects of communication
which, it is argued, (eg Hewett, 2012) underpin
all subsequent and more complex learning. These
aspects of communication are known as the
‘Fundamentals of Communication’ (Hewett, 2001;
2012) and include:
• enjoying being with another person
• developing the ability to attend to that person
• concentration and attention span
• learning to do sequences of activity with the
other person
• taking turns in exchanges of behaviour
• sharing personal space
• using and understanding eye contacts
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• using and understanding physical contacts

• using vocalisations with meaning
• layers of emotional understandings
• learning to regulate and control arousal levels.
Intensive Interaction recognises the futility of using
interventions based on language or symbolic referents with people who demonstrate no apparent
awareness of themselves as learners, Intensive
Interaction focusses on using what the learner finds
interesting as the context and often the content for
engagement and learning. It is not agenda led, target
focused or ‘objectives’ driven. It is a ‘process central
approach’ where rather than outlining full descriptions of intended learning goals and driving toward
them, the focus is on supporting learning to arise
and emerge from activities that are open ended and
learner led.

How do you start to use
Intensive Interaction?
“Intensive Interaction fosters meaningful communicative opportunities with those who might otherwise
be considered impossible to reach. ... It encourages
(learners) to engage fully and empowers them to
understand that they can affect the actions of those
around them” (http://www.complexneeds.org.uk/)
Following a period of intense observation to identify
the idiosyncrasies, interests and foci that the learner
often returns to, the person doing the supporting
tries to intrigue the learner’s interest and attention
by answering, imitating or joining them in their
focus in a conversational style that creates a burst
and pause pattern in which the rhythms of shared
social activity can emerge. The practitioner always
remains within the ‘cognitive and affective reach’
(Daniels, 2015) of the person and works on the basis
that ‘no matter how idiosyncratic the behaviour, it
needs to be interpreted as having the potential for
interaction’ (Nind & Powell, 2000).

Intellectual Disability Australasia

continued page 9

o December 2017

Support ... using
Intensive Interaction
continued from page 8

The initial connection might be made through movement, rhythm, vocal or body sounds, or whatever
the learner seems most interested in at the time.
It is not the skills of the learner that enables them
to interact successfully but the skills of the person
supporting and interpreting them. Their support is
predicated on their willingness to adapt the rules of
conventional conversation so that they include and
respond recognizably to the contributions of the
person they are supporting.
Following and joining the interest or activity seems
to spotlight the ‘teacher person’ as a readable and
significant option in surroundings which the learner
often finds overwhelming or uninteresting. The
practitioner’s first step is to try to see the situation
from the perspective of the learner; to attract an
invitation to enter the learner’s activity, so that what
might be described as common narratives, interactive games or ‘frames’ (Bruner, 1981) emerge and
with repetition become progressively established,
returned to and enjoyably explored. Actually, it’s
called building a relationship and it is something
that professionals seem often to forget about or be
discouraged from doing, but it turns out that it’s the
basis of much of our social interest and engagement.
‘Engagement is the context in which learning takes
place’ (Hobson 2002). ‘The process is active when
two participants are engaged with each other and
sharing the flow of enjoyable and interesting behaviour. (Hewett, 2012)

Experimenting and exploring
The practitioner of Intensive Interaction is focussed
on being motivating enough to fuel sustained activities in the learner’s zone of proximal development,
on responding in a way that draws their attention to
the deep structures underpinning sustained social
encounters, promoting assimilation and accommodation. In practice, once there is a familiarity with
the idea that the practitioner is limiting their role
to that of responding, hesitation creates a space
for and places the onus on the person doing the
learning, to contribute. Skilled partners can thus
support increasingly consistent experimentation

of new connections in the learner’s thinking by
pausing, hesitating, waiting for intent or interest as
established themes are revisited. As the familiarity
of the ‘game’ promotes more assured repetition and
nuance, the emerging neural pathways that lead to
it become incrementally stronger as the game is
returned to and re-rehearsed.
While these constructs might be prominent in the
intent of some educators, clinical psychologists or
speech and language therapists, it is pointed out that
practitioners in other settings aim much more at ideas
of ‘spending time with’, ‘playing’ ‘supporting’ ‘understanding’, ‘trying to get a bond with’ (Firth 2008)
and to ‘hang out’ with (eg Johnson, Douglas, Bigby
& Iacono 2011 ; Forster 2008). The two perspectives
are certainly not mutually exclusive and are equally
fundamental to Intensive Interaction with an 8 or
68 year old. There is certainly no schism between
using Intensive Interaction in a social context with
an aged adult, or in a school with a child. The spark
of energy might well be brighter and more obviously
playful in an 8 year old than a 40 year old or a 68
year old, but the shared and thematic structure of
the interaction would likely be the same. While the
fidelity or ‘what makes it Intensive Interaction’ will
still be apparent, the teacher would probably not
see their primary role as supporting the 8 year old’s
‘quality of life’, nor would the carer of s 68 year be
necessarily focussed on being the fuel for sustained
activity in the learner’s zone of proximal learning.
The identity of Intensive Interaction across settings
lies in the principle that the practitioner follows
the learner along their individual learning path,
supporting their discovery and exploration of the
deep structures that underpin communication and
social learning, without advancing an agenda. ‘The
learning gradually emerges over time as a result
of the rolling, cumulative, generative process of
frequent regular and repetitive actions of Intensive
Interaction’ (Hewett 2012).

Where is it used?
Although Intensive Interaction was developed in
special education settings in UK, it continued page 10
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Intensive Interaction
continued from page 9

has achieved recognition among services for adults
with complex intellectual and often multiple intellectual disabilities (see eg Lovell, Jones & Ephraim,
1998; Elgie & Maguire, 2001; Firth, Elford, Leeming
& Crabbe, 2008; Samuel, Nind, Volans & Scriven,
2008) and for people with autism (Jones & Howley
2010) and more recently for people with dementia (Harris & Wolverson, 2014). In their survey of
approaches to supporting clients with the most complex needs, Goldbart and Caton (2010) noted that
85% of Speech Pathologists responding to the survey
reported as using Intensive Interaction.

conclusions about how much learning is apparent in
video footage. This process ensures that the descriptions of learning and progress that schools provide
to parents are accurate and well founded, as well as
calibrating the judgements that the staff make.

In Australia, Intensive Interaction is recognised as
an evidence based practice by Australian Psychology
Society, (2011). Bayside Special Developmental
School (SDS) in Moorabbin, Victoria is recognised
as Australia’s ‘Centre of Excellence’ in the approach.
All of the staff in the school have been involved in
professional development in the approach and many
take advantage of the constant rolling program
of in-house training which increasingly involves
collaboration with other schools in Victoria and clusters of schools in Queensland. The school provides
professional development and support to parents,
teachers, support staff and therapists from schools
around Australia and New Zealand and increasingly
to residential and day services for adults with complex needs.

https://www.youtube.com/watch?v=_eqHIJEgknw

Video evidence plays a central place in the practice
of Intensive Interaction in schools and services that
have received training in the approach. As the video
accumulates, it provides a data resource which is
used to track students’ and clients’ learning across
the year. Video is also used by teaching and care
teams as the basis of professional development
activities including peer coaching and reflective
practices (Barber 2007; 2011; 2012). To ensure
that their practice is always ‘best’, Bayside SDS
and a cluster of special schools in Queensland have
recently begun to exchange and view each other’s
video samples, to view them without knowledge of
the other’s decisions about what judgements have
been made about them, to ‘moderate’ each other’s

10

If you would like to see Intensive Interaction in practice, Bayside SDS have uploaded a series of videos:
https://www.youtube.com/watch?v=_lS63D0jQUg
https://www.youtube.com/watch?v=u_6az9D3bCc
https://www.youtube.com/watch?v= OnEtQTiqlEk
https://www.youtube.com/watch?v=lWF0vA8NRVs
For further information ...
www.drmarkbarber.co.uk
www.intensiveinteraction.org
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and Social Inclusion, SA
maybelle.swaney@gmail.com
Maybelle Swaney
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he emotional experiences that are connected
to being in a meaningful relationship with
another – that is, to be seen and recognised
– is a need essential to every individual’s sense
of worth and wellbeing (Klein, 1987). Although it
is now generally acknowledged that people with
intellectual disability do experience the same kind
of mental health needs as any other non-disabled
person (Berry, 2003; Smiley, 2005), many continue
to lead lives that are largely isolated from the community (Bigby & Wiesel, 2011). This seems to be
particularly the case for persons with severe and
profound intellectual disability, where meaningful
interpersonal contact with others in their immediate
network, e.g. co-residents, direct-care staff or family
members, is even more limited due to the person’s
high support needs and presentation of less-developed communication skills (Blain-Moraes, Chesser,
Kingsnorth, McKeever & Biddiss, 2013).

(Australian Music Therapy Association [AMTA],
2012). Within the practice of music therapy itself,
there are two components that are essential to any
clinical work: the music (or musical experiences),
and the therapeutic relationship (Boxhill, 1985).
In the early stages of therapy work, the focus is on
establishing a safe space within which a trusting
relationship can be developed. From there the possibilities for change and growth are explored with the
participant, offered in the form of musical experiences. The kind of methods employed, for example,
instrumental playing, singing, improvisation, song
writing, or receptive listening, will be dependent
upon the population and individual needs. Presented
within the therapeutic relationship, musical experiences become the primary mode of communication
and agent of change; this is one of the distinguishing
characteristics of music therapy from other spheres
of music, such as performance or education.

Music therapy is a therapeutic intervention grounded in the notion that every individual is born with
an inherent capacity for communication and relationship (Trevarthen, 1979). While music therapy
is diverse and employed in a variety of settings, its
aims are generally directed towards positive changes
in a person’s health, functioning, and wellbeing

In my work with people with severe and profound
intellectual disability, the primary role of music
therapy is to promote an individual’s emotional
health through engagement in shared musical experiences. Within the sessions, musical experiences
target three specific areas relating to the person’s
emotional development: sense of
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self (the person’s awareness of him/her self), selfexpression (the person’s ability to make him/her self
known and understood), and inter-relatedness (the
person’s capacity to relate with another). Potential
recipients of music therapy in this practice setting
typically present with little to no expressive language
and do not participate in regular group or individual
programs. Many are described as being withdrawn,
spending prolonged periods ‘doing his/her own
thing’ – which may be observed as self-involved or
ritualised behaviours and vocalisations. Although
these types of idiosyncratic behaviours may appear
to be without meaning, in many cases they are the
person’s coping strategy in response to the
environment around them; its function could
be self-stimulating in the absence of stimuli,
or self-soothing where the surroundings are
overwhelming and chaotic (Firth & Barber,
2011). The corollary of this is that, where the
behaviour is perseverative and difficult to interpret,
one may become further distanced from making
connections with those in the world around them
(Blain-Moraes & Chau, 2012). This solitary state
seems to be the condition of most of the individuals
I see for music therapy, despite all of them residing
in group home environments and being constantly
surrounded by peers and a team of support staff.
In this context, music therapy aims to present the
possibility for a meaningful exchange by magnifying
a person’s non-verbal means of communication and
reframing them within musical parameters. Words
are set aside in the search for dialogue material as
we look towards other expressive qualities of the
person: gestures involving hands or head, posture
or body orientation, eye gaze, vocalisations, facial
expression, and movement (Cascella, 2005). Where
perceived as arbitrary vocalisations, music hears
tone, pitch, dynamics, and articulation; where perceived as idiosyncratic gestures or perseverative
behaviours, music hears rhythm, pattern, repetition,
and pulse; where perceived as nonsensical speech,
music hears lyrics, melody ... song. The music

continued from page 12

therapy space at once is rich with material to build
a platform for the beginnings of a shared exchange
in the form of a musical experience.
For example, a therapist might see a person’s habitual rocking and begin tapping the drum in time
with the movement while singing the person’s name.
In response to perseverative speech phrases, e.g. ‘J
wants to go on the bus, J wants to go on the bus,’
the therapist may begin improvising a song about J’s
favourite things to do. In hearing a person’s ascending vocalisations the therapist might respond by first
mirroring the vocalised sound, then improvising a
counter-melody with a descending pattern. At all
times the participant’s presenting gestures,
sounds and silences are approached with
curiosity and responded to as if it were a conversation: with themes, with affect, and with
room for development. In this sense, the therapeutic process is a constant expressing of the
therapist’s attempts towards a gradual understanding of the person’s unique language, and speaking it
back, now shaped within a musical context.
Thus, here in the therapy space unfolds the potential
for a meaningful dialogue that is rooted in relationship. The experience itself takes on meaningfulness
when a person recognises something of him or herself being offered back within the shared exchange
as it is taking place. This process of being recognised
by another is described as intersubjectivity, a developmental phase in early infancy and communication
(Stern, 1985; Trevarthen, 1979). Graham (2004),
drawing on similar influences in her extensive work
with adults with intellectual disability who are nonverbal, writes that: ‘An infant’s communicative and
social development depends on the intuitive skills
of parents or care givers to provide an interactive
framework within which his/her skills can grow’
(p.25). By the same notion, the music therapist operates on this intuitive skill; the musical experiences
act as the framework within which the participant
is offered opportunities for exploration, movement,
and growth.
continued page 14

Intellectual Disability Australasia

o December 2017

13

Dialogue in the
Music . . .

When evaluating the effectiveness of music therapy
with a particular individual, the measures used by
the therapist will be determined by one’s theoretical orientation and the methods employed. This is
what is described as the therapeutic process – the
analysis and interpretation of what happens during
the session and from session to session. With regard
to my area of practice the therapeutic approach is
grounded in psychodynamic theory, which examines
the unconscious dynamics at play in the therapy
space, beyond the ‘seen and heard’ content. Broadly
speaking and in relation to a person’s emotional
development, positive changes are observed when
the participant demonstrates increased levels
of musical or non-musical contribution, tolerating a shared interaction, and spontaneity
through engagement in the musical experiences.
Communication between individuals, at its
core, involves the expression of self. This means
that, sometimes in the music therapy space, there
are moments where difficult feelings may surface.
The role of the therapist in this case is not to counter these feelings with more ‘happy songs’. Rather,
it is to remain with the person in those particularly
difficult-to-bear experiences. In the absence of verbal language, great sensitivity and care is required
of the therapist to observe the momentary changes
happening in the therapy space and make decisions
on how to present a musical reflection (in song,
instrumental improvisation, or perhaps even silence)
that best responds to what the person might be experiencing.
Returning to the parallels drawn between the therapeutic relationship and the mother-infant dyad,
paediatrician and psychoanalyst Winnicott (1960)
describes this reflective function of the therapist
as providing a ‘holding environment’, modelled in
the same way by a mother’s ordinary loving care
when she allows for her baby’s difficult or unbearable feelings to be expressed and managed safely.
To that end, in terms of service provision for people
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with severe and profound disability, the experiences
presented and facilitated by the music therapist are
quite different from other music-related programs
delivered by non-music therapists or non-musicians: ‘music therapy with this population is an
intense interactional exchange through the medium
of music, requiring flexibility in presentation to
respond to the participant moment by moment’
(Cameron 2017, p.4).
One of the biggest challenges in working with people
that present with limited expressive language is that
we may never fully know of a person’s true experience of the world around them. This has certainly
been the case for me in my role as a music
therapist with this group of unique individuals.
In his article on the emotional lives of people
with intellectual disability, Arthur (2003) comments on the general reluctance of healthcare
professionals to attend to the emotional health
of people with intellectual disability. Here he makes
the challenging statement that, perhaps, we are faced
with ‘our own learning disability when confronted
with complex behaviour that cannot be easily understood, communicated or treated in conventional
ways’ (p.26). In light of this acknowledgement,
perhaps it is in this space that music therapy can
play a valuable role: as a therapeutic intervention
that is ultimately oriented towards an individual’s
emotional health, and where unconventional ways
of understanding and communicating are permitted
and – more importantly – can be facilitated within
the safety of a trusting relationship.
The unique qualities offered by therapy in art is
summed up by Ansdell (1995), who writes that: ‘Art
does not force or coerce: it offers itself as a possibility ... For in every new experience of creativity,
communication or beauty there can be a glimpse
of the possibility of growth, potential and transcendence’ (p.19). These words capture the essence
of the music therapist’s work. With the continual
offering of creative possibilities, the hope is that
‘doing his or her own thing’ will give
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way to ‘doing our own thing’. I believe that these
experiences of ‘our’, ‘us’, and ‘we’ – experiences
of togetherness – are fundamental to enhancing
the quality of ‘the good life’ for people with severe
and profound intellectual disability. Participation in
music therapy can promote positive developments in
a person’s emotional health; musical experiences presented within a therapeutic relationship are directed
towards drawing a person out from a mostly solitary
world into meaningful exchanges with another, thus
enabling the pathway for those essential experiences
of being seen and recognised.
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4th Asia-Pacific
Regional
Congress

by Nick Hagiliassis

T

he 2017 IASSIDD 4th Asia-Pacific Regional
Congress was held this November, over four
days in the spectacular setting of Bangkok
Thailand. The congress included a rich and full
program, with an exciting range of keynotes and
speakers from the Asia Pacific region and beyond.
This year’s congress theme focussed on “inclusiveness and sustainable development” and struck a
balance across the program of presentations, posters
and workshops.
Some of us were able to participate in a
site visit, these were an opportunity to
visit some local services for people with
intellectual disability. I was fortunate to
visit the Rajanukul Institute, which is
a health and mental health service for
people with disability, the governmental
agency under the Department of Mental
Health, while other delegates visited the
Sataban Saengsawang Foundation and
Chulalongkorn University Demonstration
school.
Plenary sessions were a feature of the program and
were represented by quality presentations from
academics, practitioners, and self-advocates. These
included presentations on the role of implementation
science in the professional development of supporters of people with disabilities (Michael Arthur-Kelly),
advances in medicine (Vorasuk Shotelersuk), and
mental health supports for people with disability in
Asian countries (Henry Kwok and team). With such
a comprehensive program and so much choice, it’s
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impossible to capture its entirety in a brief report.
Some personal highlights were attending presentations on the use of mindfulness-based positive
behaviour support, attitudes towards people with
ID across Asia, models of support for challenging
behaviour being applied in different countries, decision making support and rights of people with ID in
the context of the UNCRPD. There was also a good
representation of content on mental health and ASD,
families and siblings, inclusive education,
successful employment, and health care.
It was great to see a good representation
from Australia, and always a highlight
to reconnect with colleagues, as well as
meet new ones from local and faraway
destinations, fostering the energies and
collaborations that underpin much of our
work. As an overall experience, the congress served its mission well, that is, it
was an opportunity to refresh knowledge,
exchange information and hear about the
range of approaches people being used currently
around the world in the support of people with ID
and the evidence behind these. I congratulate the
organisers on putting together an event of such
scale, one which I know already has us thinking
about ways we can put learnings into practice for
achieving better outcomes in the support of people
with intellectual disability. Further details about the
congress, including access to the program book, see
www.iassidd.org o
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n commencing my first report as the incoming
president of ASID, I would like to sincerely thank
Professor Angus Buchanan for his exceptional
leadership of our board of directors for the past 5
years. Angus has led the board through a monumental change to our whole governance structure. We
appreciate his commitment to providing consistent
leadership throughout this time and seeing the
changes through to completion.
The past few months have been a busy time in
the ASID calendar. On the 7th November we held
our final board meeting for our 2016/17 Board of
Directors. This meeting marked yet another change
in the structure of ASID. In 2017 the Board of
Directors voted to reduce our board by one third,
a shift from 3 directors from each division, to 2.
At this time we farewelled 6 of our directors who
were either finishing their terms or took the change
in structure as an opportunity to resign. It is with
sadness that we say farewell (for now) to Ian Pearce
(SA), Adrian Higgins (NZ), Samuel Arnold (NSW),
Victoria Tucker (Qld), Mark Di Marco (Vic) and
Darryleen Wiggins (Tas). All 6 departing Directors
have contributed extensively to shaping and growing
our organisation, we thank them for their contributions, however look forward to continuing to engage
with each of them through board committees and
local divisions.
From the 8th – 10th November, we were “Pushing
the Boundaries” at the Grand Chancellor in Hobart
at the 2017 Annual Australasian ASID Conference.
5 excellent keynote addresses, followed up with
plain English sessions, over 80 papers, workshops
and roundtables, an excellent display of posters, 9
exhibitors and a social program including a welcome
reception and conference dinners. A huge thank
you to the organising committee: Angus Buchanan,
Christine Bigby, Hilary Johnson, Allyson Thompson,
David Treanor and Darryleen Wiggins for all their
hard work – it certainly paid off!
During the 2017 conference, we also celebrated two
excellent ASID award winners, Clinical Professor

Laura Hogan
Vivienne Riches as Fellow of ASID (FASID) and
Professor Keith McVilly for Distinguished Service
Citation. Both have contributed extensively to ASID
and to the broader disability sector over many
years. Head over to our website to read more about
their awards and contributions. Each year ASID
accepts nominations for a number of awards from
members for members. If you know of someone who
has contributed extensive to our organisation, or
to the broader disability space, or a media source
with positive representation of issues pertaining to
intellectual disability, we would encourage you to
consider a nomination. https://www.asid.asn.au/
about/awards_and_prizes
In planning for 2018, I stop and reflect on some
of the significant things that have happened over
the past 12 months. One particular moment that
captures me is something that was shared by a colleague at the recent conference. A young Tasmanian
with a lived experience of disability had attended the
ASID conference in Sydney in 2013. At the time she
had decided that when the ASID conference came
to Tasmania she would present a paper. 4 years later
in Tasmania she achieved this goal, presenting at
her first conference, sharing her experience of the
NDIS. For me this highlighted that our conferences
and events continue to provide inspiration, voice
and opportunity for people with a lived experience
of disability. In planning for the future, I hope we
can work together to continue to grow the inclusion
of people with disability in the research to practice
space and ensure that their voice continues to be
heard in ways that are meaningful to individuals. o
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Aotearoa NZ
by Fran Hartnett
Our annual division meeting is scheduled for Nov
1st 2017 at the Life Flight Air rescue Centre, 127
George Bolt St Rongotai Wellington and all members
have been invited to attend. Dr Brigit Mirfin Veitch,
Director of the Donald Beasley Institute will give a
presentation on a recently released report commissioned by the Human Rights Commission entitled
Institutions are places of abuse: The experiences
of disabled children and adults in State care.
Thanks to the great organisational skills of Sharon
Brandford and Jonathon Goodwin, planning is well
underway for our national conference to be held on
July 2&3 2018 at the Rydges Hotel in Wellington. An
exciting list of keynotes has been proposed and invitations are being extended to potential presenters.
The decision to move to an 18 month conference
cycle prompted the need for shorter seminars/workshops in the regions as out-of -cycle events to ensure
that in any one year members have an opportunity
to network and be revitalised. This has proven to
be a good idea as the very successful Support
Workers conference held in Christchurch facilitated
by Olive Webb and John Grant showed. Support
workers expressed their appreciation of having a
workshop that focussed on their needs, giving them
a forum to meet and dialogue with others in similar
roles. The Support Workers conference provided an
important opportunity to update membership lists.
Membership has been an focus during the year and
Division members have been encouraged to pursue
lapsed members and encourage new people to join.
Olive Webb has been particularly diligent in reminding us to do this.
A number of our division members are attending
and or presenting at the upcoming conference in
Hobart and we look forward to a very stimulating

conference and the chance to network with our colleagues across the ditch.

NSW & ACT
by Benjamin Chain
ASID NSW / ACT has been busy since last IDA
report, continuing the theme of ethical issues
in aging we hosted a successful webinar with
Prof. Roger Stancliffe on aging and retirement.
Committee members presented a workshop on this
theme at the ASID conference in Tasmania, and the
webinar series will be continued into next year.
A survey was distributed to NSW members in
July 2017, seeking feedback on their membership.
Responses came from all across NSW, and over 40%
of the respondents had been a member of ASID for
over 10 years. Ninety per cent of respondents indicated that access to the Journal of Intellectual and
Developmental Disability (JIDD) was the greatest
benefit attached to their ASID membership. This
was followed by the opportunity to attend ASID
conferences at discounted prices, and hear from
both international and local researchers and subject
matter experts. Thank you to all who responded,
the results of this survey will help with continuous
improvement and planning future events on behalf
of ASID.

South Australia
no report

Tasmania
by Darryleen Wiggins
The Australasian board conference was held in
Hobart in early November. A comprehensive report
will be in the next edition of IDA however in
continued page 19
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summary the conference was a successful representation of the vision and mission of ASID and
great showcase of Tasmania. The program was full
of interesting and current research focusing on the
many topics that support people with an intellectual
disability. The theme of the conference “Pushing
the boundaries” reflects the major challenges facing all communities who desire to realise the goals
of the UN Convention on the Rights of Persons
with Disabilities. In Australasia, it encompasses
the issues arising from new approaches to service
provision such as increased self-direction, choice
and control. These issues were covered and many
more during the 3-day conference. For those people
who attended the conference you will have received
advice from the ASID secretariat about many of the
presentations being accessible on the ASID website.
In other Tasmanian news, the 2016-2017 annual
meeting was held and unfortunately the attendance
was not great. Ben Crothers, David Treanor and
Darryleen Wiggins all remain committee members on the Tasmanian committee while Ben and
David continue with their respective roles at the
Australasian board level. I would still encourage
anyone to get in touch if you are willing to discuss
the possibility of being involved at a regional level
on the Tasmanian committee. You can contact me
on darryleen.wiggins@lifestylesolutions.org.au for
further information.

Queensland
by Morrie O’Connor
On 1st November 2017, ASID Qld Division held its
Annual meeting for the year. The current committee
members had agreed to stay on with the committee
– Morrie O’Connor (Chair), Michelle Moss, Joanne
Richards, Cheryl Walker, Kathy Ellem, Paul O’Dea,
Victoria Tucker (Communications). Paul is continuing his role as state representative to the National
board. The committee agreed that Morrie should
renominate for the National board as the second
state representative. Plans for 2018 including forum

topics and also the state conference planning were
discussed during the Annual meeting.
Alongside the Annual meeting, our forum Trauma:
its impact on people with Intellectual Disabilities,
and the workers who support them – How do we
respond? was held. Our guest speakers included:
•

Emma Malone – PhD Candidate from QUT’s
School of Psychology and Counselling Discussing her work in supporting clients
experiencing trauma and current PhD research
into the experiences of vicarious trauma for
workers.

•

Jill Olver – WWILD-SVP Association Adjusting trauma practice in counselling when
working with people with intellectual and
learning disabilities.

•

Paul O’Dea – Self-Advocate - Sharing his personal experience

•

Michael Manning - PhD Candidate at Griffith
University - Discussing his current research
into the life experiences and associated positive and negative health outcomes of adults
with an intellectual disability.

The forum was very well attended with about 30
people in attendance. Emma’s discussion of trauma
and how her experience in working with children
and adults was certainly thought provoking, as was
her research into vicarious trauma. Paul’s personal
experience was certainly very thought provoking
and challenged people’s perception of what is trauma
and the lifelong impacts. Jill spoke about supporting
people with intellectual disability in counselling and
appropriate easy steps therapists can take in supporting people to feel safe and supporting recovery
from traumatic experiences. Michael spoke about his
current PhD research he is doing into the life experiences of people with intellectual disabilities. It was
a really interesting morning and thanks to our guest
speakers and everyone who attended.
On 28th Nov 2017, the Qld Division held another
forum De-differentiation for People with Intellectual
Disabilities? to promote Differentiation and Decontinued page 20
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Differentiation position paper adopted by National
Board, which was co-authored by Professor Christine
Bigby.
In recent years Disability Advocates have stressed
the common disadvantages occurring for people
with all disabilities as a result of societal structures.
This advocacy has pushed the envelope in securing
rights for all people with a disability. However there
is a concern that within this collective representation the specific issues and needs of people with
intellectual disabilities have been lost. This seminar
explored the arguments and merits of Differentiation
(recognising specific disability) against De-differentiation (not differentiating between disabilities). The
guest speakers included:
•

publication where she has assembled the evidence that argue for and against Differentiation
and De-differentiation.
•

Dr Nick Collyer - Queensland Advocacy
Incorporated (QAI), spoke about the benefits
of advocacy that includes all people with disabilities, in the particular context of legal
capacity.

•

Michelle Moss - Queenslanders with a
Disability Network (QDN), spoke about their
Ready to Go project showcasing an example of
Differentiation involving peer educators with
an intellectual disability.

•

Jane Barrett and Kristy Hill (peer facilitator)
WWILD-SVP Assn Inc. & Community Living
Association Inc. (CLA). They discussed their
experience in developing and facilitating an
example of ‘Differentiation’ in the community

Professor Christine Bigby - Living with
Disability Research Centre, La Trobe
University. Christine spoke about her recent

continued page 21
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mental health context with creating a recovery
well-being group for people with intellectual
disability.
Chris Bigby presented her paper and the evidence supporting the ASID position paper. Nick
Collyer spoke and took the position that differentiation equals discrimination, which raised the
question of what makes for positive and what makes
for negative discrimination. Michelle Moss from
QDN spoke of QDN Peer Educators project which
purposely engaged educators with an Intellectual
Disability in educating people with an Intellectual

Disability about NDIS. Michelle spoke of the positives of this Differentiated approach, both in terms
of the positives for the educators and the enthusiastic and engaged response from audiences. Jane
Barratt and Kristy Hill from WWILD/CLA spoke
to a Differentiated approach to mental health support to people with Dual Disability (Mental Health
and Intellectual Disability). This project originated
when a mental health organisation spoke to Morrie
O’Connor of Community Living Association about
the difficulty they had experienced in including
people with Dual Disability in Recovery groups.
continued page 22
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Subsequently CLA and WWILD established a pilot
to explore how a Recovery group approach could
assist people with Dual Disability. Jane and Kristy
spoke to the significant learnings from this project
and the substantial differences which have needed
to be made to mainstream recovery model groupwork approaches. It is to be hoped that shortly both
the peer educators project and the mental health
support project will be published in one of the ASID
publications for wider distribution.
It has been a time for workshops and the Queensland
division is looking forward to getting into planning
for the National Conference on the Gold Coast next
year. Thanks all.

Victoria
by Mark Di Marco
We have had 10 committee members and meet
monthly at a local pub. At our meetings we plan
upcoming events and take time to discuss relevant
research and articles.
This year we have focussed on 2 of ASID’s strategic
directions:
•

To forge interaction between intellectual disability research, policy and practice

•

To engage and strengthen membership
continued page 23

Jane Baratt and Kristy Hill - WWILD & Community Living Assn

Michelle Moss - Queensland Disability Network
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We ran the following 3 events:
1.

Putting rights into practice: Political citizenship and people with intellectual disability”
seminar. Speakers: Sue Lang, Nathan
Despott, Jane Tracey, Sharon Kensell, Sophia
Tipping

2.

‘What makes a good group home’. Workshop
facilitated by Chris Bigby

3.

‘How to promote good health & maximise
the healthcare of people with an Intellectual

Disability: Tips and strategies’. Workshop facilitated by Nick Lennox & Jane Tracey
Two new podcasts were produced during the year
and are now available on the ASID website:
•

ASID Podcast Episode 3: “How to promote
good health & maximise the healthcare of people with an Intellectual disability – Ideas, tips
and strategies”

•

ASID Podcast Episode 2: “Political citizenship
of people with intellectual disability”

Vic ASID General Meeting

Western Australia
by Allyson Thomson
The WA division of ASID held a conference at the
Boulevard Centre, Floreat on 15 August 2017. We
were very pleased to welcome Stephen Dawson MLA,
WA Minister for Environment; Disability Services to
open the conference. He was followed by a thoughtprovoking keynote speech on citizenship and social
change for people with intellectual disability from
Simon Duffy. Simon shared with us the idea of citizenship both as a way of reframing the purpose of

our work and as a way of thinking about how we
work together. Simon challenged current customer
visions of person with disabilities as too limited and
explored how our work can be part of wider social
change rather than just ‘a service’. Duffy referenced
his work with the Centre for Welfare Reform, The
Keys to Citizenship.
A number of researchers from both regional and
metropolitan WA presented on topics including:
involving people with disability in research (supported by several researchers with intellectual
disability); quality of life for children with disability;
continued page 24
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person-centred and individualised supports; falls
in adults with disability; and the use of hospital
records to identify intellectual disability. Speakers
represented four Universities, researchers, people
with lived experience and service providers.

with intellectual disability. Panellists were Simon
Duffy, Leighton Jay, and Rebecca Wood who spoke
from the perspective of social policy, parent and
researcher and service provider. o

The conference concluded with a panel discussion
on balancing choice and control for young people

WA ASID
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Simon Duffy
Founder and
Director
Centre for
Welfare Reform, UK
Recently he spoke at ASID WA

What led you to work in this
area?
I was working for the NHS when I visited an institution for people with intellectual disability. I was
shocked by the regime, and also by the realisation
that I’d reached the age of 23 without meeting anyone with a disability. I really liked the people I met
and felt strongly that we needed a world without
these institutional walls.
In 1990 I started work for an organisation that was
bringing people back to London from long-stay institutions. I discovered a rich array of ideas inspiring
positive change (social role valorisation, inclusion
and person-centredness). But I started to question how deinstitutionalisation was working: Group
homes and day centres did not reflect the true meaning of our best ideas.

What have been your highlights?
My work has gone through a series of phases. At first
my work focused on breaking people out of the new
‘community institutions’ that had been developed
as old institutions closed. I discovered that focusing
on people’s strengths and the wider resources of the
community unlocked much better solutions than
relying on fixed models.
In 1996 I developed a new support provider, Inclusion
Glasgow, which provided personalised support, where
every detail of housing, assistance, decision-making
and community life was developed in partnership
with people and families. I discovered that people
had great potential to reshape their own lives, but
that the system often unintentionally deprived them
of this opportunity.

From 2000 my work focused on reforming the social
work system in Scotland and England. I led a change
organisation called In Control and started to publish
my ideas as open source technology: Allowing people
to change or develop them to suit their own context.
I discovered that many people working in system
wanted to see meaningful change, but were trapped
by bureaucratic and ideological assumptions.
In 2009 I established the Centre for Welfare Reform
as an alternative think-tank. I wanted to accelerate
positive change in the welfare state, encourage the
social innovators and strengthen the intellectual
foundations for radical change. In my view many of
the barriers facing people with intellectual disability
arise, not from services, but from wider social structures: Benefits, housing, education and democratic
systems.
In 2016, with friends from around the world,
we launched Citizen Network, a cooperative that
aims to build a social movement to create a world
where everyone matters, where human diversity is
welcomed and where we work together, as fellow
citizens, to create welcoming communities.

How has your work changed
practice and what needs to
change?
It has hard to measure the impact of your own work.
Certainly I had some impact on the progress of self-
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profile:

Roger
Stancliffe
Professor
of Intellectual Disability,
Centre for Disability
Research and Policy,
University of Sydney

What led you to work in this
area?
January 2017 marks 40 years in the intellectual
disability field for me. I began work as a fledgling psychologist at the then Marsden Hospital in Westmead,
Sydney. Unlike many people, I had no personal or
family involvement with disability. However, I found
I really liked the work and believed I could contribute. From the late 1970s, the exciting process
of deinstitutionalisation was beginning. I had the
opportunity to set up some of the first group homes
in NSW for people leaving institutions.
Intellectual curiosity and the need for evidence have
always motivated me. Even as a young practitioner, I

had a research “itch”, which I responded to by joining ASID, attending ASID conferences, and enrolling
at Macquarie University to do a Masters and later a
mid-career PhD, both involving research with people
with intellectual disability.

What have been your highlights?
I keep coming back to projects that have made a
positive, long-term difference to people with intellectual disability. As a practitioner in the early 80s,
continued page 27

profile: Simon

Duffy
continued from page 25

directed support in the UK, although there were
many other factors at work and, to my eyes, the
current implementation of the ideas I’m associated
with looks rather flawed. Also my ideas are simply
the result of other people’s work. I have been very
influenced by the work of John O’Brien and Judith
Snow and I feel like I am just trying to operationalise their vision.

26

What could ASID do to implement the findings of your work?
At the core of my work is an old idea, which is that
we need to live in a society citizens - where everyone
is equal and where everyone works together to create the kind of community we all need. Citizenship
is not just a goal for our work and our lives, it’s also
the spirit in which we work - a spirit of true equality.
I hope ASID might join Citizen Network in developing
a global network for inclusion and citizenship. o
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Stancliffe
continued from page 26

I led a project to teach teenagers to travel independently by public bus to their community-based
special school. I still know several of those involved,
and their travel skills have served them well through
decades of adult life when travelling to work or to
visit friends. Clearly, my time as a practitioner was
formative. Such experiences guided the focus of my
later research and my ongoing interest in applied
investigations that have real-world effects.
More recently, I headed the team that published
the first Australian evaluation of Active Support.
With different groups of great colleagues, in the
last few years, I have conducted exciting projects
on Transition to Retirement (TTR), and on End of
Life. Each project had an intervention component,
intended to directly benefit participants with intellectual disability. For example, a number of the
TTR participants are still regularly attending their
mainstream community group 6 years after we
first supported them to join. I see that the trajectory of my work has paralleled my own life in some
ways– as a new graduate working with teenagers
on independent travel and now as a 60-something
researching retirement!
As a researcher and academic, a key opportunity
was to serve as Editor of ASID’s journal, the Journal
of Intellectual & Developmental Disability, for 6
years from 2003 to 2008. This role put me in contact with excellent researchers around the world.
I thank my mentor Professor Trevor Parmenter (a
past JIDD editor and my boss during this period) for
supporting me to take on this editorship. I maintain
this interest through editing special issues of journals from time to time – most recently issue 6, 2017
of the Journal of Applied Research in Intellectual
Disabilities focusing on end of life, co-edited by
Michele Wiese (Western Sydney University) and Sue
Read (Keele University, UK).
Since 1994, a major highlight has been an ongoing collaboration with wonderful colleagues at the
University of Minnesota, notably my Minnesota
mentor Charlie Lakin. This opportunity has not only
been a major influence on my work, but also opened

exciting new experiences for my family, who usually
travel with me to Minneapolis. There are numerous
international opportunities in our field, and I have
certainly enjoyed my share.
I have worked with many superb colleagues in
Australia and internationally, some of whom I have
named. Likewise, I hope I have been a helpful collaborator and mentor to younger colleagues to assist
them to become leading researchers in their own
right. It has also been a great pleasure to work with
many fine students who have often gone on to do
exciting things.
Most importantly, at a personal level, a major highlight is being a friend and advocate to my mate
Peter. Friendship is its own reward, but knowing
Peter over many decades has also kept me grounded
and taught me so much.

How has your work changed
practice?
With due modesty, I can claim to have contributed
to the uptake and implementation of Active Support
in Australasia. Our TTR work on supporting older
workers with intellectual disability to develop a
socially inclusive retirement lifestyle has raised
expectations and influenced practice in this phase
of life.
The current research on end of life is helping break
the silence around the once taboo topics of dying
and death, to help people with intellectual disability
better understand these issues, so they can express
their wishes, make informed choices, and deal with
the loss of friends and family.

What could ASID do to implement the findings of your work?
ASID is already very active in supporting research
translation through conferences, webinars, journals,
IDA, and so on. ASID could also consider how to
support development and dissemination of researchbased practical resources for use by people with ID,
families, and disability practitioners. o
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profile:

Patsie
Frawley
Associate Professor
Deakin University

I

t’s interesting to be asked to reflect on my work
in the field of intellectual disability when professionally things have changed dramatically
for me with my appointment at Deakin University
almost three years ago moving into higher education teaching after a number of years working as
a researcher. Luckily for me, the teaching job still
allows me to engage with my research in sexuality,
abuse prevention, political participation, advocacy
and inclusive research approaches, however the balance has shifted.
Being in a teaching role, coordinating new post
graduate programs in disability and inclusion has
enabled me to bring current research in the broader
field of disability into our program.
Our two courses – Graduate Certificate of Disability
and Inclusion and a Masters of Disability and
Inclusion engage students in developing contemporary understandings of disability and how to apply
these in a policy and practice context strongly
focussed on rights, equality and inclusion in society.
This takes me back to what led me to work in this
area. I started off studying Social Work but that only
lasted one year, I followed this with a primary teaching course but this was not for me. While studying
this course I completed a major in Special Education
– it was actually called Exceptionality interestingly
enough. After graduating from teaching and a fairly
un-startling year teaching I quickly found my way
back to University and did post graduate studies in
Special Education.
During my study I worked at Kew Cottages as an
emergency teacher. At that time the institution

had a school program for all residents with different
‘levels’ depending on the severity of disability. It was
here that I gained an incredible insight into how the
institutional environment completely determined
what was possible for people. I can’t begin to talk
about what I saw here; as a young woman moving
into my own life of adulthood I was appalled and as
an up and coming advocate I was motivated.
After this I began working with adults with an intellectual disability transitioning from school to a
newly developed adult service. In this bespoke service I spent time with young people who, like many
young people were trying to ‘become adults’, socially
and personally trying to carve out their place in the
world in their own right. Again my eyes were opened
to the barriers they faced in doing this and as the
assigned ‘educational instructor’ I was given a blank
page to work with them towards their goals.
This is where my interest in sexuality in the lives of
people with an intellectual disability began. It had
clearly been overlooked in these young adults’ lives
– quite the opposite was the case for every other
young adult I knew at the time.
Fast forward over the years since then. I have kept
many of those people in my mind as I have pursued
my career as an educator, researcher, project worker
and policy advocate. What I learned then was the
importance of seeing each person as a person first
continued page 29
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Frawley
continued from page 28

and starting from there. I also learned the importance of the politics of disability and how to work
from the personal to the political to create change.

do and to make sure our communities and broader
society see people with an intellectual disability as
their equals who belong.

There has been a huge shift in the way we understand
disability over the time I have worked in this area
but I am continually surprised that the remnants
of a model that ‘others’ people with an intellectual
disability are still present in some of what I see in
research and practice.

Of course I’d really like people with an intellectual
disability to have an equal voice alongside their
peers in the disability sector to shape the policy
context, I’d like people to be self-determining about
and able to have intimate relationships and be safe
and respected in other relationships.

While in Australia we have had rights based legislation and approaches for nearly three decades I think
the UNCRPD is perhaps the best opportunity we have
had to push the bar higher and work alongside our
friends and colleagues with an intellectual disability
to put personhood at the centre of everything we

I think these things are perhaps some areas ASID
could think about in its support of research in intellectual disability in collaboration with people with
an intellectual disability. o
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report:

Deafblind

International
European
2017

T

he 9th Deafblind International European
Conference was held from the 5th - 8th
September in Aalborg, Denmark. 500 people
attended from 30 countries. The conference theme
was Touch of closeness: maintaining social connectedness.
The term deafblind is used to refer to people with
combined vision and hearing impairments which
impact on an individual’s communication and ability to access information and the physical and social
environment. For people with an intellectual disability, the greater the cognitive impairment, the greater
the likelihood of vision and hearing difficulties.
There were many great presentations, but I will
report on three in particular here.
Professor Alberto Gallace from the University of
Milano-Bicocca, Italy, gave a keynote presentation
titled Touch and the body: tactile awareness and
the science of interpersonal touch. His presentation highlighted how under researched the proximal
sense of touch is. He highlighted the complex nature
of touch and discussed how touch is used for:
1)

Perceptual analysis

2)

Spatial processing

3)

Social and emotional aspects of life.

Lorraine Simpson and Brenda Clarke from Deafblind
Ontario Services Canada presented on the approach
to palliative care they have taken in their residential service. They have developed a palliative care
resource guide for staff which includes a range of
tools and scales including a chronic pain scale for
non-verbal adults.
Susan Bashinski from Missouri Western State
University, USA, gave a presentation on Nonsymbolic

30

Meredith Prain and Karen Wickham

communication forms and functions as reported by
families of individuals with CHARGE syndrome.
Some key findings were that:
-

ALL children / young adults used some communication forms for multiple functions

-

19 of the 27 participants had previous / current
experience using Unaided AAC

-

only four of the 27 participants had previous /
current experience using an Aided AAC system.

As with all conferences, one of the highlights was
meeting up with colleagues from other countries
and learning about their services, and projects.
Conversations of particular interest to me were
about:
-

Residential services for adults born with deafblindness in Norway

-

A project on smell with people born with deafblindness in the Netherlands

-

Use of social haptics (touch cues) when teaching
orientation and mobility

-

Use of video feedback interventions.

The next Deafblind International World Conference
will be held in Australia on the Gold Coast in August
2019.
For copies of the presentations mentioned in this
report or further information about deafblindness
contact Meredith Prain meredith@meredithprain.
com.au o
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Communication
Accessible
Communities
forum

hosted by
Speech Pathology Australia
report by
Hilary Johnson

A

SID was invited to attend a forum hosted
by Speech Pathology Australia to discuss
a way forward to make the community
more communication accessible. Hilary Johnson
attended as an ASID representative. In attendance were a broad range of stakeholders including
AGOSCI Inc, Aphasia Victoria, Australian Aphasia
Association, Australian Speak Easy Association,
Autism Spectrum Australia (ASPECT), Children
and Young People with Disability Australia (CYDA),
Communication Rights Australia, Deafness Forum of
Australia, Disability Discrimination Legal Service,
Motor Neurone Disease Australia, Monash Health,
Parkinson’s Australia, People with Disability (PWD)
and SCOPE.
Over the past eight years the concept of communication access has progressively gained recognition in
Australia through work that started with the launch
of the first Communication Access Symbol internationally by Scope in 2011. Communication access
focuses on the elements of human interaction that
enable everyone to feel welcome, to be respected
not judged, and to experience others as meeting
them half way in achieving successful communication. These basic elements are what all members
of the representative stakeholder groups require
to differing degrees in order to assert their human
and communication rights, and feel comfortable
and confident that they are included as part of their
community.

32

Communication access is a relatively new concept
when compared with physical access. The physical
access symbol, the International Symbol of Access
(ISA) (person in a wheelchair) was launched by
Rehabilitation International in 1969. There was
acknowledgement that creating physically accessible
environments, required more than an awareness of
the barriers faces by people with mobility issues
and that standards for creating access to the built
environment were needed. Similarly, to achieve real
outcomes in creating access to the human environment, communication access needs its own national
standards.
This forum was the start of the conversation about
communication accessible communities and led
Speech Pathology Australia to collaboratively progress into the next phase in which national standards
for communication access will be considered.
At the start of the forum, Speech Pathology Australia’s
Chief Executive Officer, Gail Mulcair, welcomed all
to the meeting. In addition, there was a ‘Virtual
Welcome’ and introduction from Alastair McEwan,
Disability Discrimination Commissioner through a
short video supporting communication as a basic
human right and outlining the importance of communication accessibility.
The meeting was facilitated by Gretchen Young,
Young Futures.
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Background to the forum
Speech Pathology Australia have a visionary plan,
the ‘Speech Pathology 2030’ project, with eight
aspirations, the first of which is to consider how to
enable Communication Accessible Communities.
There is work occurring, nationally and internationally, to raise awareness of communication as a basic
human right and of communication access. Speech
Pathology Australia is furthering this through
inviting submissions regarding the Convention
on the Rights of Persons with Disabilities in a
special issue of the International Journal of SpeechLanguage Pathology (IJSLP). The title of this issue
is ‘Communication as a human right – Celebrating
the 70th Anniversary of the Declaration of Human
Rights’. Speech Pathology Australia is also actively
contributing to global policy work being coordinated
through the International Communication Project
(ICP), a consortium of speech pathology professional
bodies from six English speaking countries.

Forum goals and overview
The forum aimed to begin the conversation and
explore the concept of communication access. It
was acknowledged that this was an initial conversation anticipated to achieve an indication regarding
the applicability of communication access to all
members of the participating stakeholder groups. It
hoped to gauge the willingness of organisations and
individuals to progress work together to establish a
broad platform for change.

Communication access in action
There were four presentations of exemplar work,
highlighting the relevance of communication access
across stakeholder groups and sectors.

Presentation 1:
“Aphasia friendly environments” Presented by:
Professor Linda Worrell. School of Health and

Rehabilitation Sciences, University of Queensland.
Director of the Centre of Clinical Research
Excellence.

Presentation 2:
“Communication Access Initiative” Presented by: Dr
Barbara Solarsh Communication Access Coordinator,
SCOPE & Denise West Acting General Manager
Scope’s North Division and State-wide Services,
Customer and Service Delivery
See https://www.vline.com.au/News-Alerts/NewsArticles/Now-we-re-talking
for a short video, ‘Now we’re talking’ about communication access at V/line.

Presentation 3:
“Developing Undergraduate Paramedic Knowledge of
Aphasia and their ability to Communicate effectively
with Aphasia Patients: A Collaborative Study by
Monash Health and Monash University”. Presented by:
Kirsten Toll, Speech Pathologist, Monash Health.

Presentation 4:
“Communication access for Victorian voters”
Presented by: Sue Lang (via video), Director of
Communication and Engagement
Victorian Electoral Commission.
See
https://www.youtube.com/watch?v=evZIvRaPyTA
In order to obtain stakeholder input for developing
basic concepts of communication access, two exercises were conducted.
Forum participants were asked to capture the meaning of communication access through writing a
“Twitter-length” definition.
The following responses were received:
•

Human Right. Enabler of a meaningful life

•

To ‘expect’ to communicate effectively in
all environments, rather than to expect the
opposite as the norm or current status quo
continued page 34
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•

Everyday people being able to understand
and engage in functional, meaningful, interactions with people who have a communication
disorder

•

A focus on individual needs but also at a community level

•

Recognition of differing styles, modes and
context of communication

•

Access to support to enable effective two way
communication

•

•

Successful approach, entry and use of all communication modalities in all areas of life

The importance of the communication partner
and others within the communication environment

•

•

Where everyone can be understood and get
their message across

Awareness of environmental barriers and
impacts on communication

•

•

Communication Access - so that everyone can
get their message across

The knowledge, tools and acceptance to
promote communication accessibility and
inclusion

•

Communication Access includes access to
individualised communication technology
resources and community understanding

•

Communication accessibility to be viewed
and accepted as equally important as physical
accessibility

•

Everyone is welcome and supported to communicate

•

Education and support at individual, professional and society levels

•

A right to express and be understood

•

•

People with a communication disability being
understood and able to understand others.
Genuine communication in a respectful manner

Technology and innovation to support differing needs and modes of communication

•

Outcomes to be driven by community and
government

•

Respect and opportunity for full participation.

•

•

Facilitating a two way ‘conversation’ between
two individuals

•

Being able to communicate needs / decisions
/ preferences. Getting the message

•

Possible goals of a collaborative effort
Participants were asked to consider what goals
might be relevant for a collaborative effort towards
achieving communication access. A summary of
these responses is provided below:
•

Everyone can get their message across and
understand what people tell them.

Promote communication accessibility as
critical to improving the lives of those with
communication support needs

•

Participants were also asked to indicate five key
variables that need to be considered within the concept of communication accessibility. A summary of
these responses and key themes was as follows:

Ensure the involvement of those with lived
experience of disability and communication
difficulties

•

‘Sell’ a clear message around the right to
communicate, as well as, how communication
access benefits the whole community, with
these benefits being far reaching – ie. what’s
in it for everyone?
continued page 35
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Communication Access means ability to enter
any social situation and communicate to the
full extent of an individual’s function need
and / or intellectual ability

Awareness and an understanding of communication difficulties
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•

Establish a national strategy, including a
strong promotional (awareness raising) campaign

•

Scope the development and adoption of
national standards, underpinned by strong
research and evidence

•

Government endorsement to achieve policy
and program change

•

Ensure integrity of symbol use, through standards/criteria, accreditation and monitoring

•

Work towards international consensus around
terminology, definitions, guidelines, standards
and use of a universal symbol

•

A collective effort to provide strength to
achieving real outcomes.

A plan going forward
Given the in-principle agreement to work together
towards communication access, consideration was
given to what role each organisation or individuals
may play in the process going forward. Each individual / organisation was asked to indicate interest
against the following levels of participation;
(i) Organisations and individuals interested in
being accountable and involved in the overarching group (governance)
(ii) Responsible organisations and individuals
interested in being responsible for and playing a role in advancing specific issues
(iii) Consulted organisations and individuals
interested in contributing knowledge, information and experiences
(iv) Informed organisations and individuals
interested in being kept in the loop, with the
opportunity to participate if specific issues
arise.
In progressing communication access, consideration was given to other organisations, disciplines

/professions and individuals who were not present,
however were felt to offer an important contribution
for future discussions or consultation. As above,
the level of potential participation (ie accountable,
responsible, consulted, and informed) of these
additional organisations will be explored. Identified
organisations, professions and individuals were suggested.

Next steps and close
In closing and in summarising clear themes from
the meeting, Gail Mulcair (SPA’s EO) highlighted
the following:
• There is an identified need for a strong overarching vision and collaborative effort to ensure
change.
• A key to informing future work will be the
participation and experiences of those with a
communication disability.
• Efforts must be driven from a human rights
perspective and to build awareness and respect
around communication differences.
The ability to extend on existing work, to progress
towards a national strategy and standards, was
acknowledged, along with the potential to work
towards international recognition of a communication access symbol.
The need for identified goals to be outcomes focused
and drive real change in communication access
for all within services, policy and programs, was
strongly reinforced.
ASID has made a commitment to play a role as a
responsible organisation interested in advancing
opportunity for people with an intellectual disability. It is hoped that in this role, ASID will contribute
to realising communication access for people with
an intellectual disability.
Hilary Johnson hjohnson@scopeaust.org.au
Barbara Solarsh bsolarsh@scopeaust.org.au
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organisational member profile:

Cathy’s
Life
and

Support
from

by Coral Farr
and Cathy

D

uring this era of the NDIS implementation,
it is all too easy to get caught up in the
“big picture” of successes and difficulties.
However, we can learn so much from the small
achievements that are made by people with complex
disabilities in their daily lives.
Onemda services operate in the Doncaster area
of Victoria. The themes that underpin the values
and culture of the Onemda community reflect the
collaborative nature of the organisation. Service
delivery is based on social justice, advocacy, access,
compliance, commitment and teamwork. There is an
emphasis on community building with participants,
families and carers. Participants contribute to and
take part in community events. Notably, Onemda
operates a café as a vocational training facility, four
days a week at a local Community House. Onemda
also operates a mobile coffee van in partnership
with the local council. Volunteers continue to assist
professional staff to provide learning opportunities
to participants. Onemda is currently participating in
the trial of robots as teaching aids for participants.
The small steps taken towards achieving goals are
valued as much as the big steps.
A continuous feedback model operates throughout
the organization from the Board, to sub committees,
advisory and operational committees. This model
engages participants, families, management and
community members to have input and control in
the provision of services. According to Simon Lewis,
the Chief Executive Officer of Onemda, the aim is to
develop “ ... a meaningful, responsive and empower-
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ing model of support aimed at increasing the success
of a person of a disability to live with some form of
independence within their local community.” Lewis
believes that this can be achieved through opportunity, co-design, evidence-based practice, innovative
and creative solutions that empower participants to
make choices and achieve their goals.
Throughout it’s history, the Onemda Association has
adapted to the shifts in government policy, translating research into practice outcomes and advocating
for the rights of people with complex needs to be
part of a supportive and inclusive community. Cathy
is one of the people Onemda has supported and she
is happy to be sharing her story with you.

Live your Life by Cathy
Hello my name is Cathy. My real name is Catherine
but I like to be called Cathy. It’s important to be able
to speak up for yourself and say what want to happen in your life. I’m 28 years old and I would like a
boyfriend. I would also like to travel and get a job
to earn more money so I can go overseas to visit
Disneyland. I live in a shared house in north Balwyn
sometimes I find it really hard to speak up for myself
and I have to try harder and believe in myself that I
can speak up for myself.
I have a disability and its called Noonan syndrome.
I didn’t realise I had one when one night I was at
home with my aunty and she wanted to talk to me.
So l listened to what she was saying to me and she
told me do you know that you have a disability and
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I was very quiet at first because I was acting all
normal and I was worried about what other people
would think of me and I said that I didn’t know then
she explained to me what disability I have. And it
involves that I have trouble standing up for myself
like when somebody yells at me for something I get
really scared and very emotional to try and face
them and I can’t talk or anything. I just freeze and
I even have difficulties with my money skills and
maths too. But I want to try and get better at my
money skills and my maths too so in a couple of
years time I can see if l can own a puppy and you
would have to have good money skills to be able to
have a job especially if you are helping a customer
out and while you are getting older it’s important to
have some and enough money to keep you going.
Besides I’m still in my 20’s. Next year l’ll be 30 and
that means l’m still young so being young means
that you still have lots of time ahead of yourself
so being young means you still have enough and
heaps of time to see what jobs you would like to do
and my disability is mild so if I need help looking for
a job I can talk to my Aunty or my house supervisor
Rosi. And they can help me decide what kind of job
is best for me. I love working with animals especially
dogs and puppies because they are so cheeky and
really playful and get to lots of mischief and I would
also like to work as a check out chic because I like
that idea of a job but before being able to do that I
have to really get better at my money skills because
once I get really good with my money skills than I
can do anything I want and it will be a lot easier.
When I was young and still going to school I struggled a lot because a lot of people were teasing me
and saying horrible things to me and I didn’t even
have the courage to stand up for myself. It was too
hard so l ended up being friends with my school
teachers instead of students because it was easier
for me to talk to them and they were always really
nice and gentle. But the problem was I kept getting
told that I can’t be friends with staff. I need to be
friends with students but I never go there. Because
I got so attached to my favourite staff at school
that I couldn’t let them go and whenever one of
my teachers left I was heart broken because I liked
them so much and I was very scared that I would
never see them again. And before my Mum died she

was my special buddy and when she went l felt so
lonely because I wanted someone special in my life
again but that never happened so now that l’m 28
I want to still try and speak up for myself because
l’m a lot older but it’s still really tough because
my life will never ever be the same again. But it’s
good that I have Mondays, Tuesdays and Thursdays
because you can always make me laugh and being
part of the Onemda council makes me really proud
of myself because you have really helped me a lot
with conversations and speaking in front of a huge
bunch of people and you even encouraged me a
lot to do things which I wouldn’t of been able to
do without your help and for you being there for
me too. And Tuesdays l love Tuesdays because I get
to work on the Xtend caffe Trailer And the things
you get me to do are very impressive like making
sausage rolls, frothing the milk and greeting all
the customers is really fun and hard work and even
challenging because It’s something that l have
never done before. And like I said without your help
and you guiding me through it all I couldn’t of done
it without you. You are amazing Julia. Thank you so
much for all your help.
This article is written by Coral Farr in conjunction
with Cathy (Surname withheld to preserve confidentiality). If you want to know more and contact Cathy
please contact her via Coral at cfarr@onemda.com.
au
Note: Cathy is a Speaking Up For Yourself Prize
winner of Dulcie Stone Writer’s Award through
Writers Victoria
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Upcoming Events
ASID Vic - workshop
26 Apr
2018

Decision making support for people rarely heard
Deakin Downtown, Melbourne Vic
www.asid.asn.au/events/100_decision_making_support_for_people rarely_heard

ASID NZ 2018 Conference
2 - 3 Jul
2018

Responding to the call: Building partnerships that enrich lives
Rydges Wellington, Wellington NZ
www.asid.asn.au/events/98_asid_nz_2018_conference

ASID 2018 Conference
14 - 16 Nov Let’s Shake It Up: Human Rights for Everyone
2018

Gold Coast Convention Centre
www.asid.asn.au/events/97_asid_2018_conference

If you want to advertise in IDA’s upcoming events section,
please e-mail Hilary Johnson: idaeditor @asid.asn.au
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