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Hilary Johnson
IDA Editor

Welcome to a very different environment from our March edition 
and hope you are all keeping well. Considering COVID-19, we have 
included a list of Australian Easy English resources and websites 
that might help you to demystify some of the complexities (page 21). 
Being isolated resonates with our theme of rural and remote services 
and Stuart Wark provides evidence that highlights how people with 
an intellectual disability are disadvantaged in exercising the choice 
and control the NDIS promised in rural regions (https://www.asid.
asn.au/publications/journals). This is followed by a moving personal 
history by Ruth Firstbrook of the struggle to develop appropriate 
services in South Australia to keep young people out of institutions 
(page 9). Dr Johnsson and her colleagues provide early data on a 
unique telepractice method of delivering positive behaviour support 
to rural areas with the study now expanded to other people isolated 
due to COVID-19. They indicate how the availability of mobile tablets 
has lessened technological glitches but emphasised the successful 
delivery of a new service requires a commitment to change and clear 
communication between all stakeholders (page 12). 
Our president, Laura Hogan, has been working in rural remote regions 
and has been instrumental in developing this issue. ASID is keen to 
publish research in this area and there is a call for papers on rural 
and remote services for the Research and Practice in Intellectual and 
Developmental Disabilities journal (page 4). In addition, the divisions 
have developed a webinar schedule to keep us informed after ASID 
had to cancel the national conference this year (page 16 and  
page 18). You will notice a webinar scheduled mid-July on rural 
and remote issues so do join in. If you are missing high quality 
presentations check out Angela Dew and Scott Avery’s account of 
an innovative workshop on inclusive research at the 2019 ASID 
conference (page 28). We are also excited to introduce you to one of 
the new board members, Sue Goodall (page 20).
We had excellent feedback to the last edition on oral health and have 
followed up the theme with an article by Hanny Calache that discusses 
the training in oral health care and the need for targeted training  
to ensure the needs of people with intellectual disability are met  
(page 24).
Are you missing your art fix? Ben Crothers reminds us good art is 
available online (page 33). Don’t forget to go to the quiz – you will learn 
something about the arts and native Australian animals (page 31)!
We will be continuing the theme on rural and remote services in the 
September edition. We welcome ideas, comments and suggestions.  
Please contact me. 

 idaeditor@asid.asn.au

Welcome 
to the June 

edition of IDA 
Magazine

http://www.asid.asn.au
https://www.asid.asn.au/publications/journals
https://www.asid.asn.au/publications/journals
mailto:idaeditor%40asid.asn.au?subject=
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Writing this report has provided a lovely opportunity to stop and reflect on some of the many reason why I 
value being part of the ASID community. This edition has highlighted the connectedness and generosity of 
our community and its care of topics and issues, which don’t always get the attention they deserve. 
For this edition I have been fortunate to work in collaboration with my highly regarded colleague and friend, 
Hilary Johnson who had edited IDA for the past 3 years. Although March 2020 should have been the last 
edition of IDA that Hilary edited, she has generously agreed to edit a few more editions while we work 
through what next for IDA. Over the past 3 years, Hilary has a lot to proud of. Under her editorship, IDA had 
published a broad range of topic areas from well-regarded authors, making this information accessible to 
those putting it into practice across the intellectual disability sector. 
Things are very different now to how they were in February when I wrote the last President’s report for IDA. 
Across Australasia we have seen a rapid and strict lockdown in response to the threat of COVID-19. While 
we grapple with how to function within these lockdowns, we have learnt a lot from our rural and remote 
community members, many of who are used to remote ways of working and living. It is rather timely that this 
issue of IDA focusses on the topic of rural and remote. 
For many years, rural and remote practice has felt like the too hard basket from a political perspective or not 
a priority area for city folk. However although a city folk person myself, the topic sits close to my heart and 
I’ve always strived to know and do more. Last year, I coordinated a 5-paper symposium at the Australasian 
ASID Conference in Adelaide focused on this very topic. It was impressive how many conference delegates 
crammed into a small space to listen and engage with these papers (no social distancing then!).
This symposium planted the seed for an IDA edition focused on rural and remote. Reaching out to 
colleagues and asking if they would volunteer their time to write a piece for IDA was responded to with such 
positivity, everyone said yes! At last count, Hilary reported she had nearly enough content for maybe two 
editions of IDA on the topic! 

Laura Hogan
2020 ASID President

president@asid.asn.au

PRESIDENT’S REPORT

I do hope you enjoy this edition of IDA (and the next one) and it gets 
you thinking and talking about rural and remote issues for people with 
intellectual disability and their support networks. The exciting news 
is that this is just the beginning. ASID Journal, RAPIDD (Research 
and Practice in Intellectual and Developmental Disabilities) has a 
call for papers open at present for original research, commentary or 
conceptual papers that address key issues for people with intellectual 
disability in regional, remote or regional communities.  
(https://www.asid.asn.au/publications/journals) Further to this, the 
ASID NSW/ACT Division in planning a webinar on the topic – see the 
committee report for more information. 
As President of ASID, I am excited that several of our communication 
platforms are all focusing on a common theme, I’m chuffed with how 
generous and willing people have been to contribute content and I 
couldn’t be happier with the theme that has drawn this all together. 
Here’s to another excellent edition of IDA.

http://www.asid.asn.au
mailto:president%40asid.asn.au?subject=
https://www.asid.asn.au/publications/journals


5Vol 41, Issue 2, June 2020

Abstract 
Living ‘rurally’ remains one of the most significant 
barriers to accessing necessary supports. People 
with intellectual disabilities in a rural location are 
disadvantaged with respect to quality of life measures, 
and in being able to make meaningful decisions about 
their life. This article briefly reviews key background 
knowledge, and summarises what the research 
base recommends to improve the situation for rural 
residents with intellectual disability.

SUMMARY OF KEY ISSUES
There are some commonly identified issues to 
consider when attempting to address the existing 
inequities between urban and rural residents with 
intellectual disability. These include:

HOW DO WE SUPPORT GENUINE DECISION
MAKING FOR PEOPLE WITH INTELLECTUAL 
DISABILITY OUTSIDE OF THE ‘BIG SMOKE’? 

Stuart Wark

The University of New England Armidale campus 
– living and working surrounded by bush!

 ● ‘Artificial’ barriers to service delivery, where people are deemed ineligible to access an available 
service due to an arbitrary government decision, need to be revised and service eligibility has to 
become more flexible. 

 ● There needs to be a focus on supporting better cooperation between rural service providers 
located in near proximity. Examples could include government funding for local collaborations 
between aged care, community-care and disability organisations with respect to training to 
support person-centred quality of life programs.

 ● NDIS funding mechanisms need to be flexible enough to facilitate the integration of health-related 
supports to assist individuals, through direct purchase if necessary, when it underpins quality of 
life outcomes and would not be available otherwise. 

 ● Additional rural workforce development is required. While it would be desirable to increase overall 
numbers of allied health staff in rural areas, options such as telehealth and training local disability 
support workers and carers as ‘implementers’ of therapy or health programs under the guidance 
of external practitioners, could be further explored to supplement (but not replace!) existing 
services.

 ● If telehealth is to be genuinely considered as a viable alternative to face-to-face support, the 
infrastructure needs to be in place to allow this to occur. Many of the criticisms of telehealth 
appear to relate more to poor IT access than the actual support being provided.
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“Telling me I can choose something is stupid when I have nothing 
to choose from!” 
The above quote comes from Bill (a pseudonym), aged 55, who lives in a small rural town and has a 
lifelong intellectual disability. He was talking about his life, and describing what ‘choice’ meant to him. The 
ability to make decisions about your life is important; the concept of meaningful choice for individuals with 
an intellectual disability underpins the entire disability service system in Australia. Three of the primary 
objectives of the recently introduced National Disability Insurance Scheme are to:

 ● provide reasonable and necessary supports, including early intervention supports, for participants in 
the NDIS (section 3(1)(d));

 ● enable people with disability to exercise choice and control in the pursuit of their goals and the 
planning and delivery of their supports (section 3(1)(e));

 ● facilitate the development of a nationally consistent approach to the access to, and the planning and 
funding of, supports for people with disability (section 3(1)(f)) (NDIS, 2020, online)

These objectives build upon the existing philosophies of social role valorization (SRV) and normalization, 
which have argued for the rights of people with a disability to be valued and important members of their 
local community, and facilitate the ability of individuals to make genuine and impactful decisions about 
their life. The implementation of SRV and normalization around the world is considered to have led to 
greater social acceptance of people with disabilities, overcome undesirable historic practices such as the 
withholding of medical treatment, and contributed to the dramatic increase in the life expectancy for this 
cohort of the community in the past century. However, within Australia there remain a number of disparities 
that have limited the impact of these policies, and indeed the current roll-out of the NDIS, for people with 
intellectual disability. Simply living in a rural area remains one of the most significant barriers for individuals 
to make choices or even to just access appropriate and timely support. In fact, rurality has been identified 
as the single biggest factor contributing to reduced access to necessary services around the world.
It has long been recognised that the general Australian rural population, when compared directly to 
metropolitan peers, is disadvantaged with respect to health outcomes, employment opportunities and 
their overall socio-economic status. Difficulties in the provision of social support issues can be seen 
through a lack of both state and commonwealth government infrastructure, including community housing, 
public transport and health services. It is also worth recognising the impact of environmental factors on 
these existing inequalities. The detrimental effects that drought, flood, bushfire and even pandemics like 
COVID-19 have on rural communities, particularly in relation to economic and environmental well-being, 
have been established for many decades. However, these issues are not ‘one-offs’ and resulting in ongoing 
issues with respect to increased health care needs, reduced access to services and familial breakdown. 
Across rural Australia, the ability to simply access generalist and specialist support services, let alone make 
an informed and meaningful choice between different options, is problematic. Rural residents generally 
have significantly less access to both general practitioners and allied health professionals, and also 
experience higher levels of mortality and morbidity than their metropolitan counterparts. These issues are 
due, in part, to the enormous geographic area of Australia, and the relatively sparse population outside of 
metropolitan areas. As an example of this, New South Wales (NSW), which has the largest population base 
of any state, has around 7.1m people who reside across an area of 800 000 square kilometers. NSW is not 
the largest state in Australia in terms of geographic size, with Queensland, South Australia and Western 
Australia all significantly larger. However, to give some context, NSW is still approximately twice the size of 
California and three times the size of the United Kingdom. Across this immense area, there are 1.3 million 
people resident outside of the greater metropolitan regions and indeed this rural population figure exceeds 
the combined populations of Newcastle, Gosford and Wollongong. Nonetheless, the geographic spread of 
rural residents naturally results in vast distances between communities. Consequently, individuals and their 
carers experience significant barriers to accessing relevant and essential services and supports. Transport 

HOW DO WE SUPPORT GENUINE DECISION MAKING FOR PEOPLE WITH 
INTELLECTUAL DISABILITY OUTSIDE OF THE ‘BIG SMOKE’?
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in particular is a major problem, with just one example being the ability to see essential health-care 
specialists. Individuals and their carers in rural areas are left with the ‘choice’ of either having to wait for 
months for services to visit their local area, or having to travel considerable distances to access them in a 
distant metropolitan location. The poor availability of essential health services, and the associated delay in 
receiving care, further compounds any existing medical problems, due to complications arising as a result 
of postponement of treatment.
These issues become even more difficult for individuals with complex health and personal support needs. 
For a person with intellectual disability living in a rural area, there is a significant likelihood that they will 
experience poorer individual health and quality of life outcomes than a person with similar needs living in 
a city. Complicating this even further is that prevalence rates of disability are not even across rural and 
metropolitan areas. In some rural areas, including the Western and North Coast regions of New South 
Wales, there are higher reported levels of disability than metropolitan locations in the same state (see 
Australian Bureau of Statistics’ Reports on Disability, Ageing and Carers, 2003; 2009; 2012; 2015; 2018), 
placing even further demands on already stretched services. As noted by these Australian Bureau of 
Statistics reports, rural people with a disability are likely to report issues in relation to support and service 
access that are not similarly evident in urban populations, and this has been the case for many decades. 
The World Health Organization specifically noted the major impact that geographic location has on the 
availability of intellectual disability services in Australia.
When looking at some of the emerging research on services being provided during the time of NDIS 
implementation in rural Australia (e.g. Dintino et al., 2019; Garham et al., 2019; Gilroy et al., 2020; Hussain 
et al., 2019; Malbon et al., 2019; Quilliam & Bourke, 2020), it is arguable that the three NDIS objectives 
nominated earlier (Provide reasonable and necessary supports; Enable people with disability to exercise 
choice and control in the pursuit of their goals and the planning and delivery of their supports; and Facilitate 
the development of a nationally consistent approach to the access to, and the planning and funding of, 
supports for people with disability) are all not being met for people with intellectual disabilities in rural areas. 
All of these issues together indicate that a person with an intellectual disability, when compared to a peer 
living in an urban location, is significantly disadvantaged in relation to simply accessing necessary support 
services. As stated so clearly by Bill at the start of this article, the key concept of choice, despite being 
an underpinning component of the NDIS, becomes irrelevant when there is only one option to pick, or, 
perhaps, simply no services at all from which to choose.
There is an obvious question that arises from this – what do we all, as fellow Australians, need to do to 
address this identified inequity? Clearly, it is not economically or logistically feasible to have equivalent 
resources available instantly for every area of the country. So, instead, we need to work on establishing 
and implementing ongoing solutions to address this problem.
As a first step, there needs to be an acknowledgement of the importance of the issue by all Australians. 
This recognition needs to lead to action in the form of petitioning politicians and government that living 
in a rural part of Australia shouldn’t mean either very limited or no services at all. It is acknowledged that 
the current challenges of COVID-19 are placing additional demands on limited government resources 
and infrastructure. However, this should not be used as an excuse to allow the vast inequities between 
metropolitan and rural areas to continue. 
One of the biggest factors limiting access to support is the inflexibility of government funding. As an 
example, it was reported that a visiting health-care service in a rural area was being under-utilised by 
the target group of people aged 65 and over. Individuals with intellectual disability in these communities 
were identified as experiencing age-related issues, however they were deemed ineligible for that service 
as they were under 65 years. Further to this, the service was eventually withdrawn from the area due to 
a reported lack of demand, despite there being older people with intellectual disability who desperately 
needed that support but had been told they could not access it. This issue of inflexibility applies equally to 
support in remote indigenous communities, where government funding guidelines are often incompatible 
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with culturally appropriate service delivery. There are also early examples of rural NDIS participants being 
denied access to existing generic community-based services as it is argued that they should instead be 
accessing support through their NDIS package.
Of course, it is worth also noting that academics are equally at fault of forgetting rural areas. A recent study 
in the Journal of Intellectual and Developmental Disabilities (Wark, 2018) noted that only 6% of papers 
in that journal either focused on rural participants, or compared outcomes across rural and metropolitan 
people. Approximately 50% of papers did not include sufficient data to allow readers to ascertain if they 
even included anyone from a rural area. Researchers need to be constantly aware of rurality as a key 
factor, specifically consider its importance within all studies, and make recommendations to government to 
address any identified issues specific to either rural or urban locations.
As noted in the Summary box at the start of this article, there are some common recommendations 
for improvement that are repeatedly identified in the literature. Unfortunately, they do not appear to be 
successfully or comprehensively incorporated into current government policy directions. As such, we all 
need to advocate and continue to push for fundamental change to how disability, social- and health-care 
services are both funded and delivered in rural areas of Australia. Only then will the goal of ‘meaningful 
choice’ for rural individuals, such as Bill, become a reality, rather than just words on paper. 

Key References
Dintino, R., Wakely, L., Wolfgang, R., Wakely, K., Little, A. (2019) Powerless facing the wave of change: the 
lived experience of providing services in rural areas under the National Disability Insurance Scheme. Rural 
and Remote Health. 19, 5337. DOI: 10.22605/rrh5337.
Gilroy, J., Dew, A., Barton, R., Ryall, L., Lincoln, M., Taylor, K., … McRae, K. (2020) Environmental and 
systemic challenges to delivering services for Aboriginal adults with a disability in Central Australia, 
Disability and Rehabilitation, Early on-line, 1-12. DOI: 10.1080/09638288.2020.1725654
Garnham, B., Bryant, L., Ramcharan, P., Yu, N. & Adams., V. (2019). Policy, plans and pathways: The 
‘crisis’ transition to post-parental care for people ageing with intellectual disabilities in rural Australian 
carescapes. Ageing and Society, 39, 836-850. doi:10.1017/S0144686X17001258
Hussain, R., Janicki, M., Knox, M., Wark, S. & Parmenter, T. (2019) Perspectives about support 
challenges facing health workers assisting older adults with and without intellectual disability in rural 
versus urban settings in Australia, Journal of Intellectual & Developmental Disability, 44, 174-183. DOI: 
10.3109/13668250.2017.1326589
NDIS. 2020. Operational Guidelines. Retrieved from https://www.ndis.
gov.au/about-us/operational-guidelines/overview-ndis-operational-
guideline/overview-ndis-operational-guideline-about-ndis
Malbon, E., Carey, G. & Meltzer, A. (2019). Personalisation schemes 
in social care: Are they growing social and health inequalities? BMC 
Public Health, 19, 805. doi.org/10.1186/s12889-019-7168-4 
Quilliam, C. & Bourke, L. (2020). Rural Victorian service provider 
responses to the National Disability Insurance Scheme. Australian 
Journal of Social Issues, Early on-line, 1– 17. https://doi.org/10.1002/
ajs4.107.
Wark, S. (2018) Does intellectual disability research consider the 
potential impact of geographic location? Journal of Intellectual & 
Developmental Disability, 43(3), 362-369. DOI:10.3109/13668250.201
7.1310826 

Stuart Wark 
Affiliation: School of Rural 

Medicine, Faculty of Medicine 
and Health, University of New 

England, Armidale.
swark5@une.edu.au

http://www.asid.asn.au
https://www.ndis.gov.au/about-us/operational-guidelines/overview-ndis-operational-guideline/overview-ndis-operational-guideline-about-ndis
https://www.ndis.gov.au/about-us/operational-guidelines/overview-ndis-operational-guideline/overview-ndis-operational-guideline-about-ndis
https://www.ndis.gov.au/about-us/operational-guidelines/overview-ndis-operational-guideline/overview-ndis-operational-guideline-about-ndis
https://doi.org/10.1002/ajs4.107
https://doi.org/10.1002/ajs4.107
mailto:swark5%40une.edu.au?subject=


9Vol 41, Issue 2, June 2020

DEVELOPING A REGIONAL SERVICE  
IN SOUTH AUSTRALIA

Ruth Firstbrook

The Riverland of South Australia is comprised of a series of towns located along the Murray River with 
distances of between 180km to 250km from Adelaide. In the 1980’s services for people with intellectual 
disability were provided by non-government services coordinated by the South Australian Government 
through the statutory authority of Intellectual Disability Services Council (IDSC). The local management of 
IDSC identified a group of families in desperate need of accommodation support services for their sons and 
daughters who were shortly the leave the local Riverland Special School. No local services were available 
for this cohort of young people who, together with intellectual disability, presented with complex needs and 
behaviours of concern.
The families concerned were confronted with the stark reality that their children would need to move to 
Adelaide where the only type of services on offer to meet the needs of these young people were in large 
institutions. A Review of services for people with disability by the Commonwealth Labour Government in 
1983 under the Handicapped Persons Assistance Act (1974) reported its findings in 1985 in a document 
entitled ‘New Directions’ [Background Paper 2 1995-96 Commonwealth Disability Policy 1983-1995]. 
The review identified a consistently critical view of existing services and reported that all the disabled 
participants in the Review, regardless of the nature of their disability, wanted improved access to 
mainstream services rather than the further development of segregated services. They wanted to live in a 
community setting, have access to paid employment, opportunities for community participation, community 
acceptance and a choice in the services they used [Background Paper 2 1995-96 Commonwealth 
Disability Policy 1983-1995].
A local representative group for people with disability, Riverland Council for the Handicapped working 
with IDSC, established a focussed Steering Group, entitled High Level Supervision, with the objective 
of establishing local services for the young people of concern. The chairman of Riverland Council of the 
Handicapped at that time was a local GP, Dr Robert Davis, who has maintained his commitment to people 
with intellectual disability and is now Adjunct Associate Professor Robert Davis, Director Clinical Services, 
Centre for Developmental Disability, Monash Health. The Steering Group detailed a critical pathway 
to secure the services they required. The families concerned had been lobbying at varying levels of 
government for 2 years, intent on the establishment of a local service for their children. Lobbying included 
representation to the State Minister for Health who supported the establishment of a local service and 
committed departmental support.
As a result of New Directions (1985) the Riverland Council for the Handicapped High-Level Supervision 
Steering Group, and IDSC made application to the Commonwealth Department of Community Services, 
Disability Programs Division for inclusion in the Demonstration Projects program. Purposes of funding 
for Demonstration Projects were that the model of service needed to be new and innovative. Funds were 
limited to 1 year during which time the service had to be established and operating to a stage where it 
could be evaluated against the principles of service delivery before determination of continued funding.
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A successful funding application was made for an accommodation service for 4 young people with 
intellectual disability and an outreach service for up to 10 individuals with intellectual disability to teach 
life skills and/or provide support for behaviours of concern. The primary purpose of the application was to 
create services, within their rural home communities for the young people, negating the need for relocation 
away from home, families and networks. A secondary objective was to demonstrate that rural services for 
people with intellectual disability could be developed to the same, or better standard as those found in a 
metropolitan area.
On receiving funding, the regional manager for IDSC sought appropriate professionals to lead the project 
who had experience working with people who had behaviours of concern. I was appointed and my then 
partner, eventually husband, to establish this organisation.
My own history dated back to 1971, working with people with intellectual disability which incorporated 
nursing training, management of secure units for people presenting with behaviours of concern and moving 
into nurse education and then the transition from centre based nurse training to the tertiary sector resulting 
in the Developmental Educator qualification. My husband had commenced disability nurse training in Wales 
and on return to South Australia continued that training and qualified in South Australia with experience 
in working with people with intellectual disability and behaviours of concern and extensively in high level 
secure units.
Following appointment to the positions of Co-ordinator and Senior Social Trainer, we embarked on 
the service provision process. IDSC assisted by providing office space to both our organisation and a 
respite service also initiated by Riverland Council for the Handicapped. The collaboration of both the new 
services supported by the State Government through the local IDSC resulted in a creative, innovative and 
successful partnership for several years. The new service commenced on 2nd June 1986 and careful 
consideration was given to the name for the new organisation as we believed it was important to have one 
that reflected sound values and principles. The name chosen was Lifestyle Assistance and Accommodation 
Service Incorporated (LAAS) as it described clearly its purpose in an image enhancing way.
Recruitment for support staff commenced immediately with a focus on competency-based training. Families 
were involved in the recruitment process and liaison established with TAFESA as the local training provider. 
This connection subsequently resulted in the organisation providing disability training specifically in 
behavioural support through TAFESA, a relationship with the VET sector and establishment of traineeships. 
The individuals who would become the clients of LAAS had all attended the Riverland Special School. They 
were currently located in varying locations due to their behaviours of concern. One person was still in the 
Riverland and attending the Riverland Special School, one person was in the State managed institution, 
one person was in the non-government institution and one person was being accommodated in a State 
government community hostel. Familiarisation visits with those accommodated in Adelaide indicated an 
urgent need to be relocated back to the Riverland to be near their families who had lobbied hard for a local 
service. 
Negotiation with the newly established Riverland Respite Service Incorporated, IDSC and the 
Commonwealth resulted in all clients being able to be housed in the respite facility whilst we found 
a permanent home for these young. The home provided immediate relief for the families, it enabled 
the clients, management and new staff to become familiar with each other and facilitated the lifestyle 
assistance and program planning process. It took several months before suitable accommodation that 
met the principles of the organisation, was purchased. The house was in Loxton, was well known as a 
family home, was well built and within walking distance of the main street and shopping precinct and other 
facilities. Following some renovations and interior décor, the house became a home for the young people 
on 15th November 1986 who still live there.
Lifestyle development, skill acquisition and behavioural support were implemented using a range of 
contemporary, evidenced based practices provided by skilled staff. Following thorough research an 
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approach to adapt and adopt a detailed individual lifestyle planning process was utilised. This approach 
reflects the principles of Positive Behaviour Support, the current gold standard methodology when working 
with individuals who have behaviours of concern.
The development of these young people has been astonishing in many aspects, with measurable skill 
acquisition and reduction in behaviours of concern to increased social relationships and community access. 
The young people moved from only being able to manage local travel of less than an hour to several days 
on a houseboat and finally weeks of interstate and international travel.
The service built a reputation of providing quality support for individuals with intellectual disability and 
behaviours of concern. Subsequently further regional accommodation sites and a day options service with 
all support being evidence-based person-centred support utilising the active support model and positive 
behaviour support practices have been developed based on the success of the demonstration project.
Successful outcomes for people with intellectual disability with associated complex needs and behaviours 
of concern is not only about the support programs provided by the organisation but the values, ethics and 
role of the organisation in the local community and its ethos of positive inclusion in their community. The 
commitment given to the young people and their families in 1986 that they would receive quality service 
within their local, rural region has been realised.

Postscript
The board of LAAS altered in 2017 and chose to partner with another provider in preparation for the NDIS 
and restructured management in that the two personnel who established and developed the organisation 
for 33 years are no longer there and sadly one has since died.

30-year anniversary dinner of the Lifestyle Assistance and Accommodation Service
Roger and Ruth Firstbrook, Bob Davis and some original parents and staff.

Ruth Firstbrook
 firstbrooktas@gmail.com

mailto:firstbrooktas%40gmail.com?subject=
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POSITIVE BEHAVIOUR SUPPORT VIA 
TELEPRACTICE: REACHING OUT TO RURAL 
COMMUNITIES
 
 Dr Genevieve Johnsson, Dr Kim Bulkeley & Bryony Crowe

Abstract
Positive behaviour support is a much-needed service in rural and remote communities for children 
and young people with autism. This mixed methods clinical trial will compare the outcomes for 
participants who receive positive behaviour support via telepractice with in person services. Preliminary 
insights reinforce the importance of adopting a comprehensive change management approach when 
implementing telepractice as a new approach to service delivery to achieve optimal outcomes. 

KEY MESSAGES 

Introduction
Children and young people with disabilities in rural communities do not have the allied health services 
and supports that they need to achieve their goals (Dew et al., 2013). The National Disability Insurance 
Scheme (NDIS) provides funding for individuals to purchase the supports they need, but there are 
not enough services in rural and remote communities, leaving many NDIS participants unable to find 
the right supports. Positive Behaviour Support (PBS) is an example of a greatly needed service that 
is not widely available in rural and remote areas, with many people facing long waiting lists or no 
service at all. Individuals with an intellectual disability may require PBS as they may sometimes have 
difficulties with communicating their needs and wants effectively, relying on behaviour as a main form of 
communication. This behaviour may be considered “challenging” as it challenges others to understand 
the message conveyed by behaviour. Behaviours of concern have a significant impact on quality of life, 
increase caregiver stress, and may become problematic for family members. The NDIS Quality and 
Safeguarding Commission promotes the use of PBS as a way to help people with behaviours of concern 
that is respectful and reduces the use of more intrusive approaches. Intervention by experienced 
PBS practitioners is often needed and can reduce the development of more complex issues. A 2018 
parliamentary inquiry into the implementation of the NDIS has shown that many individuals with 
a disability are unable to access services including behaviour support within their planned funded 
timeframes, resulting in poor outcomes and a loss of funding in the following plan.

 ● Positive behaviour support for people with a disability is not readily available in rural and remote 
areas.

 ● Telepractice has the potential to increase access to positive behaviour supports.
 ● There is a need for research on positive behaviour support delivered by telepractice.
 ● There is a clinical trial of positive behaviour support via telepractice for children and young people 
with autism in Australia exploring feasibility and acceptability of this service. 

 ● The shift to a new model of service requires a change management approach to achieve optimal 
outcomes.

http://www.asid.asn.au
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The potential of telepractice
Telepractice has emerged as an innovative way to deliver supports, such as PBS, by providing 
online and technology based services, particularly for people in rural and remote areas. There are 
many questions raised about the quality and feasibility of telepractice as a means of delivering 
supports to people with a disability, including people with intellectual disability. Strong therapeutic 
relationships are critical to therapy service delivery and are key to successful therapy outcomes 
in telepractice (Hines, Bulkeley, Dudley, Cameron, & Lincoln, 2019). The use of telepractice did 
not interfere with the development of rapport, with interactional online activities and a coaching 
approach benefitting therapeutic relationships (Hines et al., 2019). Collaboration between therapists 
and parents was reported to be facilitated using telepractice, with parents feeling that therapists 
were respectful of their insights and decisions, whilst bringing specialist knowledge to the sessions. 
Literature on the delivery of PBS via telepractice has not been found, however, a review of Applied 
Behaviour Analysis (ABA) has shown positive outcomes for families when delivered via telepractice 
(Ferguson, Craig, & Dounavi, 2019). PBS is founded on the behaviour analytic procedures of 
ABA and was developed out of the need to address behaviours of concern in complex community 
environments. There is also emerging evidence to support the use of telepractice with people with 
a disability, including intellectual disability, however there is a need to understand more about the 
delivery of PBS via telepractice. 

Tele-PBS Research
In 2019, Autism Spectrum Australia, in partnership with the Centre for Disability Research and 
Policy at the University of Sydney registered a clinical trial outlining the research protocol for the 
delivery of Positive Behaviour Support via telepractice (Tele-PBS; ANZ –CTRN 12619001254189). 
A mixed methods approach will be used to investigate the feasibility and acceptability of a Tele-
PBS service for children and young people on the autism spectrum and their local support teams in 
regional and remote areas, primarily using videoconferencing technology. It has been reported that 
38% of children on the autism spectrum have an intellectual disability, and a further 24% of children 
are in the borderline range. We are conducting pre and post surveys to collect data on the child or 
young person’s quality of life, as well as their carers confidence and efficacy in the parenting role, 
and the details of behaviours of concern. The intervention includes at least 20 hours of positive 
behaviour support which includes a functional behaviour assessment interview and observation, 
development of behaviour support plans, and implementation and monitoring. We are recruiting two 
groups to compare the outcomes; one group receiving Tele-PBS supports using video conferencing 
technology, and one group receiving in-person PBS supports. Sessions will be conducted within the 
child’s home, or at another location in the community where technology is available (e.g. community 
centre or library). Following the conclusion of the PBS service; caregivers, support team members 
and PBS practitioners are invited to participate in a phone interview aimed at understanding their 
experience of the Tele-PBS service, changes in goals and interaction with the technology.

Preliminary Insights
The project is in the very early stages of data collection, however we have adopted an action 
research model, performing a preliminary analysis on five semi-structured interviews to inform the 
development of the service delivery model while recruiting further participants. These interviews 
included two caregivers, a PBS practitioner, a supervisor, and a manager. The insights must be 
interpreted with caution and contextualised as a very narrow perspective on the larger project. 
The value of adopting a change management approach to the implementation of telepractice as a 
new model of service delivery, with the need to develop strong communication and feedback from 
all stakeholders in the tele-PBS service was highlighted by these interviews. Structural issues of 
appointment scheduling and funding allocations was raised as both a positive issue with greater 

POSITIVE BEHAVIOUR SUPPORT VIA TELEPRACTICE: REACHING OUT  
TO RURAL COMMUNITIES
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POSITIVE BEHAVIOUR SUPPORT VIA TELEPRACTICE: REACHING OUT  
TO RURAL COMMUNITIES

flexibility afforded by travel reductions and a potential negative with competing demands and 
incompatible availability. These issues were recognised as a new experience with the need for clear 
communication and planning to ensure optimal outcomes were achieved. 
Considerations for supporting the staff shift to the online platform from a training, supervision and 
governance perspective were reported, as part of the implementation of a new approach. Again, 
development of procedures, resources, clear communication and accountability was emerging, with 
a mix of enthusiasm and a pioneering approach to unfamiliar territory. 
Respondents highlighted the importance of establishing shared expectations for carers, practitioners 
and managers in setting up the telepractice service. The value of strong communication around 
expectations was reinforced in the face of an unfamiliar telepractice service model without 
precedents to inform procedures, practices and planning.
On a practical note, respondents report that the technology used with tele-PBS by all participants 
was functional with no technical difficulties that could not be easily overcome. The usefulness 
of portable technology such as an iPad enabled engagement and overcame physical barriers 
associated with a stationary computer. This highlighted another component of adaptation required 
in the shift to telepractice around the preconceived ideas of the participants about potential negative 
impacts of technology limitations. 

Conclusions
PBS applies evidence-based behaviour analytic procedures to person-centred interventions within 
complex community settings. The literature to date on the delivery of behaviour support services 
via telepractice however, has had a distinct lack of focus within natural environments with key 
stakeholders. 
Therefore, while there is emerging evidence in the literature on the use of telepractice for delivering 
behaviour support, these preliminary insights suggest there is a still a considerable amount to learn 
on how a Tele-PBS service works for individuals and service providers under the NDIS, for whom it 
works best, in what contexts, and why. Within the context of the current face to face service delivery 
restrictions under COVID-19, the clinical trial of Tele-PBS has been updated to include participants 
from all locations regardless of rurality. 
This will provide more insight into this model of support under current conditions, as well as long 
terms impacts on the shift in practice during the COVID-19 pandemic. For further information 
on the clinical trial of Tele-PBS please feel free to contact Dr. Genevieve Johnsson gjohnsson@
autismspectrum.org.au or Dr. Kim Bulkeley kbulkeley@sydney.edu.au

http://www.asid.asn.au
mailto:gjohnsson%40autismspectrum.org.au?subject=
mailto:gjohnsson%40autismspectrum.org.au?subject=
mailto:kbulkeley%40sydney.edu.au?subject=
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New South Wales/Australian Capital Territory Report

From the widespread bushfires across much of Eastern Australia in the early months to the ongoing 
catastrophic national drought and now the emerging COVID-19 pandemic, 2020 is presenting interesting 
challenges for us all! However, associated with these challenges are opportunities to reflect on how we 
provide support and information to the ASID membership. In response to both feedback in 2019 and the 
current crises, the NSW/ACT division recently met and agree to increase the number of webinars that 
will be offered this year.
Since 2017, we have run four webinars each year under the general themes of firstly “Ethical Issues 
in Ageing” and then “Better Communication”. This year, in light of the postponement of many ASID 
events, including the conference in Auckland, a decision was made to increase the number of NSW/
ACT webinars from four to six. These webinars will now occur approximately every six weeks across the 
remainder of 2020 and into early 2021. 
Rather than our previous approach of having an over-arching theme for all of the webinars in a year, it was 
also agreed that each session would effectively stand-alone. This was to ensure that the webinars across the 
year were likely to cover a diverse range of topics and therefore appeal to a wider range of ASID members.
The exact topics, dates and times for these webinars have not been finalised as yet. While they are 
currently proposed as being on a Wednesday and commencing at approximately 12.30pm, this may 
change depending on presenter availability. 
The planned dates and topics are as follows:
15 July 2020  Issues for people in rural and remote Australia 
26 August 2020 Sexuality education at school
7 October 2020 Trauma Informed Care
18 November 2020 Promoting research 
10 February 2021 Twitter – how to use it!
Confirmation of the final topics, dates, presenters and times will be publicised through the ASID site, 
social media and the members’ email list, so keep a look out for what is coming up.

Disability Scholars Connect
The Disability Scholars Connect initiative that commenced last year has continued to roll out. Any 
students who are involved in disability focused research are welcome; please contact Bernadette 
(bcur3628@uni.sydney.edu.au) for further information.

Stuart Wark
 swark5@une.edu.au

DIVISION REPORT
MAY 2020

http://www.asid.asn.au
mailto:bcur3628%40uni.sydney.edu.au?subject=
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Aotearoa NZASID Division report

New Zealand, like Australia has been subject to the effects of the 
lockdown necessitated by COVID-19. This has seriously impacted 
a number of planned activities including the postponement of the 
2020 Australasian conference which was to be held in Auckland from 
November 4-6 2020 and a Support Workers conference scheduled 
for April 4 2020 in Dunedin. Division members had been involved in 
working hard to ensure the success of both these events but realise 
that the worldwide pandemic and its implications has meant that 
neither events could take place in 2020. However, members are 
hopeful that the contacts and knowledge gained from planning this 
event can be carried over to the future.
One of the positive features of the situation brought about by 
COVID-19 has been the many outstanding examples of support 
given to people with intellectual disability at a time when people 
could have been very vulnerable. There are many stories of support 
workers going over and above to ensure people were supported 
to feel safe and secure and have plenty of meaningful activities to 
enjoy despite being confined mainly to their homes. Social media 
has played a huge role in connecting and motivating people to try 
different things, develop new interests and learn new skills. Jules 
Garland, Coordinator Citizen Advocacy Auckland has sent out 42 
daily bulletins since lockdown began to advocate to share with 
people with intellectual disability on a huge range of topics including 
mental and physical wellbeing, home based activities, resilience, 
suggestions for websites offering music, drama and comedy. One of 
the ironies of the lockdown is that for some people their lives have 
been richer than before because of the way they have been able to 
connect using social media.
As this report is written there is a possibility that some of the severe 
social restrictions of lockdown in New Zealand may be relaxed as of 
May 11, 2020. Our Division wishes all members in New Zealand and 
Australia to continue to keep safe and well and we look forward to 
re-establishing the ability to link with you in person in the future. 

DIVISION REPORT

 Debbie Espiner
Chair, Aotearoa NZASID
NZchair@asid.asn.au

mailto:NZchair%40asid.asn.au?subject=
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WA DIVISION  
WEBINARS

Circus program participation for teenagers with ID

Wednesday, 17th Jun 2020
4:30 pm to 5:00 pm (AWST time) 6:30 pm (AEST)
Where: View from your own computer!
Cost: $0 ASID members / $0 Non members

Contact: ASID National Office
Email: secretariat@asid.asn.au

Abstract:

Meaningful social and community participation includes having fun, experiencing success, belonging 
and learning. The “Experience Collider” program continued over 18 months and involved the combined 
efforts of Circus WA and DADAA Ltd, the peak body of arts for persons with disability in Western 
Australia. It supported teenagers with multiple support needs to participate in workshops developing to a 
final performance in a professional theatre space. This study evaluated the participation of the teenagers 
with multiple support needs within a quality of life framework.

Biography:

Nada Murphy, M App Psych (Murdoch)

Nada joined the Child Disability Team at Telethon Kids in 2011. She has participated in the International 
Rett Syndrome Phenotype Data base and associated studies, the development of the QI -Dis, a tool to 
measure Quality of Life in Children with Disability, to include children with Down Syndrome, Cerebral 
Palsy, Autism Spectrum Disorders, and Rett Syndrome, and an evaluation of the Standing Wheelchair for 
boys with Muscular Dystrophy. Her previous experience with families and children is extensive through 
private and public sector consultancy as a Senior Clinical Psychologist. Nada is a member of Artsource 
WA and a working artist with special interests in how the arts impact on participant well-being.

In this project, a process evaluation of the innovative arts project conducted by Arts practitioners from 
DADAA Ltd and Circus WA, and in collaboration with other team members Nada has developed direct 
observational process for investigating Quality of Life of participant in situ, to reflect on participant 
enjoyment and manner of participation in the creative activity of teens with multiple support needs.

Book Now

http://www.asid.asn.au
mailto:secretariat%40asid.asn.au?subject=
https://www.asid.asn.au/event_booking/book/853
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WA DIVISION WEBINARS

Ageing parent carers and future planning

Wednesday, 24th Jun 2020
4:30 pm to 5:00 pm (AWST time) 6:30 pm (AEST)
Where: View from your own computer!
Cost: $0 ASID members / $0 Non members

Contact: ASID National Office
Email: secretariat@asid.asn.au

Presented by Wendy Simpson

The webinar will be recorded and made available to all people who register including those unable to 
participate in the live event.

ASID 2020 Conference - Postponed

Wednesday, 4th Nov 2020 — Saturday, 7th Nov 2020
4:30 pm to 5:00 pm (AWST time) 6:30 pm (AEST)

Contact: Conference Design
Email: mail@conferencedesign.com.au
Phone: +61 3 6231 2999
Visit Website

Due to COVID-19, we confirm the cancellation of the ASID (physical) conference in 2020 in Auckland. 
As you can appreciate this was a difficult decision for the Conference Committee and the ASID Board of 
Directors. 

We are in the process of confirming the schedule of future conferences and looking at options for 
engaging the ASID community with professional development and networking opportunities. 

Please join the mailing list to stay up to date.

Book Now

Join Now

mailto:secretariat%40asid.asn.au?subject=
mailto:mail%40conferencedesign.com.au?subject=
http://www.asidconference.com.au/
http://www.asidconference.com.au/
https://www.asid.asn.au/event_booking/book/854
http://www.asidconference.com.au/
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BOARD MEMBER PROFILES

Hello everyone, thank you for the 
opportunity to introduce myself. 
My name is Sue Goodall and 
I am a Director of ASID and a 
committee member of the South 
Australian ASID Committee. I 
have recently also commenced 
as a member for the ASID 
Inclusion Working Group and 
Journal Committee. 
After starting my early career 
in conservation and park 
management working for Belair 
National Park (seems such 
a long time ago now) I took 
a bit of a U-turn to move into 
the disability field when my 
amazing son came along and 
learned differently to others. I 
have worked in the NGO and 
Government sectors since 2005; within school and educational settings, autism specific programs, child 
and youth family therapy services, and now with adults with intellectual and psychosocial disability (often 
with forensic backgrounds). I am a Positive Behaviour Support Practitioner and therapist; my training is 
as a Developmental Educator.
I am now Clinical Services Manager at Community Living Options in South Australia; I lead a multi-
disciplinary team of Positive Behaviour Support Practitioners, therapists and Support Coordinators. 
Each day brings complex challenges as we navigate how to support our clients under National Disability 
Insurance Scheme funding, navigate behaviour support and restrictive practices and ensure quality of 
life, dignity of risk and choice and control. We are a small team but we are ever expanding and it is an 
extremely exciting area to be working within.
I am currently studying my Master of Disability Policy and Practice at Flinders University; a new 
challenge I have set myself. I am yet to decide on my dissertation/ research project – but am leaning 
towards adults with psychosocial disability and supports under the NDIS. Feel free to send me ideas!
I am currently working with our CEO to write my first paper about our CLO model; quite the undertaking 
but I am enjoying the process. Wishing you all the best in these challenging times.

 Sue Goodall 

http://www.asid.asn.au
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COVID-19 ACCESSIBLE INFORMATION - EASY 
ENGLISH

Since the COVID-19 pandemic there a have been many attempts to ensure people with literacy 
difficulties can access the information in an appropriate format. To complicate matters further, the 
information has changed over time – and also is different between each state and territory.
There has been a lot of Easy English produced – in which simpler words are used accompanied by 
images. Everyone does this differently. Remember the documents are not intended to stand alone – read 
them with someone and discuss the content. 
Here are links to various documents that have been produced. Because these have been updated – and 
may even be changing between when I compiled this and IDA being published, I suggest you just try 
them in organisation/author link and check out what is available and current. 

1) Access Easy English
https://accesseasyenglish.com.au/covid-19-resources/
Examples include 
COVID-19 App https://bit.ly/2JVNCOT
Money.
1. Money. You can take out some retirement money https://bit.ly/2JPDbfG
2. Money. Help for retired people https://bit.ly/2Rp2kSU
3. Money. Help for apprentices and trainees https://bit.ly/3e9vfUN
4. Money. You get a pension now https://bit.ly/2UCeY2E
5. Money. You have lost your job https://bit.ly/2UEPa66
6. Money. Who gets $750 too? https://bit.ly/2X7IdME
What is PPE? https://bit.ly/3fiEgLy
The plan for #AFL https://bit.ly/3bTKLSa
The plan for rugby - #NRL https://bit.ly/3d2sB2d

Australian Capital Territory
The plan for school ACT https://bit.ly/3bTmpb7
We can go out. ACT https://bit.ly/2zqXZZl
You live in the ACT. You can to NSW https://bit.ly/3c1i8m2

New South Wales
Schools in NSW - updated https://bit.ly/3bMpZnD
The plan for schools in NSW https://bit.ly/2X1aHpH
The Plan. Step 1. we can go out. NSW https://bit.ly/2LG2Ic5

https://accesseasyenglish.com.au/covid-19-resources/
https://bit.ly/2JVNCOT
https://bit.ly/2JPDbfG
https://bit.ly/2Rp2kSU
https://bit.ly/3e9vfUN
https://bit.ly/2UCeY2E
https://bit.ly/2UEPa66
https://bit.ly/2X7IdME
https://bit.ly/3fiEgLy
https://bit.ly/3bTKLSa
https://bit.ly/3d2sB2d
https://bit.ly/3bTmpb7
https://bit.ly/2zqXZZl
https://bit.ly/3c1i8m2
https://bit.ly/3bMpZnD
https://bit.ly/2X1aHpH
https://bit.ly/2LG2Ic5


22 www.asid.asn.au

QLD
The plan. Step 1. Lets go out. QLD https://bit.ly/3dpRtAu
The plan for school. QLD May, 2020 https://bit.ly/3bpBIbC
School in Term 2 https://bit.ly/3dbzAWb
Let’s go out. Qld https://bit.ly/2yjgYVh
 
Tasmania
Poster - Nursing Homes https://bit.ly/3dNEPLV
The plan for school in Tasmania https://bit.ly/3bEaX37
The Plan. Step 1. We can go out. Tasmania https://bit.ly/3fVDkgs
 
Victoria
There are 5 things you can go out for https://bit.ly/3cLn6Vf
The plan for school. Vic https://bit.ly/36iKqYc
Vic. When will it change? Poster. https://bit.ly/2W6yOm7
Vic. Tests in Victoria. https://bit.ly/2yOn0x0

Western Australia
WA. Let’s meet. https://bit.ly/3bI2vAB
Schools in Western Australia. Term 2, 2020 https://bit.ly/2RNsKhn
- We need space between us Version 1. https://bit.ly/39fpxgn
- We need space between us Version 2. https://bit.ly/2QGCGbF
- We need space between us Version 3. https://bit.ly/3boNVxE
- Rules for nursing homes https://bit.ly/2Uaf2qk

These are based on the WHO hand washing recommendations.
- How to wash your hands https://bit.ly/39gFi6t
- How to wash your hands A3 poster https://bit.ly/2WxeTii
- How to wash your hands A4 poster https://bit.ly/2WDKEpJ

2) Council for intellectual disability 
https://cid.org.au/covid-19/

3) Down syndrome Australia
https://www.downsyndrome.org.au/resources/coronavirus-information/easy-read-resources/

COVID-19 ACCESSIBLE INFORMATION - EASY ENGLISH

http://www.asid.asn.au
https://accesseasyenglish.com.au/wp-content/uploads/2020/05/The-plan-Step-1-We-can-go-out-Queensland-9-May-2020.pdf
https://bit.ly/3bpBIbC
https://bit.ly/3dbzAWb
https://bit.ly/2yjgYVh
https://bit.ly/3dNEPLV
https://bit.ly/3bEaX37
https://bit.ly/3fVDkgs
https://bit.ly/3cLn6Vf
https://bit.ly/36iKqYc
https://bit.ly/2W6yOm7
https://bit.ly/2yOn0x0
https://bit.ly/3bI2vAB
https://bit.ly/2RNsKhn
https://bit.ly/39fpxgn
https://bit.ly/2QGCGbF
https://bit.ly/3boNVxE
https://bit.ly/2Uaf2qk
https://bit.ly/39gFi6t
https://bit.ly/2WxeTii
https://bit.ly/2WDKEpJ
https://cid.org.au/covid-19/
https://www.downsyndrome.org.au/resources/coronavirus-information/easy-read-resources/
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4) Scope Aust. 
Communication resources for understanding and staying safe from the corona virus (COVID-19) 
Includes Communication aids, Key word signs, washing hands schedule, staying home, staying healthy
https://www.scopeaust.org.au/about-scope/coronavirus/communication-resources-covid-19/

Also video tips 
https://youtu.be/hzyd6V5XqLc - Video 1 Making your written communications accessible
https://youtu.be/Ghyj4cIC7I4 - Video 2 The Importance of Consumer Testing
https://youtu.be/-7pbgEjIR9o - Video 3a Understanding Everyday Information
https://youtu.be/m8Yj9vSE3Fw - Video 3b Community Participation
https://youtu.be/wYWVyK5VciE - Video 3c - Social Inclusion

5) The growing space 
https://www.thegrowingspace.com.au/coronavirus/

6) The information Access group 
https://www.informationaccessgroup.com/news//coronavirus.html

https://www.scopeaust.org.au/about-scope/coronavirus/communication-resources-covid-19/
https://youtu.be/hzyd6V5XqLc
https://youtu.be/Ghyj4cIC7I4
https://youtu.be/-7pbgEjIR9o
https://youtu.be/m8Yj9vSE3Fw
https://youtu.be/wYWVyK5VciE
https://www.thegrowingspace.com.au/coronavirus/
https://www.informationaccessgroup.com/news//coronavirus.html
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EDUCATION AND TRAINING INTERVENTIONS 
THAT FOCUS ON IMPROVING ORAL HEALTH 
RELATED WELL-BEING OF PEOPLE WITH 
INTELLECTUAL DISABILITY: A REVIEW REPORT

Authors: T. Kangutkar1, J. Watson2 and H. Calache3

1 PhD candidate, Department of Dentistry and Oral Health, La Trobe University, Australia
2 Senior Lecturer in Disability and Inclusion, Deakin University, Australia
3 Conjoint Professor, Deakin Health Economics, Deakin University, Australia; Professor of Dentistry, 
Department of Dentistry and Oral Health, La Trobe University, Australia

Background
Poor oral health has a significant impact on systemic health and quality of life. People with intellectual 
disability have poorer health outcomes and experience greater difficulties in accessing dental services 
as compared to the general population (Grant, Carlson & Cullen‐ Erickson 2004; Pezzementi & Fisher, 
2005; Wilson et al., 2019; Cumella et al., 2000; Gabre, Martinsson & Gahnberg, 2001). Education and 
training programs are effective interventions in improving knowledge, attitudes and skills of medical and 
dental professionals, people with intellectual disability, and their support workers and carers (Fickert & 
Ross, 2012; Kay & Locker, 1998; McDermott et al., 2012; Heller, Hsieh & Rimmer, 2004; Ravesloot et 
al., 2007; Rimmer & Braddock, 2002; Frenkel, Harvey & Needs, 2002; Altindag et al., 2006; Taggart, 
2014; Minihan et al., 2011; Rillotta & Nettelbeck, 2007). In order to guide research in this area, the global 
literature was explored to ascertain what educational interventions have been implemented in this area 
of special needs dentistry (SND) and identify current gaps in the literature. A systematic review was 
conducted to document the effectiveness of implementing education/ training programs across multiple 
disciplines to improve oral health related outcomes among people with intellectual disability. This report 
is a summary of that systematic review’s key findings.

Aim
The aim of the review was to explore and document the existing education and training interventions 
related to oral health of people with intellectual disability among four groups: dental health professionals; 
non-dental health professionals; support workers and carers of people with intellectual disability; and 
people with intellectual disability.

http://www.asid.asn.au
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EDUCATION AND TRAINING INTERVENTIONS THAT FOCUS ON IMPROVING ORAL HEALTH 
RELATED WELL-BEING OF PEOPLE WITH INTELLECTUAL DISABILITY: A REVIEW REPORT

KEY FINDINGS
1. For dental health professionals: Dental health professionals play a 

vital role in educating caregivers of people with intellectual disability 
about oral health. Dental students expressed a high level of interest 
in pursuing a career in special needs dentistry but were reluctant to 
do so because they felt that the quality of education they received 
at undergraduate level was inadequate. There is a need to revise 
the current dental curricula to better prepare undergraduate/
graduate dental students in the provision of dental care to people 
with intellectual disability. Education of dentists and dental students 
in the provision of care to people with special needs improved 
attitudes, knowledge and skills but there was limited improvement 
noted in the oral health status of people with intellectual disability 
from this intervention alone.

2. For non-dental health professionals: No evidence was found in 
the literature of the existence of educational programs aimed at 
building the oral health promotion capacity of non-dental health 
professionals caring for people living with intellectual disability. This 
is an identified gap in the literature that needs to be addressed.

3. For carers of people with intellectual disability: Education and 
training related interventions raised knowledge and attitudes of 
carers about oral health care for their recipients. Carers expressed 
interest in receiving oral health related information on easily 
accessible websites and consistency of information provided by all 
staff members during transition from one service to another. Carers 
expected dental health professionals to communicate with their 
recipients in a respectful manner whilst using language that is easy 
to understand.

4. For people with intellectual disability: People with intellectual 
disability expressed interest in being involved in their oral health- 
related decision making and desired oral health care to be more 
consumer-centric.

TERMINOLOGIES
 ● Oral health: “is multi- faceted 
and includes the ability to 
speak, smile, smell, taste, 
touch, chew, swallow and 
convey a range of emotions 
through facial expressions 
with confidence and without 
pain, discomfort and disease 
of the craniofacial complex” 
(FDI, 2016)

 ● Dental health professionals: 
Dentists, Special Needs 
Dentists (SND), dental 
specialists, oral health 
therapists, dental hygienists, 
oral health educators, dental 
assistants, dental officer, oral 
health coach

 ● Special Needs Dentistry: 
“The branch of dentistry that 
is concerned with the oral 
health care of people with an 
intellectual disability, medical, 
physical or psychiatric 
conditions that require special 
methods or techniques to 
prevent or treat oral health 
problems or where such 
conditions necessitate special 
dental treatment plans” 
(Dental Board of Australia, 
2016)

 ● Non-dental health 
professionals: General 
Practitioners, nurses, 
pharmacists, speech 
pathologists, general health 
specialists of people with 
intellectual disability

 ● Carers of people with 
intellectual disability: 
Residential care workers, all 
paid and unpaid care givers 
(including family)
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EDUCATION AND TRAINING INTERVENTIONS THAT FOCUS ON IMPROVING ORAL HEALTH 
RELATED WELL-BEING OF PEOPLE WITH INTELLECTUAL DISABILITY: A REVIEW REPORT

Special implication for COVID-19 crisis
Basic knowledge and skills related to identification of severe oral health issues among non-dental 
health professionals and carers of people with intellectual disability hold high significance during the 
current COVID-19 crisis. The dental surgeries in Victoria are currently restricted to providing emergency 
care only (Australian Dental Association, 25th March 2020). The oral health status of people with 
intellectual disability could deteriorate further given the inaccessibility to dental check-ups and routine 
oral health care. Education and training among carers and non-dental health professionals on oral health 
related preventive strategies could be invaluable in maintaining good oral health and avoiding dental 
complications during such unforeseen pandemics.

Conclusion
Dental health professionals expressed interest in learning about special needs dentistry but rated their 
current undergraduate training as poor which could be the cause of their lack of confidence and skills 
in managing people with intellectual disability. One of the negative implications related to incorporating 
education and training modules in SND at undergraduate/graduate level to improve knowledge and skills 
within an already crowded curriculum is insufficiency of time to include any additional teaching. There 
was no reported evidence on education/ training interventions among non-dental health professionals 
who are, or could be, potentially involved in oral health decision making for people with intellectual 
disability. People with intellectual disability strongly supported the idea of their involvement in oral health 
related decision-making and patient-centred care in dental services. Evidence suggests that education/
training interventions for dental health professionals and carers have significantly improved knowledge 
and attitudes but there has been little improvement in oral health status of people with intellectual 
disability post intervention.
To promote an interdisciplinary holistic approach to the management of people with chronic diseases 
and/or developmental impairments, it is imperative that all health professionals be educated and trained 
in the following:

 ● The importance of oral health for the management of the conditions that they are treating 
 ● Oral health preventive messages and basic available procedures
 ● Referral pathways required for smooth transitions of patients from medical services to oral health 

service and vice versa
 ● Basic information on access to both public and private dental services

Further research evaluating long-term effectiveness of education/training related interventions in 
improving oral health status of people with intellectual disability are necessary to corroborate the findings 
of this review.

 Contact: hanny.calache@deakin.edu.au
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6-8TH NOVEMBER 2019, ADELAIDE | RUN BY SCOTT AVERY AND ANGELA DEW

INCLUSIVE RESEARCH METHODS AND 
PRACTICES WORKSHOP AT ASID’S 
CONFERENCE

Following on from his powerful and thought-provoking key note 
address Indigenous perspectives on disability and inclusion, 
and implications of these for supporting people with intellectual 
disabilities (click here), Scott Avery (First Peoples Disability 
Network) and I presented a 90 minute workshop on inclusive 
research methods and practices. The workshop attracted around 
40 conference attendees and started in a Yarning Circle where 
people were invited to ask questions based on ABC TV’s “You can’t 
ask that….” series. People took the opportunity to explore what 
‘culture’ means and how to elicit cross-cultural perspectives using 
decolonising methodologies and inclusive approaches. The ethical 
issues around obtaining people’s consent to participate in research 
when literacy may be a barrier due to intellectual disability or cultural 
background were also explored. Verbal consent processes were 
discussed along with the need to educate ethics committees about 
the cultural appropriateness of this approach. 
Workshop attendees then moved from the Yarning Circle to tables 
where a range of arts-based research activities were on offer. People 
could choose to engage in community mapping, poetry writing, and 
sand drawing. 
I have used community mapping with groups of Aboriginal people 
to describe their experiences of planning in the NDIS. At the ASID 
workshop, one group of attendees created a community map 
depicting an island on which they drew the things they would need to 
survive both as individuals and as a group. They related this to the 
isolation that many people with intellectual disability may feel within 
their community.

http://www.asid.asn.au
http://www.asidconference.com.au/2142
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The poetry group chose to discuss how research can disempower 
people with intellectual disability and in particular those from an 
Aboriginal and Torres Strait Islander background. One group 
member, Catherine Donnelley used her skills as a poet to capture 
the group’s discussion:

Deficit based Up Against

Non-verbal narratives akin to comparative
Retreat from my body to open to 

Nobody

Own narrative not heard, not felt
It’s absurd

The system transcribes and removes all my pride
Endless patience and concern
Not confirmed that I’m infirm

Human connection revealed but what did they steal?
Courage to honour my skin, bones and dreams

Who helps the person, the advocate, me?

De-institutionalised removed and usurped
My new home not permanent, it’s close to the dirt

Don’t lay your judgements on me
Did you hear?

I’m speaking my words
But you’re stuck 

in fear

INCLUSIVE RESEARCH METHODS AND PRACTICES WORKSHOP AT 
ASID’S CONFERENCE
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For Aboriginal and Torres Strait Islander people, sand drawing has a 
long history and significance as a way of telling stories. Attendees at 
the workshop used a sand-filled tray to take turns telling other group 
members about something significant to them. People reflected on 
the freedom and cleansing nature of drawing in the sand and then 
‘wiping the slate clean’ for the next person to draw on. As the group 
was relating their experience of sand drawing, Catherine Donnelley 
captured this in a poem:

Hands

Sand is ephemeral
Sand holds the temporal

Ask the land – it’s the record

To share in a group
And reveal from the heart

It’s being human
Please don’t hold us apart

The 90 minutes for the workshop whizzed by and many attendees 
remained in the room talking more about their experiences using 
arts-based research methods as inclusive ways to engage.

Report by Angela Dew
 Associate Professor
Disability and Inclusion, School of Health and Social Development, 
Faculty of Health
Determinants of Health, Institute of Health Transformation
angela.dew@deakin.edu.au

INCLUSIVE RESEARCH METHODS AND PRACTICES WORKSHOP AT 
ASID’S CONFERENCE

http://www.asid.asn.au
mailto:angela.dew%40deakin.edu.au?subject=
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COMMUNITY CORNER

QUIZ Answers on page 32

1

2

3

4

5

Which of these Australasian city landmarks was opened first?

A. Sky Tower, Auckland
B. Rod Laver Arena, Melbourne
C. Wrest Point Casino, Hobart

Everyone is loving this new Irish film, Sanctuary, by Len Collin! What is the film about?

A. A group of friends get lost in the woods and find a house that looks like it will be safe 
for the night.

B. A group of friends go to the movies, and two of them sneak off to a hotel to have sex.
C. A group of friends start a football team and travel to France to play in a big 

tournament.
D. A group of friends leave the planet in search of a new home for the human race.

British actor, Sarah Gordy, known for roles in Call the Midwife, Holby City, and Upstairs 
Downstairs, has contributed her story of success to a new book.
What is the name of the book?

A. Made Possible
B. Never Impossible
C. Mission Incredible

Southland Disability Enterprises in Invercargill had to run their Annual Awards night a bit 
differently this year due to COVID-19 lockdown. 
Who did they get to present the awards by live video stream?

A. Candy Lane
B. Dai Henwood
C. Jack Tame

Last issue’s wombat question was very popular, so…how many fingers and toes combined 
does a kangaroo usually have?

A. 20
B. 18
C. 16

D. The Beehive, Wellington
E. Sydney Opera House

D. Dangerous Dreams
E. Dare to Believe

D. Wendy Petrie
E. Hilary Barry

D. 14 
E. 12
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COMMUNITY CORNER

QUIZ ANSWERS
Question 1: (C) Wrest Point Casino, Hobart 

Opened in February 1973.

Question 2: (B) A group of friends go to the movies, and two of them sneak off to a hotel to have sex.

And you can watch it for free here: https://vimeo.com/271923527

Question 3: (A) Made Possible 

The full title is Made Possible: Stories of success by people with learning disabilities - in 
their own words – my copy is already on its way!

Question 4: (E) Hilary Barry

Attitude TV feature the story as part of the My Perfect Family series, which you can see at: 
https://attitudelive.com/

Question 5: (A) 18

There are 5 fingers on each hand and each foot has 4 toes. Wallabies have the same.

http://www.asid.asn.au
https://vimeo.com/271923527
https://attitudelive.com/
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VIRTUAL ART SHOWS 

Arts Project Australia is a studio and art gallery in Northcote, Victoria. Arts Project are, “a creative social 
enterprise that supports artists with intellectual disabilities, promotes their work and advocates for their 
inclusion in contemporary art practice”. The gallery is temporarily closed because of current restrictions 
caused by COVID-19. But Arts Project want to keep supporting their artists and letting us see the great 
artwork they produce.
There is a weekly series of exhibitions called Mapping Our Own Future. These exhibitions are virtual 
exhibitions, which means you can see them online instead of going into the gallery. Sometimes it is a 
group exhibition where you will see work from many different artists and sometimes it is a solo exhibition 
where all the artwork is by the one artist. 
There was a group show called Silver Linings that had some great work from Fulli Andrinopoulos – 
round shapes of powerful colours that are warm but also a bit scary – and Georgia Szmerling – who 
paints plants like they are alive, growing right before your eyes. Another group exhibition called Fortune 
Favours The Brave includes Alvaro Alvarez’s amazing work with colour and darkness, showing scenes of 
what feels like crowds of people, but they all have their back to you. James MacSporran’s solo exhibition, 
From The Street, has some great paintings on canvas, jagged shapes in soft colours with wild sprays 
thrown on top, like saxophones over jazz piano. 
My favourite piece of all that I have seen so far is from a solo exhibition by Samraing Chea. The 
exhibition is called Spot Exhibition and the piece I like the best is called, ‘Cash Cans to Give them to 
Each Names’, a pencil drawing on paper that I could stare at for hours – there are cans with names on 
them and there are people staring at the cans with names on them, and you wonder…why?...but you 
know why.
The Mapping Our Own Future exhibitions change weekly so you can keep going back to the website to 
see what’s new, or you can sign-up to the Arts Project mailing list.
There is also the Love from the Studio series of videos, interviews, and behind-the-scene pictures of 
artists at work in the Arts Project studio. The artists talk about their work, how they make it and what they 
are trying to say through their art. You can also hear from some of the management and support team 
about their favourite art from the Arts Project collection.

https://www.artsproject.org.au/explore/virtual-exhibitions/
https://www.artsproject.org.au/explore/articles/
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VIRTUAL ART SHOWS

Finally, there is Divergent Voices, which are digital versions of the Arts Project’s publications, like the 
catalogues that come with exhibitions when they have been in the gallery. One of these will be released 
monthly – the first one is the catalogue for the FEM-aFFINITY exhibition that opened in July 2019. I was 
very excited to see this as I collect catalogues of my favourite exhibitions but I didn’t get to see  
FEM-aFFINITY, and now I can!
The restrictions that have been placed on our lives due to COVID-19 have been difficult. But, as 
someone who doesn’t live in Melbourne and can’t visit at the moment, I am very happy that Arts Project 
Australia have opened their gallery and studio to virtual visitors from all around the world. I might even 
have a browse in the gallery Shop and see if I can buy something to have on my wall at home.

Ben Crothers
 benedict.crothers@gmail.com

James MacSporran, Dimensions, 2019, acrylic on canvas, 86 x 81.5 cm*

* If you interested in knowing more about how arts programs can build a sense of belonging for people 
with an intellectual disability you can read more in the RAPIDD article “ Community participation as 
identity and belonging: a case study of Arts Project Australia. “I am an artist” https://www.tandfonline.
com/doi/full/10.1080/23297018.2020.1753231

http://www.asid.asn.au
https://www.artsproject.org.au/explore/publications/
https://www.artsproject.org.au/shop/
mailto:benedict.crothers%40gmail.com?subject=
https://www.tandfonline.com/doi/full/10.1080/23297018.2020.1753231 
https://www.tandfonline.com/doi/full/10.1080/23297018.2020.1753231 
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WHY JOIN ASID
ASID was established over 50 years ago and is still committed to the ideals that led to its creation to 
improve the quality of life for people with an intellectual disability. It is a strong and vibrant association 
comprising people working or studying in the area of intellectual disability, organisations providing 
services to those with intellectual disabilities and people with an intellectual disability and their families 
or carers.

Membership of ASID provides you with access to invaluable information, resources and the opportunity 
to develop contacts to better inform and equip your organisation to provide the best quality service 
to those with intellectual disabilities. We believe that this work has never been more important than 
it is today and ASID membership provides the opportunity, through a united society, to influence 
developments in the area of intellectual disability. 

Free Journal Subscriptions

Discounts to attend workshops, conferences and 
other events

Individual members receive online and print access and organisational 
members receive online access to the leading journals in intellectual 
disability: Research & Practice in Intellectual and Developmental 
Disabilities (RAPIDD) and the Journal of Intellectual & Developmental 
Disabilities (JIDD). Organisational members have discounted access 
to 6 other journals and individual members have online access to two 
other journals. Individual Members have free online access to two other 
leading journals.

ASID members enjoy significant discounts on the ASID Annual 
Conference, divisional events and workshops delegate fees. 
Organisational members are entitled to discounts for several staff to 
attend according to their level of membership.

ASID Monthly E-News. 

Don’t have time to keep up with the intellectual disability news and 
social media world each day? Don’t worry, this fortnightly service will 
arrive in your inbox and tell you what you have missed.

WHY JOIN ASID
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Use of our Logo 

Intellectual Disability Australia Magazine (IDA)

Each quarter you will be emailed a copy of IDA that includes articles 
of general interest, stories from the intellectual disability community, 
forthcoming workshops and events. 

Organisations are entitled to use the ASID logo on their organisation 
websites and promotional material (Subject to conditions).

Opportunity to meet and exchange ideas

Become involved in the governance of ASID by being 
a member of the board, your local division committee 
or on a board committee 

Our membership will also provide you with eligibility to be a decision 
maker and participate within the organisation, membership of a division 
that meets on a regular basis to pursue issues of local, national 
or international relevance together with locally organised regional 
conferences, seminars, workshops and social gatherings. 
It will also offer opportunities to meet and exchange ideas with people 
having similar interests in other parts of your region and the country.

Membership of ASID entitles you to join your local division committee 
and give you the opportunity to contribute and influence the 
development of ASID. As a divisional committee member you may 
stand for election to be a member of the board of ASID Ltd. You can 
also join one of the board committees.

For information on how to join, membership types and rates www.asid.asn.au/members

WHY JOIN ASID

http://www.asid.asn.au
http://www.asid.asn.au/members
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ASID COMMITTEES
Committee Chair and Email Role of Committee

Finance

Publications

Position Papers

Communication

Partnerships 
and Projects

Allyson Thomson
treasurer@asid.asn.au 

Angela Dew
angela.dew@deakin.edu.au

To be appointed

Ben Crothers
communications@asid.asn.au 

Bernadette Curryer
bcur3628@uni.sydney.edu.au

 ● To review and monitor financial processes 
 ● To help the board generate more income
 ● To help the board spend less money
 ● To help the board decide how to invest our money

 ● Develop and oversee policies and procedures 
related to ASID’s peer-reviewed journals

 ● Provide interface between the ASID and contracted 
publishers (Taylor and Francis)

 ● Develop processes, for and oversee appointments 
of Editors and Editorial Board Chairs

 ● To establish and document definitions, 
processes and guidelines for the development 
and endorsement of position statements, for 
presentation to the Board for approval

 ● Develop a strategy for the widest possible 
dissemination of position 

 ● The committee will formulate a timely response to 
any reactions to position statements

 ● Produce and publish IDA 4 x per annum
 ● To develop and distribute high quality, responsive, 

accessible communications with external 
stakeholders including members, consumers and 
stakeholders we wish to influence 

 ● To identify partnerships currently in place, at both 
a divisional and national level, sharing what is 
happening and strategies used across all divisions

 ● To identify and link with potential partners, ensuring 
mutual benefit eg. shared memberships

ASID COMMITTEES

mailto:treasurer@asid.asn.au
mailto:communications@asid.asn.au
mailto:bcur3628@uni.sydney.edu.au
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WRITING AN 
ARTICLE FOR IDA
 
Articles are read by a range of people so please avoid the use of 
jargon and acronyms (always provide the name in full for the first 
time). 
 
Use size 12 font. Don’t worry about specific indenting or spacing 
as your article will be set up by the publisher. If you use references 
please use APA 6th style. An example of a journal article and book 
chapter are as follows:-
 
 Johnson, H., Solarsh, B., Bloomberg, K., West, D. (2016). 

Supporting people with complex communication needs through 
community capacity building: the Communication Access 
Network. Tizard Learning Disability Review. 21, 130-139.

 Iacono, T., & Cologon, K. (2014). Inclusion of children through 
AAC supports In K. Cologon (Ed.), Inclusive education in the early 
years Melbourne: Oxford Press.

 
Write your article separate to your email. Include a title on your 
article, your name or a contact, work position and website (if 
appropriate), an email address and a clear head and shoulders 
photo. 
 
For on theme articles of 1400-1900 words include an abstract of up 
to 65 words; References maximum of 100 words and a summary box 
100 words – ( dot points of key messages). For shorter articles omit 
the abstract but include a summary box. 
 
We are also interested in book, film, theatre and art reviews, please 
keep these to 300 words but include a photo relating to the event. 
 
Please see past issues of IDA on the ASID website for examples 
of different types of article accepted. Please contact the editor 
idaeditor@asid.asn.au with any questions.

Hilary Johnson
 idaeditor@asid.asn.au

WRITING AN ARTICLE FOR IDA

http://www.asid.asn.au
mailto:idaeditor@asid.asn.au
mailto:idaeditor@asid.asn.au
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WHY ADVERTISE IN IDA?

Intellectual Disability Australia (IDA) is ASID’s full-colour, 
electronic downloadable magazine. Published quarterly, it is 
distributed to ASID’s members and subscribers and made 
available free to all readers of the Association website. 

All artwork must be supplied as high-resolution (min 300 dpi) 
electronic files: jpeg, TIF, PDF or eps, with all fonts embedded. 
A4 portrait PDF would be easiest for us. If you have pre-made 
ads, we can just place these in without too much time. If you 
require artwork to be created for you, please contact us to 
confirm the cost and the time allocation.

A broad range of advertising options are available in IDA to 
suit your specific needs. 

Please email secretariat@asid.asn.au for further information 
about rates, specifications and our advertising policy.

Artwork Specifications

Intellectual Disability Australasia (IDA) 
is produced and distributed by the 
Australasian Society for Intellectual 
Disability. 
ISSN: 2206-4311
The views expressed in this newsletter 
are not necessarily those of the 
Australasian Society for Intellectual 
Disability. 

The magazine is produced four times 
a year, March, June, September and 
December. The editor welcomes 
contributions, please contact for details 
of article length and format. 

Editor: Hilary Johnson 
Email: idaeditor@asid.asn.au 

The following are themes for our next 
magazine editions. Please contact 
idaeditor@asid.asn.au with any 
contributions.
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