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Two scandals: The death of Ann Marie Smith in Australia and the 

Whorlton Hall scandal in Britain 

Dr Alan Hough1 

1Purpose At Work Pty Ltd, Franklin, Australia 

Biography:  
Alan Hough is a Director of Purpose at Work and developed the program  'Right on Board: Governing 
and managing for human rights, quality and safeguarding'. He combines his academic knowledge with 
extensive practical experience of quality and safeguarding in disability service provision. 

Background   
This paper examines the latest scandals of abuse and neglect of people with disability in Australia 
and Britain, namely the death of Ann Marie Smith (Annie) and the Whorlton Hall scandal. Although 
Annie did not have intellectual disability, her case is relevant because some of the lessons for 
safeguarding apply to all people with disability. Whorlton Hall was an Assessment and Treatment 
Unit for people with autism and/or intellectual disability. The paper will examine institutional 
responses to the scandals, and especially those of legislators and regulators.   
 
Method  
The facts of both cases are established from the formal reports and records of legislators and 
regulators about the scandals, supplemented by media reports. Using thematic analysis, institutional 
responses to the two cases are compared, with an emphasis on identifying lessons that can be 
shared.   
 
Results  
Drawing on the academic literature on regulation, the paper argues that regulatory design involves a 
series of trade-offs. Due to these trade-offs, it is inevitable that regulation will not be able to prevent 
every instance of abuse and neglect. Nonetheless, it is important to identify lessons for the 
prevention and the correction of abuse and neglect. The analysis is, in part, informed by work on 
‘blame games’.  
 
Implications  
The paper identifies lessons for legislators, regulators, advocates and scholars in attempting to 
prevent and correct abuse and neglect.  

  



Where the rights of workers and persons living with disability 
intersect: Reconciling ‘competing’ legal frameworks and suggested 
solutions 

Dr Dru Marsh1,2, Professor Christine Bigby3 

1School of Business, UNSW Canberra, Canberra, Australia, 2Golden City Support Services Inc., Bendigo, Australia, 
3Living with Disability Research Centre, La Trobe University, Melbourne, Australia 

Biography:  
Dru is a practicing lawyer, public servant and researches duties-based legal schemes out of UNSW 
Canberra.  He has advised on the design of duties-based legal schemes, represented private, 
government and non-government organisations in safety and environmental litigation and is chair and 
president of Golden City Support Services Inc. 

Background  
The Royal Commission into Violence, Abuse, Neglect and Exploitation of People with Disability 
highlighted use of restrictive practices to manage workplace risks when supporting people with 
intellectual disabilities. More understanding is needed about ways disability and work health and 
safety legislative schemes characterise and control risks to staff associated with people who display 
challenging behaviours, to identify practical ways of achieving both safe workplaces and meaningful 
lives for people with intellectual disabilities.  
 
Method 
A comparative analysis of objectives and mechanisms in work health and safety and disability 
support schemes was undertaken to identify disparities between design and practice of those laws. 
Duties imposed by worker health and safety schemes were compared to objectives of disability 
legislation, and case law and documents published by regulators of both schemes were reviewed to 
identify potential conflicts involving people with intellectual disability.   
 
Results 
Work health and safety law establishes holistic duties of care which emphasise risk assessment and 
control measures that ‘engineer-out’ risks to workers (e.g., protective barriers). This works well for 
some workplace settings but may adversely impact quality of life for people with intellectual 
disability in support settings.  
 
It was also clear that well-implemented, person-centred support is intended as an alternative to 
restrictive practices to manage risks to workers whilst maintaining quality of life for those they 
support.  
 
Implications 
These results highlight a need to facilitate greater exchange of experience and ideas between 
regulators of disability support and work health and safety to ensure health and safety of all persons.  

  



Characteristics of an organisation where sexual abuse has occurred 

Ms Gail Ritchie1, Professor Christine Bigby1, Emeritus Professor Jacinta Douglas1 

1Living with Disability Research Centre (LIDS), La Trobe University, Melbourne, Australia 

Background 
While sexual abuse of people with an intellectual disability by carers is an issue of concern, research 
on this topic remains limited. This paper presents a subset of findings from a case study that 
explored the characteristics of an organisation where historical sexual abuse had occurred. 
 
Method 
St John of God Hospitaller Order provided residential services for boys and youth with intellectual 
and other disabilities. Allegations of sexual abuse had been reported against 40% of the Order’s 
members with 4 convicted of abuse. This case study used grounded theory methods to examine 
documents in the public domain about the perpetrators and Order from 1947 to the current time. 
Documents reviewed included court and media reports, government inquiries and reviews. A 
timeline of allegations, events and organisational responses was constructed, and an analysis of 
characteristics undertaken.  
 
Results 
Organisational characteristics fell into; lack of external governance, service leaders accused of abuse, 
a culture of secrecy, protection of alleged perpetrators, investment of resources for sophisticated 
legal defences, settlements precluding public comment or further civil action, movement of 
perpetrators and alleged perpetrators within the organisation’s international network. 
 
Implications 
Protection of the organisation and its members was prioritised and it wasn’t subject to external 
scrutiny. This type of organisation may be susceptible to individuals and groups likely to abuse 
vulnerable children and adults. External scrutiny and regulation of organisations is important to 
identify abuse and take strong actions to counter potentially sophisticated defences. 

  



Development and preliminary evaluation of the Decision Support 
Questionnaire 

Professor Jacinta Douglas, Professor Christine Bigby1 

1La Trobe University, Australia 

Biography:  
Em. Prof Jacinta Douglas has a long history of research about effective interventions for social 
inclusion of adults with acquired brain injury and worked closely with the Summer Foundation. She co 
leads research about supported decision making of people with cognitive disabilities at the LaTrobe 
Living with Disability Research Centre. 

Background  
Support for Decision Making enables people with cognitive disabilities to participate in making 
decisions and exercise control based on their will and preferences. The aim of this study was to 
develop and complete preliminary psychometric evaluation of the Decision Support Questionnaire 
(DSQ). The DSQ enables decision supporters of people with either intellectual disabilities or acquired 
brain injury to identify the strategies they use and the frequency with which they use them. 
 
Method 
The DSQ is a 32-item self-report scale. Item-content was derived from systematic literature review 
and qualitative research evidence from people with intellectual disabilities or acquired brain injury 
and their supporters. Items use a 4-level Likert response scale: (1) never or rarely; (2) sometimes; (3) 
often; (4) usually or always. This format allows strategy frequency to be monitored over time and 
after training. Reliability (Cronbach’s alpha) and validity (sensitivity to change following training) 
were evaluated. Training consistent with the La Trobe Support for Decision Making Practice 
Framework was delivered to 23 parents of adults with intellectual disabilities. We hypothesised 
direction of change for DSQ items and used paired sample t-tests and effect sizes (Cohen’s d) to test 
the significance and strength of changes. 
 
Results 
Content reliability was very good yielding a Cronbach’s alpha of .82. Post-training changes were in 
the hypothesised direction for 84% of the items and demonstrated significant small-moderate 
effects (d 0.34-0.46). 
 
Implications 
The DSQ is the only assessment specifically developed to measure support for decision making 
strategies used by supporters of people with intellectual disabilities. Our evaluation shows the DSQ 
is reliable and sensitive change following intervention. 

  



Reflections of parents about value of training and mentoring for 
supported decision-making practice  

Dr Christine Bigby1, Professor Jacinta Douglas1, Dr Elizabeth Smith1, Professor Terry Carney2, Dr Shih-
Ning Then3, Dr Ilan Wiesel4 

1La Trobe University, Bundoora, Australia, 2Sydney University, , Australia, 3Queensland University of Technology, 
Brisbane, Australia, 4The University of Melbourne, Australia 

Biography:  
Professor Christine Bigby is the Director of the Living with Disability Research Centre, LaTrobe 
University 

Background 
The aim of this study was to increase the capacity of parents to enable adults with intellectual 
disabilities to participate in decision making and improve their own support practice by using an 
evidence-based Support for Decision Making Practice Framework. The research questions were, 1) 
what were parents’ reflections on training and the Framework and 2) did they apply learning 
(knowledge, skills and attitudes) from the Framework to their support practice. 
 
Method 
A social constructionist perspective was used, and data collected through in-depth and repeated 
interviews with 17 parents of adults with intellectual disabilities after they had completed a one-day 
training program in the Framework and participated in 2-6 mentoring sessions. Data were analysed 
using grounded theory methods.    
 
Results 
Training acted as a catalyst for parents to reflect more deeply on processes of decision support, 
assisted them to take a more deliberate approach to support, and prompted the use of steps and 
principles from the Framework associated with effective decision support.  
 
Implications 
The study highlighted the positive impact of training in an evidence-based practice framework and 
highlighted the value of investment in capacity building measures for parents to provide structure 
and guidance about support to ensure supported decision-making schemes realise their rights-based 
objectives. 
  



Make decisions real: Evaluating supported decision making resources 

Brooke Canham, Lorraine Sequerah, Riley Buchanan1 

1Inclusion Australia, Australia 

Biography:  
Brooke Canham is a Peer Worker at Inclusion Australia. Brooke has previously worked as a Health 
Ambassador for Down Syndrome WA.  
 
Lorraine Sequerah is a Peer Worker at Inclusion Australia. Lorraine has experience in self-advocacy and 
presented at a number of workshops, most recently for Developmental Disability WA. 

Background  
Make Decisions Real is a 3-year, ILC-funded national project run by Inclusion Australia. The project 
aims to improve access to Supported Decision Making for people with intellectual disability and their 
supporters by evaluating existing supported decision making resources, developing new resources 
where gaps exist and delivering workshops for people with intellectual disability to build skills in 
Supported Decision Making. People with intellectual disability are integral to the project, from the 
steering committee; the review of existing resources; creating new resources; and facilitating 
workshops. 
 
Method 
A total of 7 Supported Decision Making resources were shared with 4 focus groups of decision 
makers and supporters around Australia. Each resource comprised of workbooks or video material 
made to assist people with intellectual disability and their supporters in making decisions. The focus 
groups used their lived experience to evaluate the resources using a co-designed evaluation tool. 
The project Peer Workers used the evaluations to interpret the key themes, strengths and gaps 
within the 7 resources.  
 
Results 
This has led to a better understanding of the efficacy of Supported Decision Making resources for 
people with intellectual disability. The process has particularly highlighted the need to centre the 
lived experience of people with intellectual disability in the ongoing development of Supported 
Decision Making resources.    
 
Implications 
The expertise of people with intellectual disability involved in the focus groups, as well as the project 
Peer Workers, has shaped a deeper understanding of existing Supported Decision Making resources, 
as well as the process of Supported Decision Making itself.  

  



A practical approach to group work with women with intellectual 
disabilities impacted by domestic and family violence 

Mrs Hannah Sanson, Ms Victoria Tucker 
1WWILD Sexual Violence Program, Wooloowin, Australia 

Biography:  
Victoria Tucker is a social worker working with people with intellectual disabilities as a trauma 
counsellor at WWILD. Victoria has worked in the disability sector for 19 years. The focus of her work is 
supporting people to work through their traumatic experiences, build strengths, capacities, supportive 
relationships, and decrease vulnerability. 

Background 
When compared to women without disability, women with intellectual disabilities are at greater risk 
of experiencing domestic and family violence. They experience violence at higher rates, in more 
severe forms, and for lengthier periods of time. They are also less likely to report incidents of 
violence and have fewer options for accessing support. In recognising this disparity and barriers for 
women with intellectual disabilities accessing mainstream services, WWILD developed a therapeutic 
and educational group work model to respond to and prevent the prevalence of domestic and family 
violence amongst this community. 
 
Method 
WWILD used an action research process to develop and evolve a 9-week domestic and family 
violence group program. A literary review was done to establish a thorough understanding of 
community needs and establish best-practice processes. Consultation was completed with two well-
established local support groups and six women with intellectual disabilities who had been impacted 
by domestic and family violence.  
 
Results 
WWILD has successfully run the therapeutic and educational program twice and is running a third 
program in 2021. A pre-group interview process was developed to assess the needs of each 
participant so activities fit the capacities of the group. Post-group interviews assist in evaluating the 
effectiveness of the program and provide opportunities for further consultation. 
 
Implications 
Likely this model will continue to evolve, and be altered depending on the individual group needs 
and capacities. WWILD needs to conduct further research to measure the long-term impact on 
community, but feedback from women has been overwhelmingly positive and shown increased 
capacity to recognise and respond to experiences of domestic and family violence.   
  



Pregnancy decision-making support for pregnant people with 
intellectual disability experiencing violence and reproductive 
coercion 

Ms Victoria Tucker, Ms Stephanie Chen, Ms Kari Vallury1 

1WWILD Sexual Violence Program, Wooloowin, Australia 

Biography:  
Victoria Tucker has worked in the Intellectual Disability field for 18 years and is WWILD's Trauma 
counsellor, Group/Community Education worker for people with Intellectual Disability experiencing 
sexual and domestic and family violence. WWILD actively supports self- advocates to share their 
stories and participate in inclusive research.  

Background 
In Australia people with disability experience 1.8 times higher rates of violence, including extreme 
forms of intimate partner violence/sexual assault, and greater barriers to accessing services. 
Reproductive coercion (RC) is an increasingly recognised form of Domestic Family Violence and 
Sexual Assault (DFVSA), using intentional behaviour to establish and maintain power through 
pregnancy pressure, contraceptive sabotage and pregnancy outcomes control. Little is known about 
the inclusion of RC and interactions with experiences of reproductive autonomy for people with 
intellectual disability (PWID). 
 
Method 
Children by Choice and WWILD collaborated to conduct a systematic literature review, facilitate 
focus groups with PWID and DFVSA services, reviewed existing resources and co-designed new 
collaborative training modules and held community of practice knowledge sharing workshop for 
Queensland DFVSA workers. 
 
Results 

• Early identification and addressing of support needs, provided by family/partners, enabled 
pregnancy decision-making autonomy; 

• Professional bias assuming a lack of parenting capacity, combined with a lack of adequate 
training in sexual/reproductive health rights for PWID, increases risk of poor quality of care, 
and pressure to end pregnancy. 

 
Implications 

• There are meaningful gaps for health professionals in training supporting pregnant PWID 
with an equality of care, choice, and health information. 

• Development of easy-read resources in Queensland for DFVSA clients is necessary to 
promote health literacy and reproductive autonomy. 

• Further participatory research into lived experience for pregnant PWID experiencing 
reproductive coercion and best practice for DFVSA/health workers to improve practitioner 
and systems responses to reproductive coercion, and training for health professionals. 

  



ListenUp project: Peer workers supporting consultations with women 
who have intellectual disability, resulting in a podcast that discusses 
disability, accessibility and violence 

Miss Jane Barrett, Ms Kaitlin Peirce1 

1WWILD Sexual Violence Prevention Association Inc, Brisbane, Australia 

Biography:  
Jane is a social worker and has worked in the disability sector for 8 years. Specialising in working with 
people who have an intellectual disability who have experienced sexual violence and/or domestic and 
family violence.  
 
Cassandra is a peer worker at WWILD for the ‘Listen Up!’ Project. Cassandra has lived experience of 
having an intellectual disability. She has shared her lived experience expertise and other skills to help 
design and facilitate workshops as well as helping create a podcast for workers about accessibility for 
women who have intellectual disabilities and have experienced violence.  

Background 
This presentation will be co-facilitated by a peer worker, who has a lived experience of intellectual 
disability and a project worker. We will discuss our learnings from consultations with women who 
have intellectual disabilities around what makes safe, accessible services for those who have 
experienced violence.   
 
Women who have an intellectual disability are overwhelmingly represented as victims of gendered 
violence. However, they are rarely involved in discussions around prevention of violence against 
women and the children, or how services/systems could better respond to their needs.    
 
This project aims to rectify this by highlighting the expertise of women who have intellectual 
disability, through the creation of a podcast in which they lead discussions around disability, 
accessibility and violence.    
 
Method 
We employed peer workers to assist in the development and facilitation of workshops around rights-
based information for women with intellectual disabilities. During these workshops, we consulted 
with 32 participants about what makes accessible services for those who have experienced 
violence.    
 
Results 
Based on these consultations, we created a podcast, hosted by the participants and the peer 
workers. The podcast has highlighted the importance of working alongside people who have 
intellectual disability, ensuring projects are accessible and informed by lived experience.  The 
learnings from these consultations have allowed for a better understanding of the needs of this 
group when seeking support after an experience of violence.   
  
Implications 
We hope to help to debunk stereotypes surrounding women who have intellectual disabilities, that 
contribute to their experiences of violence and improve responses to reports of violence.  

  



Self-Advocates building back better during COVID-19 

Ms Donna Best, Ms Paige Armstrong1 

1Queenslanders With Disability Network, Spring Hill, Australia, 2QDN Peer Support Group for people with 
intellectual disability, Brisbane, Australia 

Biography:  
Donna Best has been an active leader in Queensland’s self-advocacy movement for the last four 
decades, participating in the first ever Queensland self-advocacy meeting in 1984. Donna has 
championed the rights of people with intellectual and dual disability, and supported others to have a 
voice, a say and be listened to.  

Background 
The Hot Topics groups, Brisbane and the Gold Coast, Australia connected with New Vision 
Advocates, Canada to produce an international online event celebrating International Day of People 
with Disability in 2020. 
 
Method 
Queenslanders with Disability Network worked with Community Living London to connect Hot 
Topics and New Vision Advocates which are both self-advocates with intellectual disability groups 
together. 
 
The groups met online for the first time on 3 July 2020. It was at this initial meeting that the groups 
started discussing hosting an international event.  
Group members formed friendships and loved hearing about each other's countries particularly 
around supports and services. They decided to meet monthly to continue to learn more about each 
other and to plan for the international event.  
 
Results 
When the theme for International Day for People with Disability, Building Back Better was 
announced, Hot Topics and New Vision Advocates chose to talk about how their groups connected 
during COVID and how they would take the learnings from COVID to build back better in the future. 
 
Hot Topics invited self-advocate groups from all over Australia to participate in the Australian event 
and New Vision Advocates invited other Canadian self-advocacy groups to participate in the 
Canadian event.  
 
Implications 
The events were both so successful that Hot Topics and New Vision Advocates are going celebrate 
International Day for People with Disability 2021 with another international online event. This year 
they hope to have self-advocates from other countries join them for an even bigger international 
online event. 
  



Exploring human rights informed responses to the COVID-19 
pandemic in Victorian disability services 

Dr Joanne Watson, Dr Elena Jenkin, Associate Professor Patsie Frawley, Associate Professor Angela 
Dew 
1Deakin University, Australia 

Biography:  
Jo Watson, PhD is Course Director of Deakin’s Post Graduate Disability and Inclusion program. Jo's 
research, centred around the role of the UNCRPD in supporting the human rights of people with 
intellectual disability is informed by 30 years working as a Speech Pathologist in Australia, the US and 
Asia.  

Background 
Intellectual disability services continue to face unprecedented challenges responding to the COVID-
19 pandemic. We set out to develop an understanding of how Victorian disability service providers 
are balancing the human rights of the people they support with protection of their health in the 
context of the COVID-19 pandemic. 
  
Methods 
We undertook a broad desktop review of grey and emerging empirical literature published between 
January 2020 and August 2020, focused on the experiences of disability service providers carrying 
out their role within the context of the pandemic. This review guided the focus of 17 interviews with 
Victorian service providers, disability advocates and regulatory bodies, between August 2020 and 
October 2020, a period of extensive lockdown in Victoria. These interviews were thematically 
analysed. 
  
Results 
Participants reported violations of the human rights of those they supported. These included 
reductions in stimulating activities and opportunities for self-determination, as well as barriers to 
communication (e.g., tactile sign language), due to restrictions in physical interaction. A lack of 
accessible pandemic related public health information for both people with intellectual disability and 
their supporters was also reported. Participants reported concern regarding violence and abuse for 
people with intellectual disability, due to isolation and a lack of oversight during extended periods of 
‘lockdown’.  Positive outcomes of supporting people during the pandemic included the provision of 
support to foster existing relationships using online communication platforms, as well as staff 
spending more time getting to know those they support and exploring new activities. Some 
reduction in behaviours of concern and associated restrictive interventions were also reported. 
  
Implications 
Research participants shared diverse experiences, innovate practice and concerns, informing a range 
of recommendations. The authors will share these recommendations within the context of this 
paper. 

  



Reconnecting online during COVID-19 lockdown: Negotiating 
creativity and leadership in online music gatherings 

Dr Anthea Skinner, Dr Grace Thompson, Professor Katrina Skewes-McFerran1, Dr Teresa Hall1 

1University of Melbourne, Melbourne, Australia 

Biography:  
Anthea Skinner has PhD in musicology and is a research associate at the University of Melbourne 
studying disability music culture and participation. Anthea is disabled and previously worked as a 
journalist for Link Disability Magazine and Ramp Up. She also plays percussion in the Bearbrass Asylum 
Orchestra.  

Background  
This paper discusses the participation of people with intellectual disability in an online music group 
during Melbourne’s extended COVID-19 lockdown. The Sing It Out Loud group was formed as part of 
a study exploring using online technologies to support social inclusion and wellbeing. As the group 
was open to people with all disability types, we focussed on ensuring that all members found the 
experience accessible. This paper discusses on the experiences of three group members with 
intellectual disability, and the creative and social leadership they demonstrated. 
 
Method 
This study positioned group participants as co-researchers, recognising their lived experiences. We 
adopted an action research framework in which participants provided ongoing reflections on the use 
of technology, access, musical foci and social interaction to iteratively evolve the sessions through 
cycles of reflexive action. These data were triangulated with data collected through participant 
observation and individual interviews. 
 
Results 
The structured format required by the online setting promoted members’ independence and 
decision-making abilities to shape the group to meet their needs. Although they required initial 
technological support, the three members with intellectual disability became central to group 
decision making, leading many activities. 
 
Implications 
Based on past experiences, the authors had anticipated that participants with intellectual disabilities 
may find their voices marginalised in a mixed-disability group. However, the prior experience that 
our three members with intellectual disability had in participating in community groups, music 
making and online communication; combined with the structured group setting, meant that they 
quickly became central to the group’s creative identity. 

  



An evaluation of Project ECHO video learning to improve mental 
health support to adults with intellectual disability in NSW 

Dr David Thompson1 
1Sydney Local Health District, Australia 

Biography:  
David coordinates a tertiary mental health service for people with intellectual disability covering NSW.  
Prior work in the UK and Australia has included teaching, lecturing, practice development and 
advocacy. His PhD focused on sexual issues for men with intellectual disability drawn from providing a 
sex education service for ten years. 

Background 
Adults with intellectual disability are more likely to have mental health problems compared to other 
people. They can find it difficult to get good support. There may not be services, or those there are 
say they are not appropriate for people with intellectual disability. Often mental health professionals 
don’t know how to meet their needs.  
 
Project ECHO (Extension for Community Healthcare Outcomes) was developed by the University of 
Alberta, USA. It is a way of training healthcare professionals using Zoom. Each session has a 
presentation and case discussion. There is evidence Project ECHO can improve people’s health.  
 
In 2020 Sydney Local Health District started three Project ECHO programs. This presentation will look 
at the program on mental health for adults with intellectual disability. There have now been four 
series, training over 180 people working with adults with intellectual disability. Most were 
professionals working in public mental health services and behaviour support practitioners. 
 
Method 
The program was evaluated using pre and post questionnaires with a waitlisted control. Approval for 
the study was provided by Sydney Local Health District’s Human Research Ethics Committee.  
 
Results 
The study found significant improvements in both participants’ knowledge and confidence to 
support the mental health needs of adults with intellectual disability. 
 
Implications 
The results confirm the potential of Project ECHO to specifically address the educational needs of 
professionals working with adults with intellectual disability. Further work is needed to find out if 
this leads to better mental health support.  

  



Inclusive communication – Improving health outcomes for people 
with Down syndrome - A discussion on the research, the 
development and the delivery of the health ambassador program 

Mrs Natalie Graham1, Caitlin Woolley1 
1Down Syndrome Australia, Abbotsford, Australia 

Biography:  
Natalie is a Registered Nurse and holds a master’s degree in Public Health. Her knowledge and 
experience of Down syndrome: as a mother of a daughter with Down syndrome and previous Chair of 
Down Syndrome Victoria. Natalie believes that everyone has the right to be listened to and 
communicated with. 

Background  
There are significant health inequalities that people with intellectual disability face when accessing 
quality health care. In the Roundtable on Health of People with Intellectual Disability (2019) the 
Minister for Health and other key stakeholders spoke of the challenges facing our health system and 
people with intellectual disability. People with intellectual disability have approximately 2.5 times 
the number of health conditions, 50% of which are undiagnosed due to complexity and limited 
resources, preventative healthcare needs are poorly addressed and people with intellectual 
disability have high rates of premature and potentially avoidable deaths. The roundtable identified 
that medical and nursing degrees have an average 2.6 hours of training in intellectual disability care. 
This program works to positively influence these outcomes.  
 
Method 
Down Syndrome Australia sent out a survey via our social media channels to people with Down 
syndrome. They were asked to answer questions about their experiences with Health Care Workers 
and what Health Care Workers could do to improve outcomes for people with Down syndrome.  
 
Results 
We received 85 responses and 4 main themes were identified which we have built our Inclusive 
Communications project around. 
 
Implications 
A national program to improve communication between people with Down syndrome and Health 
Care Workers. In summary the program has two parts: The Health Ambassadors Program - we have 
employed 10 Health Ambassadors from around Australia to advocate to health care workers, and 
the production of information and online learning for Health Care workers. 
  



Increasing disability support workers' capacity to identify pain in 
people with intellectual disability and limited communication  

Ms Tessa-May Zirnsak, Dr Stella Koritsas1, Dr Nick Hagiliassis1, Professor Rachael McDonald2 

1Scope (Aust) - Melbourne, Vic, Hawthorn, Australia, 2Swinburne University, Hawthorn, Australia 

Biography:  
Tessa-May Zirnsak is a Research Assistant at Scope Australia in the Keeping Pain in Check project. She 
is currently completing her PhD in violence against people with disability at La Trobe University and 
has worked as a Research Fellow on the Royal Commission into Violence, Abuse, Neglect and 
Exploitation of People with Disability.  

Background 
Pain in people with intellectual disability is often not recognised and left untreated, which can have a 
negative impact on quality of life. The aims of this project were to explore whether: 1) an online 
course can help improve disability support workers' knowledge about pain in people with 
intellectual disability, and 2) a checklist can be used to help disability support workers identify pain 
in this group.  
 
Method 
Participants were disability support workers who completed: (1) an online training course about pain 
in people with intellectual disability; (2) a pain checklist when an adult with intellectual disability 
that they worked with was content; and (3) a pain checklist when the same person with intellectual 
disability was experiencing pain. Participants also completed a survey asking them about their 
knowledge, including what they had learned from the course.  
 
Results 
Ninety-eight disability support workers completed the training course and ~70% reported that it 
helped improve their knowledge.  
 
Pain checklist data indicated there were different patterns of behaviour when the person with 
intellectual disability was content as opposed to when he/ she was thought to be experiencing pain. 
For example, turning down of mouth, not smiling, and a change in eyes (including - squinting of eyes, 
eyes opened wide, eye frowning) were more common when people were experiencing pain than 
when they were thought to be content.  
 
Implications 
The online training course and the pain checklist could be used to increase capacity in disability 
support workers to identify pain in adults with intellectual disability.  

  



 

 

 

Concurrent Session Two 



Planning for a good life, right to the end 

Ms Nicola Mckenzie1, Associate Professor Brigit Mirfin-Veitch2,3, Dr Jenny Conder2,3, Dr Henrietta Trip1 

1University Of Otago, Centre for Postgraduate Nursing Studies, Christchurch, New Zealand, 2University of Otago, 
Centre for Postgraduate Nursing Studies, Dunedin, New Zealand, 3Donald Beasley Institute Inc, Dunedin, New 
Zealand 

Biography:  
Nic is a disability sector contractor, and PhD candidate at the University of Otago. She has previously 
worked as speech-language therapist, staff educator, and project manager. Nic is interested in 
participatory research that has meaningful benefit to people with learning disabilities.   

Background 
Advance care planning (ACP) is a process of thinking and planning for the end of life. People with 
learning (intellectual) disabilities have traditionally been excluded from this process, having little say 
over decisions about their lives while unwell, or about their deaths. Previous research found that 
ACP could be successfully completed by people with learning disabilities, but that access and quality 
were compromised.   
 
Methods 
This paper shares findings from a follow-up participatory action research study aiming to improve 
access to, and quality of, ACP. A co-research group of seven adults with learning disabilities and four 
disability service managers, worked with family members and healthcare professionals. They 
reviewed existing processes, and directed the development of a new ACP process and tools (easy 
read ACP template, training for professionals, and guidebook). They also completed a trial and 
evaluation of the new process and tools.  
 
Results 
Results demonstrated the benefits of training facilitators, supporting people to learn about their 
choices, and of using an easy-read plan aligned to the standard New Zealand version, which includes 
recording how decisions were made. This process produced high quality plans that were trusted by 
healthcare professionals.   
 
Implications 
The global pandemic exacerbated health and treatment inequities experienced by people with 
learning disabilities, and highlighted the benefits of planning ahead for serious illness and death.  
This study offers an easily replicable approach that could be used by many people with learning 
disabilities to ensure that their wishes are heard and honoured. This is more important now than 
ever. 
  



The Victorian Medical Treatment Planning and Decisions Act 2016: 
Experiences of advance care planning with decision making support 

Dr Margo Sheahan1, Professor Christine Bigby1, Professor Jacinta Douglas1 

1La Trobe University, Bundoora, Australia 

Biography:  
Margo has a background in consumer participation in health care. In 2017, she was a member of the 
Implementation Working Group for the Medical Treatment Planning and Decisions Act 2016. She is 
Research Fellow at La Trobe University undertaking research to support the equal rights of Victorians 
with cognitive disability.  

Background 
Although there is extensive research of advance care planning research to support end of life 
decision making, little research has included people living with intellectual disability. In 2019, 
legislation was implemented in Victoria, Australia, which allowed people with cognitive disability to 
complete legally binding advance care directives with decision making support. This study describes 
how a patient living with cognitive disability in Victoria, made legally binding directives with her 
general practitioner and appointed Support Person.  
 
Methods 
This case study was conducted in a general practice setting in Melbourne, Victoria. Three 
participants were interviewed: a patient with cognitive disability, her appointed Support Person, and 
the patient’s general practitioner. Semi structured interviews provided data about participant 
experiences of decision-making support. Key document analysis provided data on the context.  
 
Results 
The patient completed both Values and Instructional Directives with decision making support. Each 
Directive involved different people, processes, and institutional influences. The Support Person’s 
deep knowledge of the patient enabled completion of the Values Directive. However, media 
influence limited the options that were considered. Completion of the Instructional Directive was 
enabled by the general practitioner’s medical knowledge, understanding of the health system and 
end of life care and treatment, knowledge of the patient, and ability to work with the Support 
Person. However, supported decision-making was constrained by institutionalised understandings 
from the law and medicine. 
  
Implications 
This study shows that the La Trobe support for decision making framework is a useful guide for 
supported decision making in this context. However, institutional barriers need to be addressed. 
  



Psychometric evaluation of the Active Support Measure 

Dr Lincoln Humphreys1, Professor Christine Bigby1, Dr Tal Araten-Bergman1, Professor Teresa Iacono2 

1La Trobe University, Bundoora, Australia, 2La Trobe University, Bendigo, Australia 

Biography:  
Lincoln is a researcher and lecturer at the Living with Disability Research Centre.  

Background 
The Active Support Measure (ASM) is the most frequently used observational measure of quality of 
staff support for people with intellectual disabilities in supported accommodation services. The ASM 
comprises 15 items. Studies show that ASM scores predict service users’ levels of engagement. 
Despite being used in numerous studies, the ASM’s underlying factor structure has not been 
examined and our aim  was to test its psychometric properties.  
 
Methods 
Exploratory factor analysis (EFA) was conducted on the ASM using a dataset of 884 people with 
intellectual disabilities living in Australian group homes, collected between 2010 and 2018 as part of 
a study to identify Active Support predictors. Rasch analysis further tested the dimensionality and 
the consistency that response options behaved across items. 
 
Results 
EFA indicated that 10 items loaded on two factors. These factors were Supporting Engagement in 
Activities and Relationship with the Person. Cronbach’s alpha was .94 and .78. Rasch analysis 
supported multidimensionality, indicated 10 items should be retained, with response options (scores 
of 0-2) behaving consistently across items.  
 
Implications 
The ASM measures two dimensions of the quality of support. A revised 10-item version will be easier 
for researchers to use and can form the basis for a tool for non-researchers. 
  



Development and validation of the “Observing Staff Support” Tool: 
An observational tool for managers and regulators auditors  

Dr Tal Araten-Bergman1, Professor Christine  Bigby, Dr Lincoln Humphries, Professor Teresa Iacono 
1La Trobe University, Australia 

Biography:  
Tal Araten-Bergman, Ph.D. School of Allied Health, Human Services and Sport College of Science, 
Health & Engineering and Living with Disability Research Centre, La Trobe University. 

Background 
The Active Support Measure has been used by researchers to measure the quality of staff support. 
Exploratory factor analysis indicated the Active Support Measure has two factors: Supporting 
Engagement in Activities and Relationships with the Person being Supported.  Although this tool has 
been used successfully by researchers to conduct observations, it requires extensive training to 
complete. As such, it is not easy for regulators, managers or others not trained in research to use. 
The aim was to develop a simple and valid observational tool that can be used by non-researchers 
and is based on the conceptual framework of the Active Support Measure. 
 
Method 
A mixed‐methods design was used. Items and guidelines were developed and then tested for validity 
and reliability through several stages involving review by experts, managers, and field testing in 
services.  
 
Results 
The new ‘Observing Staff Support’ Tool consists of eight main items and two additional items scored 
on a 3-point scale. Preliminary findings suggest the tool has acceptable psychometric properties. 
 
Implications 
The new tool offers a simple and easy way for managers and regulators to assess the quality of staff 
practice using observation. 

  



Journeys of micro-entrepreneurs with intellectual disability: An 
inclusive research perspective 

Dr Katherine Moore1, Mr Alan Duffy2, Mr Craig McAllister2, Ms Susan Harbottle2, Ms Annie Rolfe1 

1QUT, Brisbane, Australia, 2Nundah Community Enterprises Co-operative (NCEC), Nundah, Australia 

Biography:  
Dr Moore, QUT Business School, researches how the changing landscape of work will affect the 
employability of people with cognitive and neurological impairments. Mr Duffy, Mr McAllister and Ms 
Harbottle are the project co-researchers and members of the Nundah Community Enterprises Co-
operative. Ms Rolfe is the project research assistant, QUT.  

Background 
Entrepreneurship and self-employment create opportunities for people with intellectual disability to 
become socially and economically included in their local community and promote individuals to 
embrace innovation and creativity to shape meaningful work for themselves. Yet little research has 
explored experiences of micro-entrepreneurs with intellectual disability in Australia and 
internationally. Guided by the question: “how do micro-entrepreneurs with intellectual disability 
navigate their entrepreneurial journey?”, this inclusive research project sought to gain 
understanding of the drivers and barriers faced by these entrepreneurs during the various stages of 
their business planning and operations. 
 
Method 
The research used the collaborative group approach to inclusive research with people with 
intellectual disability, whereby the research team included three micro-entrepreneurs with 
intellectual disability as co-researchers. The methodology allowed the co-researchers to share their 
stories as micro-entrepreneurs, then to help the other six participants to share their stories of being 
micro-entrepreneurs. 
 
Results 
The narrative analysis of the interviews informed a model that shows the evolving processes 
involved in planning, working in and expanding a micro-business, and the important roles that 
personal skills and attributes, financial resources, formal and informal support, and motivation play 
in the journeys of micro-entrepreneurs with intellectual disability. 
 
Implications 
The model developed from the research provides insight into the supporting and challenging 
mechanisms involved in planning and managing a micro-business for current and aspiring 
entrepreneurs with intellectual disability, their families and advocates. The findings also contribute 
to the literature in the areas of micro-entrepreneurship and inclusive research conducted by people 
with intellectual disability. 

  



Evaluation of Back-to-Back Theatre film internship program 

A/Prof. Angela Dew1, Dr Kevin Murfitt1, Ms Monica Wellington1, Ms Eden Menta2, Mr Bruce Gladwin2 

1Deakin University, Australia, 2Back to Back Theatre, Geelong, Australia 

Biography:  
Angela Dew is Associate Professor Disability and Inclusion at Deakin University. Eden Menta, an intern 
at Back-to-Back Theatre, is an emerging artist working across mediums. Bruce Gladwin is Back-to-Back 
Theatre Artistic Director and has toured the company's works to preeminent international 
contemporary arts festivals.  

Background  
Employment is important to economic security, social inclusion, physical and mental wellbeing, and 
sense of identity. Back-to-Back Theatre received an ILC grant for paid internships for people with 
intellectual disability to create a film. Deakin University evaluated the internship program. 
 
Method 
Eight interns and 10 mentors, involved in all aspects of the film making, completed pre and post 
surveys or semi-structured interviews (including embedded Likert scale items). Ten other staff 
involved in the filming were interviewed about the process and intern roles. Thematic analysis was 
used. 
 
Results 
The evaluation provided strong evidence of the success of the film internship program to achieve its 
aims to increase interns’ skill development, confidence, aspirations and networks towards ongoing 
employment. Interns reported learning skills and developing confidence across a diverse range of 
filming roles. Most felt well supported and appreciated adjustments to the environment and tasks to 
match individual needs. Mentors acknowledged COVID-19 restrictions limited time and 
opportunities to meet interns face-to-face prior to filming. Staff recognised the need for prior 
training and role clarification, and planning around space and activities for interns during filming 
downtime. At the conclusion of the internship, further employment opportunities were identified for 
interns.  
 
Implications 
The evaluation identified benefits gained by all those involved in the program despite COVID-19 
challenges. The evaluation provided valuable evidence on the benefits and challenges of a film 
internship program for people with intellectual disability aspiring to work in the film industry, and 
made recommendations for extending these benefits across the arts sector. 
  



A case study of the impact of administrative frameworks on a group 
of intellectual disabled children admitted to an Australian mental 
hospital in 1952 

Dr Gina Andrews Zucker1 

1Centre for Disability Research and Policy, University of Sydney, Sydney, Australia 

Biography:  
Gina is a career public servant with expertise in mental-health, disability, criminal justice, child-
protection and social policy. 
 
In 2020, Gina graduated with a PhD from University of Sydney that examined the lived experience of 
administrative changes on a group of children admitted to Newcastle Mental Hospital, NSW, Australia 
in 1952. 

Background 
This case study involves a cohort of 13 of the 86 children who were admitted to Newcastle Mental 
Hospital, NSW, Australia in 1952 due to their intellectual disability. The study examines the lived 
impact of Australian Commonwealth and NSW State administrative frameworks (i.e. laws and 
policies).  
  
Method 
The study is a mixed methods qualitative research design informed by a social constructivist world 
view. Data sources included: government laws and policies; the children’s government archival 
records; 50 semi-structured interviews with stakeholders; and historians accounts. A systematic 
literature review of first-person accounts of institutionalisation is included.  
  
Results 
Data analysis and findings, identified:  

• Commonwealth and State administrative frameworks set the course of the cohort’s lives in 
institutional settings. This regimented institutional existence was, and remains, at odds with 
the goals of international human rights instruments such as the United Nations Convention 
on the Rights of Persons with Disabilities and domestic policies such as de-
institutionalisation and personalised care.  

• Two key administrative interventions had a lifelong positive impact on the cohort.  
• The cohort experienced health issues throughout their lives. 
• Positive relationships with family, staff and peers played a vital role in the cohort’s lives.  
• Experiences of institutional abuse were identified. 

  
Implications 
The study’s findings include two conclusions. First, whilst institutional settings remain, such as those 
in which several members of the cohort are living today, the full implementation of human rights 
policies and programs will remain problematic. Second, Australia’s federalist system can both help 
and hinder the realisation of these rights for Australians with intellectual disabilities. 

  



A zero-tolerance approach to build relationships and inclusion and 
decrease isolation 

Ms Anna Simpson1 

1Cara, Australia 

Biography:  
Anna Simpson, Disability Services Practice Leader, works alongside staff teams to increase their 
capacity to empower people with disabilities to increase their voice, choice and control; empower 
people with disabilities to accomplish their goals in measurable and meaningful ways; strengthen 
collaborative team culture; maintain compliance and strive for service excellence. 

Background 
Isolation is a human rights issue which impacts the lives of people with intellectual disability 
regardless of COVID-19 (United Nations, 2006). Cara has established new measures to minimise the 
risks connected with isolation, and to increase the benefits connected with building relationships 
and inclusion. 
Cara has invested in changes to: 

• increase accountability for upholding the rights of people with intellectual disability to have 
as much freedom and control as possible during a global pandemic 

• safeguard people with intellectual disability who experience or are at risk of experiencing 
isolation 

 
Method 
The pre-recorded presentation will include:  

• accessible graphic symbols, text and description which demonstrate action to ensure the 
rights of people with intellectual disability are upheld. For example, establishment of an ‘I 
Am Visible’ campaign, establishment of a Practice Leader team and an Operations 
Transformation that has a focus on most promising practice 

• reference to evidence-based models of support which underpin Cara’s work  
 
Results 
While the work to uphold the rights of people with intellectual disability is ongoing, investing in 
changes has: 

• increased visibility of risk 
• assisted people with intellectual disability to pursue new opportunities  
• identified gaps in funding  
• educated our workforce and community about our responsibilities. 

 
Implications 
Communication of key messages to uphold the rights of people with intellectual disability within the 
wider community has potential to increase community spirit, inclusion and positive regard of people 
with intellectual disability (Simmons, 2016).  When people understand and role model inclusive 
practice, they create opportunities for people with intellectual disability to experience new and 
strengthened meaningful relationships (Williams, 2013). 

  



Falls risk assessment and intervention for people with intellectual 
disability: A systematic literature review and implications for practice 

Dr Aislinn Lalor1, Ms Tamsin Gallie2, Professor  Keith Hill1, Associate Professor Libby  Callaway1, Dr 
Stella Koritsas2, Ms Andrea Curran-Bennett2, Mr Richard Wong2, Ms Rachele Zannier2 

1Monash University, Melbourne, Australia, 2Scope, Melbourne, Australia 

Biography:  
Tamsin Gallie is Clinical Practice Advisor at Scope. She is a physiotherapist with 26 years' experience 
specialising in neuro-rehabilitation. 

Background  
Individuals with intellectual disability are at high risk of falls, however, very little research has 
focussed on understanding falls risk factors and prevention in this group. The aim of this project was 
to conduct a systematic review to identify falls risk assessment tools specifically for people with 
intellectual disability, interventions that aim to reduce falls, and falls risk factors unique to people 
with intellectual disability. 
 
Method 
A systematic literature review of both the academic and non-academic literature was undertaken. 
Allied health and assistive technology member forums were also contacted regarding emerging 
interventions. Three reviewers independently screened the titles and abstracts of the relevant 
literature, and two individuals reviewed and analysed the full text literature.  
 
Results 
Of 1877 studies that met the broad search criteria, 46 were eligible for in-depth review. Various risk 
assessment tools were identified, however there was limited documentation of use specific to 
intellectual disability. Evidence about interventions to prevent falls in people with intellectual 
disability was limited, and low quality. A combination of risk factors is associated with falls, including 
age, impaired cognition, polypharmacy, incontinence, increased history of falls, and seizures.  
 
Implications 
The results of the systematic review highlight the need for falls risk screening tools to be developed 
specifically for use with people with intellectual disability. It also highlights the need for 
organisational falls prevention policies and environmental/safety assessments, and best practice 
guidelines to be developed in relation to falls assessment and management. 

  



1CHART - Implementing electronic paperless medication 
management 

Ms Prudence Lennox1 

1Idea Services IHC, Auckland, New Zealand 

Biography:  
Prue has been working in the nursing profession for over 20 years across UK, Ireland, Europe, Australia 
& NZ. Prue has held senior leadership & management positions for over 15 years while also remaining 
clinically focused. Prudence has a focus and specialty in the home & community disability support 
sector. 

Background 
IDEA Services is leading the way within the NZ disability sector by nationally implementing a 
paperless electronic medication management system within residential services.  
 
Methods 
A phased approach will be undertaken to implement in over 700 houses, to over 2000 People We 
Support. Engaging with hundreds of GP's and Pharmacies, this is the largest implementation of the 
software to date. 
 
Results 
The 1CHART system delivers an efficient end-to-end electronic solution that incorporates a doctor 
prescribing, the Pharmacy dispensing and a Support Worker administering to the Person we 
Support. A central database and real time reporting will support continuous improvement in 
medication use and administration. 
 
Implications 
Adoption of this software will: 

1. Ensure a consistent approach to electronic medication prescription, dispensing and 
administration in all IDEA Services residential houses 

2. Electronic medication charts are accurate at all times and any changes to charts are made by 
Dr or Pharmacist directly into 1CHART system 

3. Reliable monitoring and reporting from central database that will enable analysis of 
polypharmacy and PRN medication usage 

4. Transparency and visibility of medication management remotely  from any location 
 
The presentation will share our experiences and learnings with the sector and how this technology 
will improve outcomes for the People We Support. 
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Co-researcher training with young people with intellectual disability: 
Taking an inclusive approach to health services research 

Ms Laurel Mimmo1,2, Associate Professor Sue Woolfenden1,2, Professor Joanne Travaglia4, Professor 
Iva Strnadová1, Ms Maya Tokutake, Ms Karen Phillips2, Mr Matthew van Hoek, Ms Debbie van Hoek, 
Dr Éidín Ni She1, Dr Bronwyn Newman3, Associate Professor Reema Harrison3 

1University of NSW, Randwick, Australia, 2The Sydney Children's Hospitals Network, Randwick/Westmead, 
Australia, 3Australian Institute of Health Innovation, Macquarie University, Macquarie Park, Australia, 4University 
of Technology, Sydney, Sydney, Australia 

Biography:  
Laurel Mimmo works in the Clinical Governance Unit at Sydney Children's Hospital, Randwick, is a PhD 
candidate in Faculty of Medicine, UNSW and SPHERE translational research fellow. She has over 15 
years’ clinical experience as a paediatric nurse. Laurel's doctoral studies are exploring hospital 
experiences for children with intellectual disability. 

Background 
Health services and researchers seek patient/carer perspectives on their healthcare experiences to 
inform service enhancements and identify research priorities. Increasingly the views of 
children/young people are sought. However the methods for obtaining the experiences of 
children/young people in hospital are often not accessible for those with intellectual disability, 
exacerbating the health inequities experienced by this population (Emerson & Spencer, 2015).  
 
Method 
Inclusive approaches aim to minimise hierarchy between the researcher and the population or group 
under study, so members of the population have control and input at any and/or all phases of the 
research (Nind, 2014). One such approach is training co-researchers (Nind, Chapman, Seale, & Tilley, 
2015; Strnadová et al., 2014).  
 
Results 
Between July-October 2020 we conducted six co-researcher training workshops with two young 
people with intellectual disability. The co-researchers learnt participatory research methods such as 
photovoice and body mapping. Through the workshops we have developed a toolkit of participatory 
research methods for interviewing children with intellectual disability about their experiences of 
hospital. Ongoing co-research activities include co-presenting, data analysis, and co-authoring a 
manuscript for planned co-design workshops (submitted, BMJ Open). Results of an evaluation of the 
workshops will be included in this presentation. 
 
Implications 
Inclusive research can enable children/young people with intellectual disability to meaningfully 
participate in such activities and help address the associated inequities. Using methods to capture 
and include the experiences of healthcare for children/young people with intellectual disability can 
inform targeted improvements to healthcare delivery for all children in hospital. 

  



Nothing without us – Co-design in a time of change 

Mr Ben Alexander1, Ms Monica Cusack1 

1Council for Intellectual Disability, Surry Hills, Australia 

Biography:  
Ben Alexander is an Inclusion Project Worker at Council for Intellectual Disability. Ben’s increases 
awareness of inclusion for people with disability. He believes everyone has the right to a good job and 
a good life. He is a passionate sports fan (go Roosters) and CID’s Trivia Master. 

Background  
The Convention on the Rights of Persons with Disabilities (CDRP) is based on the foundation of 
nothing about us without us. It is important the CRPD translates into reality through policy, research 
and practice, by involving people with lived experience in matters that affect their lives. 
 
Whilst the convention exists, people with intellectual disability still face barriers where structures 
are not inclusive or accessible.  Additional barriers to co-design have also occurred due to the 
COVID-19 pandemic with the move to online and remote work, with people with intellectual 
disability unable to meet in person and needing to navigate different technologies. 
 
Council for Intellectual Disability will share their experience and guiding principles of co-design in 
this new and evolving way of working, so that we can all continue to connect and work effectively 
with people with intellectual disability. Council for Intellectual Disability staff member with 
intellectual disability will be a co-presenter.   
 
Method 
Council for Intellectual Disability developed guiding principles for co-design based on learnings of 
what has worked and what has not worked for people with intellectual disability in co-design before 
and during the COVID-19 pandemic. 
 
Results 
Council for Intellectual Disability’s guiding principles and practical examples support the inclusion of 
people with intellectual disability in co-design by reminding people of inclusive values and processes 
including: 

• Supporting and creating opportunities for people to share their experiences using online 
technologies 

• Ensuring communications are accessible 
 
Implications 
With these changing times, it is more important than ever to ensure our co-design is inclusive and 
accessible. Without this, work intended to support people with intellectual disability can 
inadvertently cause disempowerment and additional barriers. 

  



‘Own stories’: Looking closely at the narrative environment co-
created with people with intellectual disability in transition to 
adulthood telling their stories about sexuality and relationships 

A/Prof. Patsie Frawley1, Monica Wellington, Dr Amie O'Shea 
1University Of Waikato, Hillcrest, New Zealand 

Biography:  
Patsie Frawley is an Associate Professor of Disability and Inclusion Studies in the University of Waikato, 
Te Kura Toi Tangata, School of Education at the University of Waikato, Hamilton New Zealand. Patsie’s 
research focuses on sexuality and relationship rights, and prevention of violence and abuse of people 
with disabilities.   
 
Monica has a Bachelor of Health Sciences and Master of Dietetics from Deakin. She has worked as a 
research assistant and Associate Research Fellow in the Disability and Inclusion team with Associate 
Professor Patsie Frawley since 2016, coordinating research and program development nationally for 
the Sexual Lives and Respectful Relationships program and working on data collection and analysis in 
research projects on disability, sexuality and relationships. She is a PhD student at Victoria University 
and is a Dietitian in private practice with a particular interest in health and nutrition for people with 
disability. 

Background 
The transition period from adolescence to adulthood is an important time for social and sexual 
development. Young people with intellectual disability are often socially isolated, have limited 
opportunities for self-determination about sexuality and relationships, and rarely get to talk about 
these experiences. Our research engaged with people with intellectual disability in this transition 
stage to co-develop their stories. Resources using these stories are being piloted with people with 
intellectual disability seeking education and guidance on sexuality, relationship and identity 
development into adulthood in a subsequent phase of this study. 
 
Method  
Stories are central to Western qualitative inquiry since at least the 1800s .The term ‘own stories’ has 
been used in qualitative research to situate the told narratives from people whose lives are often 
told by others in research ‘about’ them. The research reported in this paper involved in-depth 
narrative work with people with intellectual disability co-creating their ‘own stories’ about sexuality, 
relationships and intimacy. The story co-development was framed by a focus on the narrative 
environment and how an understanding of this environment can frame the way stories are told and 
how they inform research.  
 
Results 
The in-depth description of the method and reflective practice of this narrative research method 
offers disability researchers guidance on the complex collaborative approach to co-development of 
stories in research with people with intellectual disabilities. Ideas about sexuality, relationships and 
identity ‘told’ through these stories offer an alternative narrative about sexuality in the lives of 
people with intellectual disabilities transitioning to adulthood. 
 
Implications 
The findings contribute to inclusive research work and the narrative research tradition with people 
with intellectual disability. 
  



Leadership of Positive Behaviour Support (PBS) in Australian 
disability services: A social network analysis and validation  

Mr Brent Hayward1 

1Melbourne Graduate School of Education, University of Melbourne, Parkville, Australia 

Biography:  
Brent originally trained as a nurse and worked in a variety of government and non-government 
services supporting people with disability. He is an ardent yet critical proponent of positive behaviour 
support (PBS) and is close to submitting his PhD thesis. This presentation shares some of the results of 
his research. 

Background 
Positive behaviour support has become synonymous with the provision of disability services 
internationally and in Australia. The positioning of positive behaviour support in the National 
Disability Insurance Scheme has propelled positive behaviour support forward with little 
consideration of the systems required for its promotion and application to achieve meaningful 
outcomes for people with intellectual disability. 
 
Method 
A social network analysis was conducted to identify persons involved in the promotion and use of 
positive behaviour support in an Australian state. Opinion leaders (those that are sought for advice) 
and boundary spanners (those that link persons and groups) were identified using quantitative 
sociometric methods. Self-reported variables relating to positive behaviour support leadership, 
knowledge and attitudes were statistically analysed to validate opinion leadership and boundary 
spanning functions in the network. 
 
Results 
Nineteen persons were identified in the network as opinion leaders or boundary spanners. Overall, 
self-reported positive behaviour support leadership, seeking and attitudes were consistent with 
these network roles. Self-reported positive behaviour support knowledge by opinion leaders showed 
a statistically significant difference compared to non-opinion leaders. However, neither opinion 
leaders nor boundary spanners met criteria for these roles. 
 
Implications 
Boundary spanners are effectively bridging the positive behaviour support network, yet persons 
seeking information about positive behaviour support are doing so from opinion leaders that do not 
display all the requisite characteristics for this role. These results are argued to be a consequence of 
the way positive behaviour support is promoted in the National Disability Insurance Scheme. 
Implications for the utility of positive behaviour support within the National Disability Insurance 
Scheme are discussed. 
 

  



Frontline practice leadership in supported accommodation services: 
Reviewing the evidence 

Professor Christine Bigby1, Dr Lincoln Humphreys1 

1La Trobe University, Bundoora, Australia 

Biography:  
Professor Bigby is the Director of the Living with Disability Research Centre at LaTrobe University. She 
has a long track record of working in partnership with disability support organisations investigating 
the effectiveness of social programs and policies that aim to support the social inclusion of adults with 
intellectual disabilities.  

Background 
In supported accommodation services for people with intellectual disabilities, there is growing 
evidence that the strength of a subset of frontline management, Frontline Practice Leadership 
(Practice Leadership), impacts on the quality of staff practice. The increasing diversity of 
accommodation services raises questions about the key tasks of Practice Leadership and ways of 
organising them. 
 
Method 
This paper reports on a scoping review guided by the following questions: what is the evidence for 
the significance of Practice Leadership, the tasks and ways of organising it, and the organisational 
challenges in ensuring services have strong Practice Leadership. A systematic search identified 23 
papers, from which data were extracted and analysed.  
 
Results 
Research demonstrates the positive impact of Practice Leadership on the quality of Active Support, 
on staff satisfaction, the way it is valued by staff in day and supported accommodation services and 
its association with group home culture. Both practice wisdom and research indicate Practice 
Leaders need to know staff and the people they support to be effective. Despite its importance, 
evidence suggests Practice Leadership is weak in many services and few Practice Leaders have any 
specific training. 
 
Implications 
The organisation and funding of Practice Leadership should take into account evidence about its 
significance for service quality and being structured close to the front line. Organisations should 
ensure sufficient time for Practice Leaders to perform the five tasks of this role and that there is 
evidence-based training and professional development available for staff in these positions. 
  



The impact of the BILD PBS coaching programme on changing 
workplace practice   

Professor Edwin Jones1 

1BILD, Cardiff, United Kingdom 

Biography:  
Edwin is Strategic Lead of PBS at Bild and Visiting Professor at the University of South Wales. His 
interest is in skilling the workforce to provide good community support, improve quality of life and 
reduce restrictive practices. He has published on Active Support, Practice Leadership and Positive 
Behaviour Support. 

Background 
People with intellectual disabilities are often vulnerable to exclusion, restriction and other human 
rights breaches because they may present behaviours that challenge services. The impact of Positive 
Behaviour Support (PBS) has been shown to be effective, but is often compromised when delivered 
via traditional training. Practice leaders/coaches are better able to shape staff behaviour and 
implement PBS in practice. This paper reports the views of coaches on the implementation of PBS 
after attending the BILD PBS coaching programme. 
 
Methods 
An electronic survey designed to gather information about the coach’s experience and their 
application of PBS was sent to 122 coaches who had completed the programme over the past 5 
years. It comprised 31 items including multiple-choice, free entry text, and 5-point Likert scales 
question formats. Responses where summarised automatically and nonparametric statistical tests 
used to analyse the data. 
 
Results 
60 completed surveys were returned giving a response rate of 49%. All coaches had worked with 
staff to implement PBS and 43% had worked with over 100. 91% of coaches had applied at least one 
element of PBS in practice and 95% said that the training had helped them to support staff to work 
more effectively. Most coaches believed they had improved their colleagues’ PBS practice and had a 
positive impact on the lives of people with intellectual disabilities and autism. Other interesting 
qualitative data will be discussed. 
 
Implications 
The results indicate that a longitudinal, practice-based approach to developing PBS practice leaders 
has merit. Encouragingly, most coaches reported high levels of confidence in explaining PBS 
concepts including to senior managers, which is the key to transferring knowledge into practice and 
successfully embedding PBS in organisational systems to promote inclusion and quality of life (Bigby 
and Beadle-Brown, 2016; Bould et al, 2018). 

  



Scammers Awareness group project 

Mr Paul O'Dea1, Bernard  Denny1, Craig McAllister1, Alan Duffy1, Felice Kirby1, Ian Williamson1, Tauren 
Lea1, Michael Cherry1, Morrie O'Connor1, Siyu Song1, Kelee Sheard2 

1Nundah Scams Awareness Group, , Australia, 2Nundah Community Enterprises Co-op, Australia 

Biography:  
Ian Williamson 
Self-advocate, founding member of Nundah Scammers Group, Board member of IYHG Ltd, Board 
Member of CLA Inc, Board member of Nundah Community Enterprises Co-op. 
 
Alan Duffy 
Self-advocate, founding member of Nundah Scammers Group, peer mentor, Board Member of Nundah 
Community Enterprises Co-op and CLA Inc. 
 
Michael Cherry 
Self-advocate, founding member of Nundah Scammers Group. 
 
Kelee Sheard 
Self-advocate, member of Nundah Community Enterprises Co-op. 
 
Felice Kirby 
Self-advocate, founding member of Nundah Scammers Group. 
 
Paul O’Dea 
Self-advocate, founding member of Nundah Scammers Group, Board member of CLA Inc, ASID 
National Board, Board member of IYHG Ltd, Emerging Leaders Mentor with Queenslanders with a 
Disability Network. 
 
Craig McAllister 
Self-advocate, founding member of Nundah Scammers Group, Board member of IYHG Ltd, member of 
Nundah Community Enterprises Co-op, video producer. 
 
Bernard Denny 
Self-advocate, founding member of Nundah Scammers Group, President of Nundah Community 
Enterprises Co-op. 

Background 
Scams are a form of financial exploitation. A group of people with intellectual disability who had 
been victims of scams came together to educate themselves about scams and to educate others 
about scams. 
 
Method 

• The group met to discuss their experience of scams. 
• The group created a Scam Framework that identifies scams as: 

• Romance scams 

• Mate scams 

• In Person scams 

• Internet scams 
• The group developed a Scams Workshop. 
• The group created a framework for presentation. 



• The framework was developed by talking about what made for a bad presentation and what 
made for a good presentation. 

• A bad presentation was identified as: 

• Going on too long 

• Using words people didn’t understand 

• Talking at people and no opportunity for involvement or interaction 

• Presenting the information only one way e.g. only talking 

• No humour 

• Presenters who just read from notes and didn’t interact e.g. have eye contact 
• A good presentation was identified as: 

• Not too long 

• Simple language 

• Fun 

• Interaction and involvement of audience 

• Visuals 

• Multiple methodologies. 
 
Results 

• The group developed an engaging and interactive Scam Awareness Presentation. 
• The presentation has been given on 10 occasions. 
• Feedback: 

• Informative 

• Engaging and promoting discussion 

• Interactive 

• Fun 
 
Implications 

• Example of personal problem to public issue. 
• Example of people with intellectual disability developing ‘successful presentation 

framework’ and then developing successful presentation. 

  



“People Coming Together for Housing”: A workshop by the 
Independent Youth Housing Group (IYHG) 

Mr Paul  O'Dea1, Ms Jenifur  Charne1, Mr Alan Duffy1, Mr Craig McAllister1 

1Independent Youth Housing Group, Nundah, Australia 

Biography:  
Jenifur Charne has been a member of Independent Youth Housing Group since 1989. From 1996 to the 
present, Jenifur has been a company director of IYHG serving in various board roles. Jenifur has been 
living in her apartment for twenty-three years and is the longest standing tenant in her block.  

Background 
In 1989, a group of people with intellectual disability came together around a shared issue: difficulty 
with housing. The group decided to create their own housing company which has operated 
successfully in Brisbane North for over thirty years. 
 
Method 
In 2016, IYHG received a National Disability Insurance Scheme Information Linkages and Capacity 
Building grant to develop a strategic plan; and to write and deliver training workshops to share their 
knowledge of starting and running a housing company with other people with disability. A group of 
IYHG members came together during 2019 and 2020 and wrote a workshop and filmed a series of 
videos to tell the story of starting and running their housing company. IYHG have presented this 
workshop in a range of formats due to COVID-19, including face to face, online and radio. 
 
Results 
IYHG will present their workshop “People Coming Together for Housing” at the 2021 ASID 
Conference. Their workshop tells the story of IYHG from 1989 to the present, including: 
1989: Starting the Independent Youth Housing Group 
1991-1997: Learning from Mistakes 
1997: Getting Our Act Together 
2019: Planning for the Future 
 
Implications 
By sharing their story, IYHG hope to show and inspire other groups what can be done when you 
come together to solve a problem. 

  



Human rights and disaster planning 

Ms Michelle Moss1, Donna Best2 

1Queenslanders With Disability Network, Australia, 2QDN Peer Support Group for people with intellectual 
disability, Brisbane, Australia 

Background 
People with disability have been left behind in disaster preparedness and particularly people with 
intellectual disability. In Queensland, Queenslanders with Disability Network has been working with 
University of Sydney to build the understanding, awareness, and capacity of people with disability to 
co-design a workbook and develop their own person-centred emergency preparedness plan.   
 
Methods 
Hot Topics, a self-advocacy peer support group in Queensland have been working together in a peer 
support model to work through individual plans using the Person-Centred Emergency Preparedness 
workbook. The group held regular meetings once a month to continue the discussion and disaster 
planning. They connected with emergency services, Queensland Health and Brisbane City Council to 
understand what their risks are and how they can be more prepared.  
 
Results 
The group have worked to understand the planning process, develop approaches that work for 
people with intellectual disability to 'unpack' the planning process, developed an understanding of 
their capabilities and needs, gaps and put actions into place to develop a plan for natural disasters 
and health emergencies. Individuals have initiated their own research, connecting with information 
and people in the community, and developed an understanding of their own individual needs to be 
able to build their resilience and capability before, during and after disaster.  
 
Implications  
Disaster preparedness is an important human right and ensuring people with intellectual disability 
have the right tools, resources and supports to be prepared for a disaster is critical to the current 
and future policy and legislative environment in Australia. 

  



Nothing about us without us - Inclusive Governance Project 

Dr Bernadette Curryer1, Ms Katrina Sneath1, Mr Will Harding1 

1Side By Side Advocacy, West Ryde, Australia 

Biography:  
Bernadette Curryer, Katrina Sneath and Will Harding are working together on a research project at 
Side by Side Advocacy. Together they bring research experience and lived experience of intellectual 
disability to the exploration of inclusive governance.  

Background 
Inclusive Governance is about people, from diverse backgrounds, being included on organisational 
Boards and Committees in a meaningful and engaged manner. For people with intellectual disability, 
typical governance structures may present barriers to inclusion. This presentation will provide 
preliminary results of a 3-year research project that is exploring the experience of Board members, 
to identify governance models and processes that facilitate genuine inclusion. 
 
Methods 
The project team, including two co-researchers with a lived experience of intellectual disability, is 
conducting semi-structured interviews with Board members, with and without intellectual disability, 
as well as others involved with Boards such as Executive Officers and people who facilitate Board 
participation. Using a phenomenological approach to analysis, emerging themes will be identified. 
These will inform the development of guiding principles, models and processes that support 
effective inclusion.  
 
Results 
Preliminary results and emerging themes will be discussed, including details of what makes inclusion 
more or less likely. 
 
Implications 
This research will enable people with intellectual disability to understand what supports and 
practices may assist their involvement. It will also guide organisations in the development of policies 
and procedures to facilitate the inclusion and involvement of people with intellectual disability in the 
governance of their organisation. 

  



Administrative compliance or personal outcomes? Exploring staff 
perspectives about service quality in day services for people with 
intellectual disabilities 

Mrs Jade Mcewen1 

1La Trobe University, Australia 

Biography:  
Jade has worked in the disability sector for 20 years across Australia and abroad. The last 9 of which, 
she has spent completing a PhD focused on how service quality could be better conceptualised and 
monitored within disability service organisations.  

Background 
For over 30 years, Australian governments have defined what good service quality is and how it is 
monitored in services for people with intellectual disabilities. Methods used by government to 
monitor service quality have focused on paperwork, rather than frontline practice. It is not known 
how the governments approach to service quality has influenced staff perceptions in disability 
service organisations, or if organisations make additional efforts to monitor it outside the confines of 
government regulation. 
 
Method 
Using a constructivist grounded theory methodology, semi-structured interviews were conducted 
with 17 participants, consisting of both frontline staff and leaders, from 3-day services located 
throughout Melbourne, Victoria. Interviews were recorded, transcribed and thematically analysed 
using constant comparison and line-by-line coding. 
 
Results 
The majority of people interviewed perceived service quality to be about observing the quality of the 
support people with intellectual disabilities receive, suggesting a disconnect between the methods 
used by government to monitor service quality and the perceptions of people working within 
disability day service organisations. 
 
Implications 
The governments focus on paperwork as a measure of service quality suggests that unless disability 
service organisations take it upon themselves to monitor the quality of the supports people with 
intellectual disabilities receive, it may not be being monitored at all. Consequently, there is a risk 
that poor quality support and in extreme cases abuse and neglect may go undetected within 
organisations. 
  



Supporting justice - The role of disability services in addressing the 
criminalisation of intellectual disability 

Mr Jim Simpson1, Mr Justen Thomas1 

1Council For Intellectual Disability, Surry Hills, Australia 

Biography:  
Justen Thomas has experienced the challenges facing people with intellectual disability in the criminal 
justice system. He has spoken on these issues at the Disability Royal Commission. 
 
Jim Simpson is a lawyer who has researched and advocated for 35 years on the needs of offenders 
with intellectual disability.  

Background  
The disadvantage experienced by people with intellectual disability in the criminal justice system is 
well established. While the justice system needs to provide reasonable accommodation, people with 
intellectual disability also need disability support if they are to get fair treatment by the police and 
courts and reasonable opportunities to avoid offending and reoffending. 
 
Method 
This presentation will analyse the justice related disability supports that have become available in 
NSW over the last 20 years, in particulars the Community Justice Program which provided tailored 
disability support to people with serious histories of offending, the Justice Advocacy Service which 
has provided support in police interviews and in courts, and the Cognitive Impairment Diversion 
Program which provided short term intensive support into human services for people facing charges 
in the Local Courts. 
 
Results 
Challenges to maintaining adequate and appropriate supports with the implementation of the 
National Disability Insurance Scheme will be identified. These include the National Disability 
Insurance Agency taking a narrower view of its role than did the Community Justice Program, 
dispersal of professional expertise and the lack of a provider of last resort. 
A comparison will be made with Victoria where specialist disability offender services have been 
maintained despite NDIS implementation. 
 
Implications 
Recommendations will be outlined for actions by the Australian and NSW Governments to maintain 
and enhance current systems. 

  



Grappling with uncertainty – Parental strategies for supporting 
decision making  

Dr Christine Bigby1, Professor Jacinta Douglas1, Dr Elizabeth Smith1, Professor Terry Carney2, Dr  Shih-
Ning Then3, Dr Ilan Wiesel4 

1La Trobe University, Australia, 2The University of Sydney, Sydney, Australia, 3Queensland University of 
Technology, Brisbane, Australia, 4University of Melbourne, Melbourne, Australia 

Biography:  
Professor Christine Bigby is the Director of the Living with Disability Research Centre, LaTrobe 
University. 

Background 
Supported decision making is a key mechanism to support the rights of people with intellectual 
disabilities to participate in decision making about their own lives. This study aimed to understand 
the issues that parents found difficult in supporting exploration of their adult child’s preferences and 
assisting them to understand decision constraints or consequences. It also explored parental 
strategies for grappling with these. 
 
Method 
A social constructionist perspective was used, and data collected through in-depth and repeated 
interviews with parents of adults with intellectual disabilities. Twenty-three parents participated in 3 
or more interviews. Data were analysed using grounded theory methods. 
 
Results 
Results fell into two categories. Making the right decision captured parental uncertainties about the 
‘right decision’ and concern about issues such as their adult's limited awareness of possibilities or 
impact of preferences on longer term goals. Parental visions for their adult's future informed their 
support strategies which centred around Grappling with uncertainty, and were about controlling, 
influencing, or attempting to expand horizons of the adult. 
 
Implications 
This in-depth account of difficulties faced by parents and their strategies adds knowledge of the 
lived experiences of parents, important for developing capacity building resources and 
accountability mechanisms for supported decision-making schemes. 
  



Paternalism to empowerment: All in the eye of the beholder?   

Professor Terry Carney1, Professor Christine Bigby2, Dr Shih-Ning Then3, Dr Elizabeth Smith2, Dr Ilan 
Wiesel4, Professor Jacinta Douglas 
1University of Sydney, Sydney, Australia, 2La Trobe University, , Australia, 3Queensland University of Technology, 
Australia, 4The University Melbourne, Australia 

Biography:  
Professor Carney is an Emeritus Professor in the Law School of Sydney University. 

Background 
The aim of this study was to explore decision support practices to determine whether, using the 
Convention on the Rights of Persons with Disabilities (CRPD) as the benchmark, it is possible to 
identify ‘purchase points’ for assessing the degree of shift from paternalism towards empowerment 
of the person supported. 
 
Method 
A social constructionist perspective was used, and data were collected through in-depth interviews 
with 55 dyads of a decision-maker with intellectual disability and their decision supporter. The 
interviews explored decision support practices of supporters and experiences of decision-making by 
the people with intellectual disabilities. Data were analysed using grounded theory methods. 
 
Results 
The study found no clear basis for developing objective ‘outcomes’ measures to demonstrate 
compliance by decision supporters with the CRPD objectives of empowering the person supported. 
Instead, the findings demonstrated the nuanced and subjective character of empowerment which 
favoured focussing on participation by the person supported and self-reflection and deliberation by 
the person providing support as indictors of an empowering approach to decision support. 
 
Implications 
The study supports strategies for realising CRPD goals of supported decision making that 
concentrate on building the capacity and training supporters. Such training should concentrate on 
supporters increasing participation of the person supported and encouraging self-reflection and 
deliberation by supporters on how best to wisely interpret the will and preferences of the person 
supported. 
  



Building on support staff’s warm feelings to enhance their support 
for self-determination 

Ms Charity Sims-Jenkins1, Professor Christine Bigby1, Dr Tal Araten-Bergman1 

1La Trobe University, Melbourne, Australia 

Biography:  
Charity is a doctoral candidate with the Living with Disability Research Centre at La Trobe University, 
supervised by Professor Christine Bigby and Dr Tal Araten-Bergman. Charity’s research explores links 
between the well-meaning and positive perceptions of staff and their practices that reduce self-
determination and decision-making for service users. 

Background 
Self-determination for people with intellectual disabilities may be overlooked among numerous 
competing priorities in the context of disability services, such as the COVID-19 pandemic. This PhD 
study presents a novel way of looking at the role of staff’s perceptions in how they prioritise and 
intend to support self-determination for adults with intellectual disabilities. Drawing from the 
stereotype content model, warm and positive perceptions of staff are proposed not only as a partial 
cause of failures to support self-determination (benevolent discrimination), but also as part of a 
possible solution. This study aims to measure changes in the perceptions and intentions of support 
staff after attending a workshop co-delivered by self-advocates. Self-advocates’ experiences of self-
determination will be presented using empathy and perspective-taking techniques to build upon any 
existing warm feelings staff may have. 
 
Method 
Methods include meetings and interviews with 5-10 self-advocates to co-construct their narratives 
of self-determination, a working group of 2-3 self-advocates to co-develop a workshop, co-delivery 
of the workshop to staff in disability services, and qualitative semi-structured interviews with 15-30 
staff before and after the workshop about their perceptions and intentions. 
 
Results 
This presentation will discuss relevant theoretical concepts from the literature review, such as self-
determination and the stereotype content model, and present findings from the first stages of the 
project. This includes work with self-advocates on narratives and workshop development. 
 
Implications 
This research contributes to theoretical knowledge about the links between staff’s perceptions and 
support for self-determination, and has potential for enhancing staff support. 
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Recasting ‘harm’ in support: Misrecognition between people with 
intellectual disability and paid workers  

Prof. Sally Robinson1, Prof. Karen Fisher, Dr Heikki Ikaheimo, Prof. Anne Graham 
1Flinders University, Adelaide, Australia 

Biography:  
Sally Robinson is Professor of Disability and Community Inclusion at Flinders University. Her work is 
focused on opportunities and barriers to flourishing lives for people with disability. Most of Sally’s 
research is co-produced with people with disability. 

Background 
Policy efforts addressing abuse of people with disability tend to focus on more extreme forms of 
violence, sometimes at the expense of attending to everyday indignities and insults experienced 
when receiving support. Recognition theory provides a lens for identifying actions and attitudes of 
misrecognition. Misrecognition can be in actions and behaviour that can cause hurt, humiliation or 
degradation, leaving people feeling devalued, disrespected or neglected (Honneth, 1996). This can 
have a negative effect on the formation of their identity.  
 
Method 
In our project, we used Honneth’s concept of misrecognition (above) to analyse qualitative data 
from 42 pairs of young people with intellectual disability and support workers in six different 
disability services. Data was gathered using repeat individual and joint interviews and photo-
research methods. 
 
Results 
Misrecognition was seen in the everyday harm that occurred in the lives of young people with 
intellectual disability in disability services – hurt feelings and insults, omissions and silences, 
disrespect and diminution – experiences often not named or even understood as harm, but which 
were very much felt as such. Many of the casual interactions that signalled misrecognition 
highlighted the routine nature of the harm that people receiving support are exposed to, along with 
their often under-supervised workers.  
 
Implications 
Systems must respond to the high likelihood of these risks of misrecognition. Supervision, training, 
reflective practice and support activities can expose the problems and demonstrate practices more 
likely to positively impact identity formation and wellbeing for both people with disability and 
support workers.   

  



The Bumpy Road – Our child protection journey. Hear from parents 
with experience 

Rachel Tozer, Ms Lisa Bartulis, Janis Velan2 

1Access Easy English, Australia, 2The WASH House, Australia 

Biography:  
Rachel works for Access Easy English. She has a Bachelor of Applied Science in Occupational Therapy. 
Rachel was Project Coordinator – The Bumpy Road. A co-design project which made a website for 
parents with intellectual disability experiencing the child protection system. Rachel's special interest 
and experience – supporting parents with an intellectual disability. 

Background  
Parents with an intellectual disability are significantly disadvantaged in the NSW child protection 
system. 
 
Parents describe their experience as confusing, and information is hard to find. When they find 
information, it is hard to read and understand. Parents describe feeling powerless. 
 
The Women’s Activities and Self Help House, The Intellectual Disability Rights Service and parents 
with an intellectual disability and lived experience used a co-design model to improve access to 
information for parents engaged with the child protection system. 
 
The project was funded by the National Disability Insurance Agency. 
 
Aim 
To create a meaningful and accessible resource to help parents with an intellectual disability 
navigate the NSW child protection system. 
 
Method 
Eight parents committed to work together for 18 months. They met 26 times and were paid for the 
time. Key questions were   

• what makes a website accessible? 
• what content is needed? 
• how to develop and present the content? 
• what images could help understand the child protection process? 
• how to promote the resources?  

 
Results  
The group designed a website to reach parents of all abilities with 32 Easy English fact sheets, 4 
videos and 6 parent stories. The website has received positive feedback and parents report the site 
and Easy English documents are easy to use and understand. 
 
Implications 
An accessible tool can increase the knowledge and power of parents with an intellectual disability. It 
is useful for parents experiencing stress and trauma. It highlights the importance of parents with 
intellectual disability knowing about processes in child protection.  

  



Child protection involvement of children of mothers with intellectual 
disability 

Mr Fernando Lima1, A/Prof Melissa O'Donnell1,2, Ms Jenny Bourke1, Ms Brittany Mann1, Prof 
Gwynnyth  Llewellyn3, Dr Alison Gibberd4, A/Prof Helen Leonard1 

1Telethon Kids Institute, Nedlands, Australia, 2University of South Australia, Adelaide, Australia, 3University of 
Sydney, Sydney, Australia, 4University of Melbourne, Melbourne, Australia 

Biography:  
A/Prof Helen Leonard is a medically trained epidemiologist and a Principal Research Fellow at the 
Telethon Kids Institute. The database structures set up and managed by her and her team are unique 
internationally and include the WA Intellectual Disability Database (IDEA), used in over 30 research 
projects and accompanying publications.  

Background  
Children born to parents with intellectual disability have been shown as disproportionally 
represented in child protection services however with limited population-based research. This study 
aims to investigate child protection involvement for children born to mothers with intellectual 
disability and examine changes in risk by age of the child, the child’s disability status, and mother’s 
mental health and substance use issues. 
 
Method 
A cohort of 1,106 children born to a mother with intellectual disability and a comparison group of 
9,796 children of mothers without intellectual disability were identified using linked administrative 
data. Cox regression analyses were conducted to investigate risk of child involvement with child 
protection services and care placement, stratifying by maternal Aboriginal status. 
 
Results 
Children born to a mother with intellectual disability were at higher risk of contact with child 
protection services (Hazard Ratio: 4.35 (Confidence Interval:3.92-4.83)) and placement in out-of-
home care (Hazard Ratio: 6.21 (Confidence Interval:5.19-7.44)). For non-Aboriginal children, the risks 
of child protection involvement and placement for those born to mothers with intellectual disability 
were 7 times and 12 times higher than those of mothers without intellectual disability respectively. 
The risk was lower for Aboriginal children, at 1.7 and 1.9 times, respectively. Infants were at higher 
risk compared to other age-groups. Maternal mental health and substance use moderated the 
increased risk found. 
 
Implications 
Intellectual disability alone is not sufficient justification for removal of children from their parents. 
The challenge for family services is ensuring that resources and supports are adequate to meet the 
family’s needs. 

  



Family engagement with adults with developmental disabilities in 
supported accommodation 

Dr. Carmit Noa Shpigelman2, Dr Tal Araten-Bergman1 

1La Trobe University, Australia, 2Haifa University 

Biography:  
Carmit Noa Shpigelman PhD. Senior Lecturer, Department of Community Mental Health, University of 
Haifa Israel. 

Background 
Enduring family engagement and informal support is crucial to the health and wellbeing of adults 
with developmental disabilities (DD) residing in supported accommodation. The COVID-19 pandemic 
and restrictive measures enforced in residential settings have resulted in changes in daily routine 
and modified the ways families can interact with and provide support to residents. Yet, the impact of 
these changes has not been empirically explored. 
 
Aim 
Explore how family caregivers have interacted with and supported their relatives with 
developmental disabilities residing in supported accommodation during the pandemic. 
 
Methods 
Changes in frequencies of communication modes and types of informal support were measured 
through a cross-sectional and anonymous online survey completed by 108 family caregivers of adults 
with developmental disabilities. 
 
Results 
Most family caregivers adopted remote communication technologies; however, these were not 
perceived to be effective in filling the gap created by reduced face-to-face contact. While families 
were able to provide emotional support and advocacy using digital technologies, they were limited 
in their ability to provide significant social support. 
 
Implications 
Findings may help key stakeholders develop and implement novel strategies and policies to 
accommodate the changing circumstances and to ensure continuity of family engagement and 
informal support in the context of COVID-19. 
  



Iraqi and Syrian refugee family member perspectives on 
understandings of disability 

A/Prof. Angela Dew1, A/Prof Caroline Lenette2, Dr Louisa Smith1, Professor Katherine Boydell2, Ms 
Helen Bibby3, Dr Julia Lappin2, Mr Mariano Coello3, Associate Professor Shanti Raman4, Ms Katina 
Velkou5, Dr Ruth Wells2, Ms Shakeh Momartin3, Dr Hazel Blunden2, Dr Maree Higgins2, Mr Mahmoud 
Murad2 

1Deakin University, , Australia, 2UNSW Sydney, Sydney, Australia, 3New South Wales Services for the Treatment 
and Rehabilitation of Torture and Trauma Survivors (STARTTS), Sydney, Australia, 4South West Sydney Local 
Health District, Sydney, Australia, 5Settlement Services International, Sydney, Australia 

Biography:  
Angela Dew, PhD is a sociologist with 40 years’ experience in the Australian disability sector. Her 
research relates to understanding the intersections that impact on the lives of people with disability 
due to a range of complex support needs. Her work includes people with disability from refugee 
backgrounds.   

Background  
Since 2015, up to 12,000 Syrian and Iraqi people have resettled in Australia on humanitarian visas. 
The 2012 streamlining of the health waiver for humanitarian visa applicants meant approximately 
1% of these were disabled. Little is known about the experiences and perspectives of family 
members of people with intellectual disability who settled in Australia. This paper describes one part 
of a larger study to explore the impact of resettlement for Iraqi and Syrian refugees with disability, 
their families and service providers. 
 
Method 
In-depth interviews were conducted in Arabic with 9 family members of 11 children and adults with 
life-long disability described as having a range of impairments including intellectual, physical, 
sensory and psychosocial. In addition to service access questions, family members were asked about 
their perspectives on attitudes to disability both within their communities and within Australian 
society. Transcribed and translated data were analysed using thematic analysis. 
 
Results 
Three themes described family members’ understandings of disability: 1. ‘Perceptions’ of disability 
with more stigma associated with intellectual and psychosocial than physical impairment; 2. Who is 
responsible for the disability with mothers often blamed and disability viewed as God’s test; 3. 
Comparisons between Iraqi/Syrian and Australian views, attitudes, and approaches to disability. 
 
Implications 
This study confirms that family and community beliefs and practices are underpinned by people’s 
social, political, and economic living conditions and are important and dynamic factors in 
understanding disability, with significant implications for outcomes for persons with intellectual and 
developmental disability from Iraqi and Syrian refugee backgrounds. 
  



Adapting Cognitive Behaviour Therapy for children with intellectual 
disabilities 

Dr Anastasia Hronis1 

1University Of Technology Sydney, Sydney, Australia 

Biography:  
Dr Anastasia Hronis (B Psych Hons, M Clin Psych, AMusA, LMusA, Ph.D) is a clinical psychologist and 
founder of the Australian Institute for Human Wellness. Anastasia is also an Honorary Associate at the 
University of Technology Sydney. She conducts research in adapting therapy for children with 
intellectual disabilities.  

Background  
Children with intellectual disabilities have high rates of mental health disorders, with anxiety being 
the most prevalent mood disorder. Recent research has begun to examine how Cognitive Behaviour 
Therapy can be adapted for the learning needs of children and adolescents with intellectual 
disabilities. As such, the Fearless Me! © program was developed. It was designed for children aged 8 
to 18 with mild to moderate intellectual disability. The aim of research was to develop and evaluate 
CBT for children with mild to moderate intellectual disabilities and anxiety.  
 
Methods 
A review of the literature was conducted considering the neuropsychological profiles of children 
with intellectual disabilities, and suggestions for adaptations for therapy were proposed. Feedback 
was gathered from both parents of children with a mild to moderate intellectual disability, and 
clinicians, as to how therapy could be adapted for their needs.  
 
Results 
The Fearless Me! program was created as a multimodal program for children with intellectual 
disabilities experiencing clinical or subclinical anxiety. It involves ten face to face therapy sessions 
with a psychologist, and an online program which allows the practice of CBT skills. There are three 
modules in the program; Keep Calm (which teaches relaxation), Stop and Think (which teaches 
cognitive restructuring) and Facing Fears (which uses exposure hierarchies). Children who 
participated in evaluations showed significant improvements in anxiety.  
 
Implications 
It is hoped that the program will enable children to engage in CBT and provide an alternate 
treatment path other than behavioural strategies and medications. 

  



Today’s challenge is to ensure the opportunity to learn and to build 
capability for children with learning disability and Down syndrome 

Dr Maree Kirk1 

1STPDS NZ, Tauranga, New Zealand 

Biography:  
Maree has a background in health and education, and with Waikato University. Her PhD is first theory 
of wellbeing for children and young people with a disability. She is the President of the BOP Down 
Syndrome Assn. Inc. Maree has four adult children the youngest of whom has Down syndrome. 

Background  
The Human Right to education is the opportunity to learn, to build capability as an essential factor of 
wellbeing for children with a disability (Kirk, 2019).  
 
The purpose of the study is to address the gap in our understanding of capability, human rights and 
wellbeing for children with a disability. 
 
In the study there is a particular focus on the schools’ sector, given that the majority of children and 
young people with disabilities attend schools, and that schools are a key social institution by which 
they are equipped for social participation and inclusion.  
 
Method 
Objective - To evaluate Supporting Practice for Students with Learning Disability and Down 
Syndrome, Capability Model of Wellbeing (Kirk, 2019). Professional Learning and Development 
programme 2020 - 2021. 
 
Participants - The study involved schools with students with Down syndrome and learning disability 
of mixed ethnicity aged 5-21 years. The 471 adult participants involved were education, health staff, 
and parents. The study involved a six month series of professional development training seminars 
and the Supporting Practice Education Resource Pack. Surveys were conducted on reflective practice 
and change in opportunities to learn and participate in social, educational and sporting events for 
children in the study throughout the programme.  
 
Results 
The 471 participants' results provide a comparative analysis with earlier Supporting Practice studies 
that intentional provision of educational access for students with learning disability within a Human 
Rights and Capability Model promotes wellbeing in New Zealand schools.  
 
Implications 
To promote wellbeing for children with learning disability, intellectual disability and Down syndrome 
state funded professional development is required to ensure that evidence-based explicit teaching 
strategies and resources are used to provide all opportunities to build capability for children with a 
disability in natural childhood environments of regular schools.  

  



An evidence-based frontline practice leadership training resource 

Dr Lincoln Humphreys1, Dr Christine Bigby1 

1La Trobe University, Australia 

Biography:  
Lincoln is a Research Fellow in the Living with Disability Research Centre at LaTrobe University and a 
Lecturer on the Masters of Disability Practice course. His research interests focus on quality of support 
and culture in group homes for people with intellectual disabilities.  

Background 
Research has demonstrated that the strength of frontline practice leadership is an important factor 
influencing the quality of support provided by staff to people with intellectual disabilities living in 
group homes. The tasks of frontline practice leadership are conceptualised as falling into 5 domains; 
1) focusing staff attention on quality of life; 2) observing, giving feedback, coaching staff and 
modelling; 3) allocating and organising staff support; 4) facilitating teamwork and team meetings; 
and 5) supervising the practice of each staff member.  
 
Methods  
An online training resource about frontline practice leadership was developed by the Living with 
Disability Research Centre at La Trobe University with funding from the NDIS Quality and Safeguards 
Commission. The program drew on the evidence about the domains of Frontline Practice Leaders 
developed from a longitudinal study of group homes in Australia as well as research from studies in 
the UK. The material is designed to be accessible and comprises video clips of practice and exercises 
to illustrate the skills required for Frontline Practice Leadership.  
 
Results  
The resource is designed for frontline supervisors, service managers and experienced support 
workers. There are six training modules that provide information about how to perform the five 
tasks of Frontline Practice Leadership. 
 
Implications  
The resource can be used for in house training, individual study or in-team discussion. See 
https://www.practiceleadershipresource.com.au. This presentation will preview the resources and 
provide an opportunity for questions and discussion about their content and use.  

 


