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elcome to the summer edition of IDA. I hope that you
all had an enjoyable festive season and that 2017 is
off to a good start!

As you may have guessed from the front cover, this year the
ASID Australasian Conference will be in Hobart, Tasmania
from the 8th — 10th November. The theme for the conference
is ‘Pushing the Boundaries’, a timely theme, in response to the
current trajectory of change in the disability sector. The call for
papers will be out shortly and registrations will open not long
after that! As I write this editorial, there are 289 days until the
opening ceremony for the conference! I'll be there and hope to
see many of you there as well!

This edition of IDA is full of diversity and hot topics. Two of
our Board Directors — Paul O’Dea and Allyson Thomson have
co-authored our lead article for this edition on ‘Talking about
Bullying’. The article shares a very personal experience of bul-
lying and also highlights the lack of available research about
bullying and adults with intellectual disability. Support decision
making is a hot topic at the moment, with the emphasis of
choice and control for people with disability in Australia under
the Nation Disability Insurance Scheme (NDIS). It is therefore
timely that we’re able to share with you the launch of the new
supported decision making guide from Scope. Other articles
include a film review, a celebration of AAC (Augmentative and
Alternative Communication) awareness month, an update on
the Editorial Board for ASID publications and call for interest in
the parenting special interest group for IASSIDD, along with all
of the regular items.

2017 promises to be a good year for ASID and we look forward
to engaging with our members, making new connections and
forging ahead with the plans of local divisions and those of the
board.

In early February, the ASID Board of Directors reconvenes for
our first board meeting of 2017, focusing on our plans for the
coming year, including our strategic plans.

The expression of interest for a new Editor of IDA for a 3 year

term was distributed to members in early continued page 3
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Talking
About
Bullying

Mr Paul O’Dea
&
Dr Allyson Thomson

ullying, disablism, harassment, abuse, mob-
Bbing — these are all terms used for actions

and words that hurt and belittle other people.
Bullying is reported to occur everywhere, but appears
to be more often experienced by people with disability
(Christensen et al. 2012; McGrath et al, 2010). Up to
two-thirds of people with intellectual disability have
been bullied at some time, both as children and as
adults. People with intellectual disability are sometimes
the ones doing the bullying.
Bullying can affect the physical, emotional and mental
health of the person being bullied (Emerson, 2010;
McGrath, Jones & Hastings, 2010). Being bullied can
make a person feel anxious, worthless, or unwanted.
Bullies will sometimes physically hurt the person they
are bullying, by pushing, hitting or biting.
Below is a personal experience of bullying from Paul
O’Dea. It is written in his own words, with some help
from a support worker. He also tells us how he handled
being bullied.

When [ was 7, my parents decided to put me into
foster care — they felt they couldn’t cope with
my disability. I had no contact with them for
around 8 years. Later when I was a teenager [
lived with my uncle and auntie and eventually

editorial

December 2016. The closing date has now passed and
a panel will be convened to review applications, with
the view to appoint a new editor early in February. The
April edition of IDA will therefore be produced by the
newly appointed Editor.

We hope you enjoy this edition of IDA. If you have an
event coming up that you would like us to include in
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reunited with
my family in
when [ was
15. Being in
foster  care
wasn’t a very
positive expe-
rience  but
I  managed
as best as I
could and it made me stronger — it has made
me realise there are a lot of other vulnerable
people in situations similar to this, and I know
what it feels like.

I live independently now and work 3 days a
week as a process worker at an Australian
Disability Enterprise. I have been involved
with a service provider organisation since
1996. I am the treasurer for the organisation’s
committee and the treasurer for a not for profit
company whereby tenants with a disability
manage and run their own housing.

When I was in my 20s I experienced bullying
with a particular individual and group of

continued page 4

continued
the next edition of IDA, please let us know.

Once again, we would love to hear from you if have any
suggestions for activities ASID could be involved in or
suggestions for engaging you and our membership.

Laura Hogan

©® Summer 2016



oo bullying

friends. I was fearful, frustrated and pushed
around. I was fearful that the bullying could
have increased to a point where it could have
gotten worse. I could have been physically hurt
and maybe even end up in hospital. 1 was
scared that I might lose friends. This is an
issue for many people, not many people like
to lose their friends. This was a close group of
friends, and we did a lot together. It was my
main social group at that point in my life, we
would do things together, like go to the movies,
dinner, bowling and watching rugby games.
It was a group of people that I valued highly
and wanted to continue being friends with.
This also made me vulnerable
to bullying and was something
that stopped me from seeking
help sooner.

I was frustrated that my wvoice

was not heard. I was frustrated

that I could have done something sooner, but
didn’t know how to. I wanted it to stop. I was
fearful about what people around me might
say and do. I was pushed around physically by
one individual in particular; this was mostly
hitting me on my face and arms. Sometimes it
got to the point where I would have to shield
myself with my arms. When things didn’t go
his way he would lash out at me or when he
was frustrated. It was a cowardice action; he
knew I was a safe target as I was unlikely to

fight back.

The other people in the group did not physical-
ly bully me but could not do much to help me.
Sometimes I would tell him to stop, but he kept
doing it. Other people in the group called me
names. These people would make up deroga-
tory names; it did not feel good being called
those names. It happens to a lot of people, but
more often to people with a disability. It felt
like a stab to the heart, I felt bad emotionally

Intellectual Disability Australasia

I was scared that |
might lose friends.

continued from page 3

and I hoped it would stop. I was pretty upset
and was hurt both physically and emotionally
knowing close friends could do this to me. It is
not acceptable but it does happen sometimes.

After being bullied I felt confused and des-
perate, I would wonder why me? Why not
someone else? Although I did not want it to
happen to anybody else either. I decided to do
something about it. It only stopped after I took
action. I reached a tipping point, I had enough
and I had to do something about it. It took me
a while but I stopped being silent. I made use
of my voice, and I took action.

I talked to my dad about it, open-
ing up to him was the hardest
thing I'd ever done, because I had
never spoken up before. I was
afraid of his reaction towards
the bully. He did get angry but he
was supportive of me, and gave
me ideas of how to deal with it. I raised this
issue with my community worker also. Their
response was good. Both the organisation
involved and I had to do something about it,
and put measures in place to make sure it
would not happen to others. I felt sad because
it had taken me so long to speak about it, also
because I lost some friends. However, I was
happy I could move on with my life. When [
stood up for myself and took action I felt on
top of the world.

I decided to confront the person who physical-
ly bullied me and I asked my support worker
to be a part of that. It was a brave and hard
thing to do. I could have had someone do this
for me but doing it personally meant that he
could see the impact that his actions had on
me. I also wanted public exposure; so that he
could see I had taken actions to stand up for

myself. I think I took a good
continued page 5
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approach, he could have taken it lightly if
someone else did everything for me. He knew
I was serious and he knows not to mess with
me. In retrospect personally taking action and
having a big part in it was effective. If some-
thing similar happened I am confident I can
talk to people and take action to stand up for
myself sooner.

He did take it seriously, he was remorseful. I
know that I had a lot of worries at that time
but I sometime I still wonder why it took me so
long. I think I had hoped it would go away. But
ignoring bad things and hoping
they will go away rarely works.

continued from page 4

is another example of how hard it is to speak
up, people can be scared, or think it a normal
part of the workplace culture. These things
are hard to deal with. My workplace did have
information session and take actions with
those involved, but this is an issue that needs
ongoing work. I feel that more educational
work and proper safety systems need to be
done at my workplace and many others.

Lots of people with a disability find it is hard
for them to speak up. Bullying happens a lot,
but it is overrepresented to people with intel-
lectual disability. My advice to
people experiencing bullying is to

It is better to say something, B u”y ing happe"s talk to someone you trust as soon
to face up to things carlier @ lot, but it is over- as possible, don’t leave it. Try
rather than later. I now have represented to and get help from family, friends,
more friends and am involved people with intel- workers and organisations.

in many different groups and
organisations.

I was bullied; I remained silent

for some time. I found courage to have my
voice and to do something about it. This is my
story but other people have different stories.
I have seen other people go through similar
experiences with bullying. I have recently seen
another example of bullying in my workplace.
I saw another person being called names and
having mean things said to them on the bus
and at work. As a result she has left her work.
Seeing this happen made me feel unhappy, I
could empathise how she might feel. I didn’t
know the best way to stick up for her. She was
not able to directly ask for help, but her worker
from another organisation picked up that
something was wrong and asked her about
it. She told her worker, and they spoke to the
workplace. My workplace then had a meeting
about bullying; I was approached by work and
confirmed it had been happening. In a way I
felt the bullies had won, because she left. This

Intellectual Disability Australasia

lectual disability.

My advice to
organisations is that you need

to listen and take people seri-

community

ously when they talk about issues like bullying.
Individuals and groups should rally around
that person. You may need to put things in place
to make sure it doesn’t happen. Community
organisations and their workers need to be
sensitive to the fact this might be happening,
because it does and is happening to a lot of
people. Be ready to ask people if something is
happening, and support them in that.
Overall there is little research directed at ways to reduce
bullying towards or by adults with intellectual disabil-
ity. However, many articles describe ways to reduce
bullying in schools, both mainstream and special edu-
cation (Rose & Mondo-Amaya, 2012; Christensen et
al, 2012). Anti-bullying programs can be aimed at the
people doing the bullying, those being bullied, or both.
Awareness training for people working with or around
people with intellectual disability can help them to
see the early stages of bullying and prevent it getting

worse. .
continued page 6
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As Paul rightly points out, it is most important that
people who are being bullied talk to someone about it.
That is the first step to reduce bullying. Although he
was scared, Paul took the step of talking to his father
and to people from the organisation where he works.
He now feels better because he has done something to
make a change.

People who are being bullied can help themselves by
working on their own social abilities and assertive-
ness (Rose & Mondo-Amaya, 2012), by standing up
for themselves. The more comfortable people are in
social situations the less likely that
they will be seen as ‘different’ and

bullying

continued from page 5
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ways to reduce bullying was described by McGrath et
al (2010) and included anger management, relaxation
training, and awareness-raising. The group program
was well suited to people with intellectual disability and
their support staff. Similar approaches could be tested
in workplace and day centre settings.

Overall there needs to be more research into bullying
and adults with intellectual disability. The research
should investigate bullying in different situations: work-
place, residence, day centre, social venues. Programs
to reduce bullying should be targeted at people with
intellectual disability, their supporters, and the people
they interact with day-to-day. No person deserves to be
bullied and quality research into practices that reduce
bullying is vital for us all.
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Decision-making
support for people with
cognitive disability

Wictorian Legal Services
EO:RD % EE]MMISSIDHEB

Scope Australia has launched a new resource
‘Decision-making support for people with cognitive
disability’.

The resource is in both print and multimedia and
provides decision-making support to adults with cogni-
tive disability have been developed by researchers at
Scope Australia in partnership with Carers Victoria.
The aim of the resources is to improve knowledge and
build capacity in the area of decision-making support.
Resources have been developed for three groups: dis-
ability service providers, families and carers, and legal
professionals.

The resources can be downloaded
by visiting:

http://www.scopeaust.org.au/research-project/deci-

sion-making-support-building-capacity-within-victoria/

The Victorian Legal Services Board, through their
Major Grants Program, funded the research and devel-
opment of the resources.

The resources draw on research commissioned by
Scope and undertaken by researchers from LaTrobe
University’s Living with Disability Research Centre.
This research included a literature review and a study
to identify processes and key dilemmas that can arise
in providing decision-making support to people with
cognitive disability. This and other research informed
the development of the resources.

Experts/ stakeholders were involved in reviewing and
developing the resources. Their input was used to refine

Intellectual Disability Australasia

of new resource
on ASID website

from Dr Stella Koritsas

the resources and to identify topics for the multimedia
resources.

These resources will be of particular interest for disabil-
ity support workers who may want to better understand
the key principles for decision-making support and to
help someone with mild or moderate cognitive disabil-
ity make major life decisions. They are a great tool for
staff as service providers transition to the full roll out
of the National Disability Insurance Scheme.

For more information contact

Dr Stella Koritsas

skoritsas@scopevic.org.au or
(03) 9843 2065

List all authors/contributors

Duffield, L., Koritsas, S., Watson, J., & Hagiliassis,
N. (2016). Decision-making support for people with
cognitive disability: A guide for disability workers.
Melbourne: Scope (Aust).

Gooding, P., Koritsas, S., Duffield, L., Watson, J.,
& Hagiliassis, N. (2016). Sean’s decision. Decision-
making support for people with cognitive disability:
Guidelines for families and carers. Melbourne: Scope
(Aust).

Gooding, P., Fleming, L., Watson, J., Koritsas, S.,
Cuzzillo, C., & Hagiliassis, N. (2016). Decision-making
support: An educational resource for legal profession-
als working with people with cognitive disability.
Melbourne: Scope (Aust). @
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Editorial Board Chairs aSid

SID has gone through a complete change of

governance over the last few years and now

includes three directors from each division and
two journal editors. For the first time we now have one
of our directors who identifies as having an intellectual
disability. ASID is a membership organisation, with a
mission to improve the quality of life for people with an
intellectual disability. One of the great advantages of
being an ASID member is having access to high qual-
ity journals. In recognition of the importance of the
journals currently each journal editor has an additional
role as an ASID director on the board. ASID is proud
to produce two journals the Journal of Intellectual and
Developmental Disability (JIDD) and Research and
Practice in Intellectual and Developmental Disabilities
(RAPIDD). ASID is responsible for the content of each
journal and ensuring it is of high standard and com-
plies with legal and ethical requirements that govern
academic publications.

Each journal is has a different focus. JIDD is an
international, multidisciplinary journal in the field of
intellectual and developmental disability. The Journal’s
focus is on publishing original qualitative and quantita-
tive research articles, literature reviews, conceptual
papers policy analysis papers brief reports, case reports
data briefs, and Opinions and perspectives. RAPIDD’s
purpose is to disseminate research, encourage its
translation and relevance to practice and policy, and
generate informed debate on contemporary issues
that matter to the quality of life of people with intel-
lectual disability and their families. The ASID Board
of Directors is responsible for the financial, legal and
contractual aspects of each journal. ASID has entered
into a contract with a commercial publisher, cur-
rently Taylor and Francis, who is responsible for the
production, publication and distribution processes,
both online and in hard copy. The publishing contract
includes the obligations of ASID and the publisher and
arrangements regarding payment both for procurement
of journal content and royalties.

The editors of the journals are extremely busy being
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solely responsible for the content and quality of each
issue of the journal. Their role is voluntary and requires
time intensive and demanding work. Anyone who has
submitted an article to a journal realises the complex
processes involved, the voluntary time given by the edi-
tor and reviewers (some of whom are on the editorial
board) to ensure each article is reviewed competently
and fairly. Perhaps what most ASID members are not
aware of is the liaison and contractual obligation with
the publisher which requires additional time from the
editors. ASID is pleased to report that both journals are
receiving an increased number of submissions and In
order to ensure the editor can focus on producing high
quality content for the journals. The board has recom-
mended that the editors no longer be directors on the
ASID board but two new board member positions will
be created. These are to be Editorial Board Chairs, one
for each journal, with each chair working closely with
the other. In terms of governance, for each journal the
Editorial Board Chair will have a pivotal role. The Chair
is a member of the ASID Board, reports to the ASID
Board and works in close collaboration with the Editor
to oversee the work associated with production of the
journal. The Editorial Board Chair does not have any
responsibility for editorial decision making about the
content of the journal.

Role of Editorial Board Chair

The Editorial Board Chair is a board member of ASID.
The Editorial Board Chair will be a person with experi-
ence of journal publishing, leadership and governance
issues. Ideally they would be a senior academic who
has been a journal editor during their career. The initial
appointment would be for three years.

The Editorial Board chair will work closely with the
Editor and Editorial Board. As a member of the ASID
Board the chair is the pivotal link between the journal
and the ASID Board, and is expected to advise the
Board of any issues of concern or challenges being
experienced by the journal, the Editorial Board or the

Editor. The other key relationship .
continued page 9
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Editorial Board Chairs

for the Editorial Board Chair, external to ASID, is with
the contracted publisher.

The Editorial Board Chair is responsible to the ASID

Board for:

e Leadership and operational management of the
Editorial Board.

* Regular reporting and regular liaison with the
ASID Board and presentation of an interim and an
annual report on the journal, including statistics
such as acceptance rates, the number of papers
published in the previous volume year as well as
backlog and other relevant information.

¢ Liaison as necessary with the publisher. An annual
meeting with the publisher to review the journal’s
performance in conjunction with the chair of the

join the
lassidd
Parenting
SIRG

The International Association for the Scientific
Study of Intellectual and Developmental Disabilities
(IASSIDD) is a global group focused on research
about intellectual disability. The IASSID Special
Interest Research Group (SIRG) on Parents and
Parenting with Intellectual Disabilities brings
together an international community of researchers
in the field of parenting with intellectual disability.

The SIRG aims to foster research, collaboration and
innovation that will advance knowledge and under-
standing of social barriers and effective parenting
supports and promote equality for parents with
intellectual disability around the world.

It does this by facilitating the translation of research
knowledge into policies and practices to bolster
support for the parenting role and enhance chil-
dren’s lives.

Intellectual Disability Australasia

continued

Editorial Board of the other ASID journal and the
president and treasurer.

e Taking part in negotiations of the publishing con-
tract with the Editors and Editorial Board chair of
the other journal, the President and Treasurer.

* Developing an annual budget for the journal for
ASID board approval as part of the annual budget
cycle.

* Managing any complaints in accordance with com-
plaints policy described below.

* Leading the processes for appointment of the
Editor.

We will be seeking applications for the Editorial Board

Chairs in 2017

\\\\\\“”/Il..
=/ iassidd
A~

Membership is open to all registered IASSIDD mem-
bers with an interest in any facet of research or
application related to parents and parenting with
intellectual disabilities.

To become a member of the IASSIDD Special Interest
Research Group on Parents and Parenting, you need
to complete the IASSIDD membership registration
form.

On this registration form, check the box indicating
that you would like to join the SIRG on Parents and
Parenting with Intellectual Disabilities.

Visit https://www.iassidd.org/content/parenting-
with-intellectual-disabilities-membership

Summer 2016


https://www.iassidd.org/content/parenting-with-intellectual-disabilities-membership

Back Row: Justin O’Meara Smith, Bernad;tte Curryer, Christin
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by, Victoria Tucker, Laura Hogan, Ben Crothers, lan Pearce,
Paul O’'Dea, Adrian Higgins, Angus Buchanan, Mark Di Marco

Front Row: David Treanor, Sharon Brandford, Maurice O’Connor, Hilary Johnson, Richard O’Loughlin, Allyson Thompson.

2016/17 ASID Licl

In November 2016, ASID Ltd held the Annual General
Meeting (AGM) where we sadly farewelled 3 of our
Directors: Olive Webb (NZ), Vivienne Riches (NSW)
and Claire Quilliam (Victoria). Angus Buchanan reflect-
ed on the contribution that each person had made in
their time with the board and the large shoes that each
one has left for those who come after them.

The first meeting of the new Board of Directors was
held the day after the AGM. This meeting officially
welcomed new Board Directors and involved the
election of Office Bearers for the coming year. The
Board welcomed Victoria Tucker (QIld), Christine
Bigby (Victoria) & Bernadette Curryer (NSW) as new
Directors for 3 year terms.

There were also some changes to the executive team
with Olive Webb and Sharon Brandford not renominat-
ing for the positions of Registrar and Vice President
respectively. Angus thanked and recognised both for
their contributions to the executive team, the board
and the broader organisation.

Intellectual Disability Australasia

Absent: Samuel Arnold, Denice Wharldall, Darryleen Wiggins.

Your ASID Board of Directors for 2017 is as follows:
President: Angus Buchanan,

Vice President: Laura Hogan,

Secretary: lan Pearce,

Treasurer: Benedict Crothers,

Registrar: Allyson Thompson,

Board Directors:

Bernadette Curryer, Samuel Arnold, Maurice
O’Connor, Paul O'Dea, Victoria Tucker, Denice
Wharldall, Richard O’Loughlin, Darryleen Wiggins,
David Treanor, Hilary Johnson, Christine Bigby,
Mark Di Marco, Justin O’'Meara Smith, Sharon
Brandford & Adrian Higgins. @
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Thirty Years. One Story. Time to Care.

“So, this might be a little confronting, cause I
haven’t read them, well, some of them I may not
have read for close to 34 years. Yeah, so this will
be a challenge”, Dierdre says in the opening scene
of On Richard’s side. The emotion, the candour, the
curiosity, and the challenge foreshadows the rest of the
documentary.

On Richard’s Side, directed and produced by Andrew
Wiseman 2016, is the third in an Australian trilogy
documentary. It focuses on Richard, a man described
to have a complex disability, and those around him,
primarily his parents. The documentary draws on fam-
ily video footage, photographs, interviews, diaries, and
the footage taken by the producer and his team across
the last 3 decades.

The first film of the trilogy, Driving with Richard
(1992), focused on life with Richard as a child, showing
the highs and lows relating to Richard’s erratic behav-
iour and times of family warmth. In 2001, the second
in the trilogy, Wonder Boy, was released with Richard
as a teenager experiencing life with his father in a point
of transition from school to an adult life. This third in
the series, On Richard’s Side, sees Richard experience
a new transition of moving out from his family home
to living in supported accommodation. While watching

Intellectual Disability Australasia
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the trilogy is valuable, it is not necessary in order to
appreciate the third in the series by itself.

The number of real life issues relating to being a person
with a severe disability, and to supporting that per-
son, that are encapsulated in this 90 minute film are
astounding. The film touches on issues of planning for
a person, autonomy, day services, residential services,
health services, carer issues, community acceptance,
spirituality, exhaustion, meaningful occupation, and so
many more. None of these aspects are treated in a trite
way, or a way that is trying to promote one approach
over another; they are presented in a way of pragma-
tism embedded in the present life circumstances of
Richard and those around him.

There is an intimacy in the interview footage. Dierdre,
Blue, Tim, and many others share their hopes, sadness,
conflict, and simple joy of being with Richard. I believe
these feelings are carried through to any audience mak-
ing On Richard’s Side very moving viewing whether you
are connected with people with disabilities or not. The
director brings the viewer into the loungeroom in the
midst of a tortuous night of Richard screaming and pull-
ing at Dierdre’s hair; the inability to fix the concerns
at hand for Richard and the exhaustion of Dierdre are
palpable. Similarly, the footage of continued page 12
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Richard in a peaceful state as he moves around the
swimming pool, as a child and as an adult, also stays in
my mind as an enduring picture of Richard. Humour is
also found in Richard’s story, for example, when Blue
shares his latest text messages with Richard.

With this expression of Richard’s life, some viewers
may find fault or experience concern about how issues
are presented and choices made about Richard’s life.
In the film, Richard’s father, Charlie comments on his
disappointment at the portrayal in the first of the tril-
ogy, Driving with Richard:

“In relation to the previous documentary, I thought it
focused a heck of a lot on the negative side of Richard,
and I didn’t think it did him justice; there are elements
of a monster there, somebody out of control, a mon-
ster, and ah, I didn’t like that. And if the theme was
this was difficult and burdensome; it portrayed that
very well. But I think that the balance this time (refer-
ring to Wonderboy) would be about the hope. Sure it
is burdensome, but there is hope there as well, and I
suppose the fuelling of it is the love”.

Whether that balance has been struck in On Richard’s
Side would be in the eye of each film-goer. It is my
belief, though, that Richard is portrayed with respect
that acknowledges his autonomy, dignity, and does not
gloss over the significant challenges he experiences,
and the challenges for those who travel the road with
him. This respect is captured in the footage of interac-
tions between friends and workers, Blue and Tim. It is
highlighted in his mothers’ words that, “I would like
people to look for Richard’s humanity, rather than to
just to see his disability; his heart and his love and his
playfulness is there”.

On Richard’s Side, while not a textbook or a journal,
is an invaluable tool for learning for all people who
support people with severe disabilities. It may be used
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by health/allied health practitioners to consider how

their supports could be meaningfully offered in a way
that respects the multiple priorities of everyday life.
For example, as a speech pathologist, it prompts me
to think what high quality interaction looks like for
Richard, and how his preferences and priorities are
considered. It is evident that communication for and
with Richard requires something far more sophisticated
than a ‘communication aid’; it requires person-to-per-
son contact and being in relationship with Richard and
his family. It would be invaluable for direct disability
support providers to see what engaging with their ser-
vices feels like for one family - the conflict, anxiety,
and hope when care is handed over even for just a little
bit; and what they can do to make this engagement a
positive experience. It would be useful to planners for
seeing how goals are embedded in everyday life, and
how goals are often emerging rather than something

decided at a specific point in time.

Most importantly, I have witnessed the value of the film
for families of people with severe disabilities and for
people with disabilities themselves. In a local screening
of the film, families spoke of how it mirrored their story
in so many ways, and how they wished that many more
people could see it to understand their lives.

On Richard’s Side is a seminal work in relation to peo-
ple with severe intellectual disability in Australia.

Wiseman, A. (Producer & Director), & Hutchens,
R. (Producer). (1992). Driving with Richard
[Documentary]. Australia: Pericles. Available from
Ronin Films: www.roninfilms.com.au

Wiseman, A. (Producer & Director), & Keddie, R.
(Producer). (2001). Wonder Boy [Documentary].
Australia: Apollo Films. Available from Ronin Films:
www.roninfilms.com.au
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President’s

Dr Angus Buchanan

asid

research to practice

hen it comes to writing the Presidents
Column I often reflect on my own recent

experiences.

Some of the things I have done over the last two
months include - visiting three Universities, travelling
to and teaching in Vietnam, becoming a grandfather,
being hospitalised for the first time, celebrating my
daughters engagement, running a number of work-
shops for organisations, publishing papers, going to
the theatre,
plete their course, planting out my vegetable garden ,
making beetroot relish, sorting out the School budget
for 2017, shopping , cleaning , chairing an ASID Board

meeting , seeing friends and exercising. While this list

seeing another group of students com-

of activities is unique to me, I have no doubt that most
of us engage in very busy, dynamic, and varied lives.
We often use the term ‘good life’ which I certainly
have. In many ways, [ probably have too much going
on although I generally enjoy most of it. [ am certainly
privileged to have a full and inclusive life surrounded
by my family, friends, and community.

We know that this is not the case for many people with
intellectual disability living in support accommodation,
with family or independently in the community. It
is not unexpected then that significant amounts of
research focus on social inclusion, community par-
While much of

this research is positively focused on outcomes being

ticipation and friendship networks.

achieved, the necessity for this work still arises out of
the deficit that exists in many people’s lives. A soon
to be published article asked young adults about their
experiences of being socially included in their commu-
nity. Each of the participants had been living in their
community with active local coordination support for
the majority of their lives. Participants when describing
their experiences of social inclusion used terms such as
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“we feel left out”, not being like “the mainstream peo-

”

ple” and “treated like an outcast.” While a small study,
it should be of major concern that these statements
come directly from people with intellectual disability.
It would seem that we have come a long way yet we
have still a long way to go to really achieve the vision
set by ASID - to be an inclusive society. As a society
we still have a long way to go when we are struggling
to reconcile many issues related to diversity within our
communities and continue to ‘other’ people who do
not fit the mainstream. Sadly this is an issue beyond
just people with disabilities. At a recent ASID event in
WA, a speaker challenged the audience to radicalise the
issue of disability saying we (meaning service providers)
are playing it too safe, being too politically correct and
need to hear the active voice of people with disabilities
themselves. [ initially was quite taken aback given the
context of the event but have needed to keep coming
back to these words and think about my own actions
as a researcher. Are we doing enough to advance the
really important agendas, how do we use research to
move on critical issues, whose issues are they really,
and is our research using the voice of people with intel-
lectual disability in an authentic manner? As I wrote
in February - “In partnership with people with intel-
lectual disability, we need to be today’s futurists. We
as a research and practice community need to create
and use evidence to challenge assumptions and notions.
We need to make sure that the current evidence is used

and new evidence is developed.

The ASID Board has met in November (face to face)
and teleconferenced in December. Outcomes of the
meetings included:

e Approval to instigate a new recruitment process for
the Executive officer role

¢ Development of an ASID Code of Conduct
continued page 14
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Western Australia

by Justin O’Meara Smith

ASID WA Sundowner: Meaningful participation of
people with intellectual disability in the development
of their plan and (influencing) service design.

On 8 November ASID WA hosted a Sundowner on
the topic of how people can actively participate in
the development of their NDIS plan and influence
and direct the individual design of their services and
supports. The Sundowner was facilitated by Justin
O’Meara Smith and had three key presenters. Angus
Buchanan (ASID President of and Associate Professor,
Curtin University), Leighton Jay (Principal of Socita,
Parent and advocate for his son) and Maxine Drake
(representing Developmental Disabilities WA).

Angus discussed supported decision making as a
concept. There are many definitions of supported
decision making, all using the language of citizenship,
choice and control. The United Nations Convention

on the Rights of Persons with continued page 15

e Approval to appoint a new Editor for the Journal
of Intellectual and Developmental Disability fol-
lowing the completion of the three year term by
A/Professor Michael Arthur Kelly

e Approval to recruit an new Editor for IDA

* Progressing the three year marketing and opera-
tional plan

* Discussion regarding the future size of the Board
(potential reduction)

A major item of discussion was the Annual ASID

Conference to be held in Hobart, Tasmania Nov 8 — 10

Intellectual Disability Australasia

Leighton Jay - parent and son Paul’s advocate

President’s {00

continued from page 13

2017. The theme is “Pushing the Boundaries.” Please
make sure you save the date. Planning is well under
way and a call for papers will be made in late January
2017. Participating in an ASID conference is always
special. I hope that you are thinking about making
the journey to Tasmania for this important event and
maybe an extended stay to enjoy what this beautiful

part of Australia has to offer. @
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Disability (2006) says that states parties should
review the laws allowing for guardianship and trustee-
ship, and take action to develop laws and policies to
replace regimes of substitute decision-making by sup-
ported decision-making, which respects the person’s
autonomy, will and preferences. The Australian Law
Reform Commission recommended provision be made
for: the right of all persons to make and have decisions
respected; the right of all persons to be supported to
make decisions; for supported decisions to be directed
by the “will, preferences and rights” of the person; and
for the provision of appropriate safeguards.

Leighton outlined the purpose and use of Microboards.
A Microboard is a structure that provides individu-
alised support for a person with disability. It is a legal
entity established for the benefit of the individual and
consists of a range of people who know the person
well and are committed to supporting that person to
have a good life of their own choosing. Within Paul’s
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(Microboard Leighton’s son), decisions are made after
meaningful consultation with Paul. The Microboard
develops ‘grand ideas’ and visions that include, but are
not confined to, his NDIS goals and plans. These ideas
are presented to Paul to identify those he engages
with, and which can lead to the outcomes he wants.
The vision of The Paul Jay Experience is that Paul can
have a life as typical as possible as other citizens of his
age and gender.

Maxine noted that advocating for people with disability
is standing beside them. Self-definition by the group
needing liberation is an essential part of this process
— people need to use the words they want to describe
themselves and their visions. Gurrently there is little
direct voice for people with disability in WA, but they
should be able to politicise if they wish. All people
need support in decision making, not just those with
disability. Advocacy can support the higher order
human rights of being able

continued page 16

Maxine Drake, Leightdn Jay, and Angus Buchanan

Summer 2016




to take risks, make mistakes, make poor decisions and
deal with the consequences.

There was likely discussion between the guests and
speakers which broadly outlined an intent for people
with disability to be more active, supported and repre-
sented in planning and service design, but acknowledge
there still gaps for government, providers and natural
supports in helping them to achieve this. Guests were
positive about the future and recognised that as the
NDIS grows into maturity, there will be much more
opportunity for people to direct their services and sup-
ports and live a life of choice as active citizens.

New Zealand

The New Zealand Division is ending 2016 on a
high note after a successful conference held at the
Brentwood Hotel in Wellington on Nov 3 & 4 entitled
No more excuses: Looking beyond “because” Keynote
speakers and presenters rose to the challenge that the
conference theme presented and there was plenty of
lively debate as a result.

Lorraine Bailey: Tainui, Service Manager Affinity
Services, Auckland. New Zealand opened the confer-
ence with an inspiring account of how a Maori kaupapa
service was established through the efforts of a small
group of people determined to challenge an existing
service paradigm which did not meet the cultural
needs of Maori, the indigenous people of Aotearoa,
New Zealand. Lorraine’s eloquence and recounting
of the development of a culturally responsive service
model despite many challenges set the tone for the
whole of the conference.

Keynote speakers following Lorraine were from
Australia and they continued the high standard that
was set by Lorraine’s opening address.

Jo Watson: Lecturer in Disability and Inclusion, School
of Health & Social Development, Deakin University,
Victoria challenged conference participants to think
about autonomy differently in relation to people who
communicate informally or unintentionally.
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Professor Nick Lennox: Director Queensland Centre
for Intellectual & Developmental Disability (QCIDD),
University of Queensland gave a lively, challenging
and informative presentation on what will be needed
if we are to make real improvements in health and
healthcare for people with intellectual disabilities in
the digital age.

Associate Professor Leanne Dowse: Chair in Intellectual
Disability Behaviour Support, School of Social Sciences,
University of New South Wales provided a sobering
account of the difficulties in meeting the needs of
people who have complex support needs. Associate
Professor Dowse’s paper provide strong evidence for the
development of integrated systems of social care if the
needs of this group of people are to be met.

Conference participants were able to chose from a
wide range of informative conference papers covering
themes of high and complex needs, supportive and
innovative programmes, relationships, legal issues,
health and supported decision making. The confer-
ence included a forum for clinicians on Dementia
and Intellectual Disability pathways in New Zealand.
Christine Wilson again showed superb skills as
Convenor of this successful conference.

Since the conference there have been some changes
to the leadership of the New Zealand ASID Advisory
Committee. Adrian Higgins who has lead ASID-NZ so
capably for many years has stepped down from the role
of Chairperson for the New Zealand Division. Adrian
will continue in the role of Chair of ASID NZ until it is
finally wound up. Deborah Espiner, Principal Lecturer,
University of Auckland has been elected Chair of the
New Zealand Committee. Deborah will bring excel-
lent skills and leadership to her new role. We were
able to recruit two new members to the New Zealand
committee, Claire Stewart and John Grant and we are
sure they will make excellent contributions. I'm sure
all ASID members will want to thank Adrian for the
wonderful leadership that he has shown both nation-
ally and internationally and thank him for ensuring the
New Zealand Committee remains strong and in good

heart. A face to face meeting is
continued page 17
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planned for February 2017 as the committee usually
conducts its business via teleconferences. Members
will be aware that a major earthquake has again dis-
rupted many lives here in New Zealand. We send our
hopes for a speedy recovery to all those affected. We
also extend season’s greeting to all members of ASID
and wish everyone a safe and enjoyable holiday.

NSW & ACT

by Helen Amos

The NSW Committee welcomes four new members
for 2017; Ee-Lin Chang, Benjamin Chain, Bernadette
Curryer and Susan Collings. Ee-Lin, Ben and Bernadette
had all filled temporary vacancies on the NSW commit-
tee for the previous year, whereas Susan is completely
new to our committee. Susan is able to share her
experience and expertise on intellectual disability and
her passion for research on the perspectives of school-
aged children of mothers with intellectual disability
and their social worlds.

Sadly the NSW Committee farewells one of our well
respected and long-standing members, Michele Weise:

Michele has been an active and dedicated committee
member and has been involved with ASID NSW since
the committee reformed in 2007. She is passionate
about ASID’s by-line of ‘Research to Practice’ which
is reflected through the many roles and projects
that Michele has undertaken in her time with ASID,
including but not limited to: chairing the Scientific
Committee for the 48th Annual Australasian ASID
Conference in Sydney; Leading the ‘Ethical review of
research in the disability services sector’, the Q&A
document which resulted from this has been for-
mally adopted as a position statement by ASID Ltd;
Program/Scientific committee member for the 2014
ASID NSW State Conference and 2016 Road Show
Events. Throughout 2015 and 2016 Michele was the
ASID NSW Operational Plan ‘Champion’, keeping us
all on track with our plans and ensuring good gover-
nance. On behalf of the NSW committee we would like
to thank Michele for all she has contributed to ASID
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o |
Celebrating Michele Weise involvement with ASID NSW

since 2007

NSW and ASID Ltd, Michele will be greatly missed.

This year also saw a change in the director positions
from NSW with Vivienne Riches not renominating for
her position on the board. Vivienne has served for
many years on the board and was recognised as being
an active and committed member at the ASID Ltd
AGM. We are very lucky that Bernadette was nomi-
nated for the position of Board Director for a 3 year
term.

Launching into 2017, the committee will meet in
January to update and work through its operation plan.
In helping bring research to practice, the committee
intend to hold another series of ASID Roadshows early
in the new year. This following the success of two road-

shows; ‘Ethical Issues in Ageing’
continued page 18
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and ‘Individualised Funding and Self Determination’
in 2016. We are seeking suggestions for possible ven-
ues and topics, as well as organisations interested in
partnering with ASID NSW to help ensure rural areas
of NSW receive support and information in the areas
of intellectual disability. For suggestions or queries,
please contact Helen Amos at: hamos@interactionser
vices.org

ASID NSW are looking forward to a busy year, and
while it’s not until November, the committee feels it
important to plan ahead to support and promote the
next ASID Conference to be held in Tasmania. We
hope to see many of you there.

Intellectual Disability Australasia

The ASID NSW Committee célebrating successful 2016

Queensland

by Morrie O’Connor

QLD Division committee is planning to get back
together in January to develop our plans for the year.

At this stage our first event will be a forum on ‘Sexuality,
Intimacy and Intellectual Disability’. Three speakers
— Laura Hogan from Centre for Disability Studies
affiliated to University of Sydney, Natasha Alexander,
a private practising psychologist who runs a therapy
service Consentability, and Robyn Evans from Working
with people with Intellectual and Developmental
Disabilities-Sexual Violence Prevention Programme

(WWILD-SVP) who will speak
continued page 19
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on WWILD’s You and Me Group relationship education
on 9th March.

Aim of the forum is to open up discussion around this
important item.

One of our members Paul O’Dea has contribut-
ed an article on bullying to this edition of IDA.
Congratulations Paul on your bravery in sharing your
personal story around these important issues of bul-
lying and abuse which continues to impact on many
people with intellectual disabilities.

Tasmania

Members of ASID (Tasmania) are looking forward to
welcoming old and new friends to our Island when we
host the National Conference from 8 to 10 November
in Hobart. So keep the dates free, think about applying
to present a paper or poster at the conference and reg-
ister online when we launch the site later this month.

Our energies as State members are being directed
towards the hosting the conferences so our meetings
are directed to this rather than general member-
ship business. Prof. Monica Cuskelly moved from
Queensland to the University of Tasmania last year and
she has been active in supporting the tasks inherent in
conference organisation.

South Australia

It has been a busy few months in SA for ASID. On
Wednesday 26th October, we hosted a dinner and pre-
sentation by Professor Richard Bruggemann the S.A.
Senior Practitioner, Restrictive Practices. We enjoyed
a light meal, glass of wine and a great discussion.
Richard provided an update on the work of the Senior
Practitioner including new reporting requirements
and the latest developments in relation to NDIS and
Restrictive Practices.

This was followed by the Annual Meeting of ASID SA. I would
like to thank Minda who provided the venue for free.

Intellectual Disability Australasia

On 2nd December Professor Christine Bigby held a
one day workshop:

Is there such a thing as a good group home?

Group homes are a very significant part of the system
of services that supports people with intellectual dis-
ability. Approximately half of all Australian disability
expenditure is on accommodation and most of this is
on group homes.

We had the opportunity to hear about the latest
research related to group homes in detail and this was
sobering. The research outlined what makes a differ-
ence and this including the role of local leadership and
the impact of the culture.

Twenty-six people attended the workshop and the feed-
back was excellent. Having a whole day to focus on this
very important topic made a real difference.

We now planning for next year and welcome ideas from
members. Please feel free to contact Denice Wharldall
on DeniceWharldall@disabilityliving.org.au

Victoria

The Victorian ASID committee members finished up
a productive year with a festive Christmas dinner at
Long Play café in Brunswick. The dinner was well
attended and we reflected on our past year whilst infor-
mally planning for the coming year. Sadly, we had to
say farewell to Alice Nichols and wished her well on her
move to Queensland. Alice has been a wonderful and
valuable contributor to the work of the Vic Committee.
We also acknowledge the years of valuable contribu-
tion form Nick Hagiliassis & Mark Heeney who have
both departed from the Vic Committee this year.

The committee continues to meet monthly at range of
venues from universities to pubs with a strong prefer-
ence for the comfortable environment of the pub.

In the second half of 2016 we ran two well attended
events:

® In July we hosted a workshop on ‘Strategies for real

inclusion-Involving people with continued page 20
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intellectual disability in events’. The workshop was led
by Lisa Hamilton, Lucy Murphy, Joshua Fartch and
Filipo Signorelli. It was attended by 19 people and we
received very positive feedback from the participants

® In August we hosted a seminar titled ‘I can’t always
read it & it isn’t always easy’. The seminar discussed
what makes written information easier for people with
intellectual disability to understand. Based on her
recent PhD work, the seminar was presented by Susan
Buell from the University of East Anglia in Norwich,
UK. Handouts and a podcast made from her presenta-
tion is available on the ASID website. It was attended
by 25 participants. @
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AAC Awarenass Momth
Picnic NSW

Hosted by AGOSCI and AAC Voice

inc.

|
by Fiona Given % R Rﬁ

President, AAC Voice A AC Voice Inc.

“We are all striving to be heard..”

fI '\ his year’s AAC awareness month picnic was held on the 8th
October at the scenic Barangaroo Headland Reserve. Sydney
put on spectacular weather for us. We had a great turn out
of people who use AAC and their families, speech pathologists and

speech pathology students.

We were entertained by an interactive drumming workshop led
by Ben Kinson which everyone enjoyed. There was also a game of
Simon Says using communication boards.

It was great to see the younger people taking advantage of the mod-
elling by the older people using their communication devices in an
informal and relaxed setting. I noticed their usage of their commu-
nication devices increased during the day which was wonderful. We
must find more opportunities for this to occur.

Parents of children who use AAC had the opportunity of meeting
adults who use AAC and seeing what is possible. They were also to

get some informal advice from speech pathologists on the day.

The speech pathology students greatly benefited from seeing AAC
in action.

I hope next year is even bigger and better! @

Barangaroo Location
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Participants learning about AAC

Drumming workshop
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Relationsticps and Sevaality
and

People with Tntellectual Dasatbility
Workshop

Presented by Australasian Society for Intellectual Disability (Qld Division)

Date: 9th March 2017
Time: 9.30 am - 12.30pm

Venue: Merthyr Road Uniting Church,
52 Merthyr Road, New Farm, Brisbane

Cost: $20 - Members
$50 - Non-members

Guest Speakers include:

. Laura Hogan -
Centre for Disability Studies,
an affiliate of the University of Sydney

. Dr Natasha Alexander -
Private Clinical Psychologist based at Brisbane’s
Consentability private practice.

. Robyn Evans -
WWILD- SVP Association Inc.
& ‘You and Me’ Group Work approaches

Registration information:
To register for the event please go to
http://asid.asn.au/events/66_asid_qld_march_2017_workshop

Morning tea is included.

If you have any questions about the event please contact Morrie O’Connor
at Community Living Association

by phone: (07) 32665633 or email: moconnor@communityliving.org.au
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WOrkS h O p Biographies:

LauraHogan, fromtheCentreforDisability Studies (University
of Sydney) is an Occupational Therapist with over 15 years experience working
with people with disability across the lifespan. Laura is an experienced clinician,
supervisor, consultant and trainer. Her particular area of interest is support-
ing adolescents and adults with complex support needs. Laura works as both a
clinician and trainer in the areas of sex, sexuality and relationships for people
supporting people with intellectual disability in NSW. Laura is passionate about
environmental adaptation and access, accessible equipment and technology and
educating about these to ensure people with disability are able to access and
explore what sex and sexuality means for them.

Laura also holds a Masters of Health Science (Developmental Disability) and is
actively involved in a number of peak disability organisations including her role
as the Vice President of ASID Ltd.

Dr Natasha Alexander, of Consentability is an experienced reg-
istered clinical psychologist and has worked with people with intellectual
disabilities since completing her clinical training at University College London,
UK in 2001. She previously worked in multi-cultural east London for 13 years as
a qualified clinical psychologist in community disability and mental health serv-
ices. She has experience in providing therapy, training and consultation in mental
health and disability contexts in the UK and Australia. She started Consentability
in Brisbane last year and works primarily in the area of sexuality, relationships and
consent with people with intellectual or cognitive disabilities and their support
network - family members, support staff and clinicians. Consentability’s vision is
for everyone, regardless of their ability level, to have access to sex and relation-
ships education.

Natasha is passionate about advocating for and supporting people’s rights to
express their sexuality in an informed and empowered way. She is equally pas-
sionate about emphasising the importance of child and adult safeguarding; and
sees sexuality and relationships education as an important part of the develop-
ment of self-protection skills and safeguarding.

Robyn Evans, WWILD-SVP Association Inc. has worked as a social
worker and sexual assault counsellor for 20 years; in particular, working with chil-
dren and the Indigenous Community organisation, before coming to WWILD in
2012. Robyn is currently one of two specialist sexual assault counsellors, support-
ing people with intellectual and learning disabilities at WWILD. She has been a key
worker in the development and trial of the ‘You and Me’ group work model. This
particular approach focuses on prevention through education about relationships
and sexuality for people with intellectual disabilities.
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upcoming events

15 Feb 2017

Disability Research to Action Forum

Melbourne
https://www.eventbrite.com.au/e/melbourne-disability-research-to-action-forum-tickets-

29839708371 2aff=es2

20-21 Feb
2017

Compassionate Communities Symposium
Sydney
http://www.compassionatecommunities.net.au/symposium/#ccs

23 - 24 Feb
2017

NSW NDS Conference 2017

Turning Plans into Outcomes

https://www.nds.org.au/events-and-training/conferences/nds-nsw-conference-2017

9 Mar 2017

Relationships and Sexuality and People with Intellectual Disability
Workshop

Brisbane
https://www.asid.asn.au/events/é6_asid_gld_march_2017_workshop

27 - 28 Mar
2017

Victoria NDS Conference 2017

Turning Plans into Outcomes

https://www.nds.org.au/events-and-training/conferences/nds-victoria-conference-2017

4 -5 May
2017

Towards Elimination of Restrictive Practices National Forum

Perth

https://waamh.org.au/events/towards-elimination-of-restrictive-practices-11th-national-forum-former-
ly-seclusion-restraint-reduction-forum.aspx

8 -9 May
2017

National Disability Summit
Melbourne
https://www.informa.com.au/event/national-disability-summit/

15 - 16 May
2017

Disability at Work Conference

Brisbane
https://www.nds.org.au/events-and-training/disability-atwork-2017

26 - 27 May
2017

Early Childhood Education Conference

Melbourne
https://www.togetherwegrow.com.au/

8- 10 Nov
2017

Australasian Society for Intellectual Disability Annual Board Conference

The Grand Chancellor Hotel, Hobart
www.asid.asn.au

If you want to advertise in IDA’s upcoming events section,
please e-mail: laura.hogan@sydney.edu.au
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https://www.nds.org.au/events-and-training/conferences/nds-nsw-conference-2017
https://www.asid.asn.au/events/66_asid_qld_march_2017_workshop
https://www.nds.org.au/events-and-training/conferences/nds-victoria-conference-2017
https://www.informa.com.au/event/national-disability-summit/
https://www.nds.org.au/events-and-training/disability-at-work-2017
https://www.togetherwegrow.com.au/
www.asid.asn.au

2017 CONFERENCE

PUSHING THE
BOUNDARIES

8 - 10 NOVEMBER 2017
HOTEL GRAND CHANCELLOR
HOBART, TASMANIA



