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University of Sydney, Centre for Disability Research and Policy 

Public Involvement in Health Service Research  

International Symposium  

Program 

Thursday February 21
st
, 2019 

75 East Street, Lidcombe NSW 2141, Faculty of Health Sciences, The University of Sydney 

 

Time/Location Program Sessions 

8.30am – 9.00am 
B Block foyer 

Registration 

9.00am – 9.30am 
B020 

Opening address – Associate Professor Jenifer Smith-Merry, Director, Centre for 
Disability Research and Policy & Dr Ellen Stewart, Chancellor’s Fellow, The University of 
Edinburgh 

9.30am – 10.15am 
B020 

Morning Panel - Wellbeing, Health & Youth Panel: Making 'Healthy Publics' Together 
Chair: Jen Smith-Merry 
 
Introduction and Overview  
Kate Steinbeck, Director, Wellbeing Health & Youth, NHMRC Centre of Research 
Excellence (CRE) in Adolescent Health (USyd) – Medical Foundation Chair in Adolescent 
Medicine, University of Sydney 

Adolescent Health Research Commission  
Betty Nguyen, Western Sydney University  

Health Literacies  
Rachel Skinner, University of Sydney 

Knowledge Translation  
Fiona Brooks, University of Technology Sydney 

Ethics of Engagement  
Julie Mooney-Somers, Sydney Health Ethics, University of Sydney  

People, Places and Platforms  
Teresa Swist, Institute for Culture & Society, Western Sydney University  

 

10.15am – 10.45am 
B Block foyer 

Morning tea 
* Following Morning Tea, Walk to T Block, approximately 300 metres. Map included 
below 

10.45am – 11.45am 
T203 

Parallel Session 1: Chair Ivy Yen 
Health Consumers’ Experiences of Involvement in Health and Medical Research 
Anthony Brown and Janelle Bowden Health Consumers NSW and Research4Me 
 
 
A snapshot of consumer and community involvement in translational health 
research – where are we now and where can we go next? 
Angela Todd, Sydney Health Partners University of Sydney 
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Inclusive consumer-driven health services research – Enhancing public involvement 
in test result management, communication and follow-up 
Maria R. Dahm, Maureen Williams, Centre for Health Systems and Safety Research, 
Macquarie University 

10.45am – 11.45am 
T207 

Parallel Session 1: Chair: Ellen Stewart 
Co-designing a text message program to support women’s health after breast cancer 
treatments 
Anna Singleton, Westmead Applied Research Centre, University of Sydney  
 
What’s our experience really worth? Finding a middle ground between “tokenistic” 
versus “used & abused” consumer contribution 
Catherine Maguire 
 
Patient participation in health research: Biocitizenship and the perpetual politics of 
knowledge 
Patti Shih, Australian Centre for Health Engagement Evidence and Values, University of 
Wollongong. 

10.45am – 11.45am 
T208 

Parallel Session 1: Chair: Gwynnyth Llewellyn 
Occupational Therapists’ perceptions of consumers providing feedback to learners 
completing practice education 
Thomas Bevitt, University of Canberra 
 
Identifying and integrating patient and caregiver perspectives in clinical practice 
guidelines for percutaneous renal biopsy 
Talia Gutman, University of Sydney 
 
Pathways to Preventive Care for People with Severe Mental Illness: An Innovative 
approach to co-design 
Peri O’Shea and Karen Fisher, UNSW Social Policy Research Centre 

11.45am – 12.45pm 
T203 

Parallel Session 2: Chair: Jen Smith-Merry 
Workshop: From aspiration to implementation: What does it take to embed authentic 
engagement in research practice? A panel presentation and dialogical workshop  

Chérie McGregor, Tegan Schefe, Megan Dutton, Dan Hermans (Sunshine Coast Mind and 
Neuroscience Thompson Institute) with community partners Rosie Williams and Jocelyn 
Culpitt. 

Tegan, Megan, Dan, Rosie and Jocelyn will be on video conference. 

 

11.45am – 12.45pm 
T207 

Parallel Session 2: Chair: Carol Porteous 
What would grandma say? 
Adam Johnston, Macquarie University 
 
Families are first responders 
Gabrielle Carey, University of Technology Sydney 
 
Enabling action? Participatory action research with women with disabilities in the 
Philippines and Australia 
Cathy Vaughan, Sarah Khaw, Liz Gill-Atkinson, Vaskiliky Kasidis, University of 
Melbourne  

11.45am – 12.45pm 
T208 

Parallel Session 2: Chair: Martin Raffaele 
Nothing about us without us: consumers shaping research 
Elisabeth Kochman, Murray McLachlan, Cancer Voices NSW 
 
Agents of Change: Public Involvement in Dementia Research   
Lenore De la Perrelle, Ian Gladstone, Flinders University 
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11.45am – 12.45pm 
T110 

Parallel Session 2: Chair: Stephanie Luz Mantilla 

Filling the Gap- Improving Oral Health Outcomes for People with Cerebral 

Palsy  
Karen Lansdown, University of Sydney 
 
STELLER: Supporting the translation into everyday life of lived experience research 
Anne Honey, Katherine Gill, University of Sydney 
 
The importance of patient and public involvement across the continuum in health 
technology decision-making 
Sally Wortley, University of Sydney 

12.45pm – 1.30pm 
T107 (ground floor) 

Lunch 

1.30pm – 2.30pm 
T109 

Afternoon Panel: Consumer-Led and Co-Produced Research in a World That is Not 

Used to it. The Community Led Research Network 

Chair: Jen Smith-Merry 

 Katherine Gill, Richard Schweizer, Bradley Foxlewin, Anne Honey and Nicola Hancock 

2.30pm – 3.30pm 
T203 

Parallel Session 3: Chair: Nicola Hancock 
Reflecting on research and lived experience 
Robert Pedlow 
 
The insights from two types of expertise on disability: scientific and lived 
Shane Clifton, Nicola Fortune, Gwynnyth Llewellyn, University of Sydney 
 
Collaboration with consumers, carers and other stakeholders: Lessons for mental 
health policy, services and research 
Michelle Banfield, Amelia Gulliver, Alyssa Morse, The ACT Consumer and Carer Mental 
Health Research Unit, The Australian National University 

2.30pm – 3.30pm 
T207 

Parallel Session 3: Chair: Cherry Baylosis 
Choice or coercion in childbirth: a room with a view  
Marjan Khajehei, University of Sydney 
 
How to engage with consumers to reduce medication errors and harm? 

Alison Vickery, Kerin O’Halloran, Australians for Safe Medicines 
 
The Patient’s Voice. A qualitative study embedding person centred care with 
outpatients in chronic and complex care  
Jane Bradshaw, University of Tasmania 

2.30pm – 3.30pm 
T208 

Parallel Session 3: Chair: Sarah Chan 
Listen! Exploring why the character trait of ‘listening’ is absent from virtue ethics 
mental health practice frameworks  
Bè Aadam 
 
CP Quest: Community and researchers together for cerebral palsy research 
Isabelle Baldé, Shannon Clough, Sarah McIntyre, the University of Sydney 

 
Public involvement in dementia research in Australia: personal reflections and 
political realities 
Jane Thompson 

2.30pm – 3.30pm 
T110 

Parallel Session 3: Chair: Karen Wells 
The SWASH survey of lesbian, bisexual and queer women’s health: How community 
shaped and sustained a 22-year collaboration.  
Julie Mooney-Somers, Sydney Health Ethics University of Sydney 
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What instructions are available to health researchers for writing lay summaries? A 

Scoping Review.  

Karen Gainey, School of Public Health, University of Sydney 
 
Consumer & Community Involvement at Telethon Kids Institute: our journey – our 

success 

Anne McKenzie AM, Telethon Kids Institute 

3.30pm – 3.45pm 
T107 (ground floor) 

Afternoon tea 

3.45 – 4.45pm 
T203 

Parallel Session 4: Chair: Shane Clifton 

Organisational approaches to public involvement in health research – perspectives 

from a local health district and medical research institute.Karena Conroy, Sydney 

Local Health District & The George Institute for Global Health 

 
Successfully Participating in General Societies when Living with a Neurological 

Disability 
Martin Raffaele, the University of Sydney 
 
We want to be part of the solution, not just be the problem – why patients need to be 
involved in research and scientific conferences 
Nicole Scholes-Robertson, Centre for Kidney Research  

3.45 – 4.45pm 
T207 

Parallel Session 4: Chair: Ellen Stewart 
Principles and strategies for involving patients in research in chronic kidney disease: 
report from national workshops 
Talia Gutman, Sydney School of Public Health, University of Sydney 
 
Using video-reflexive methods to optimise infection prevention and control: A 
collaboration between researchers, patients, family members and healthcare 
professionals  
Mary Wyer, Gary Armstrong, Tegan Dawson, Westmead Institute for Medical Research 
and the University of Sydney 

3.45 – 4.45pm 
T208 

Parallel Session 4: Chair: Ivy Yen 
Sharing power with communities in health research priority-setting: Developing a 
ethics toolkit for engagement practice 
Bridget Pratt, University of Melbourne 
 
A shock to the system: service-user lead research using lived experience knowledge 
to inform ECT practices  
Karen Wells, University of Sydney 

3.45 – 4.45pm 
T110 

Parallel Session 4: Chair: Carol Porteous 
Consumer and community involvement in health research – what do consumers say 
about how to do this? 
Angela Todd, Sydney Health Partners University of Sydney 
 
Lived Experience Evaluation – Keep It Real!  
Danielle Brennan, Eloise McKimmon and Natasha Malmstrom, Brisbane North Primary 
Health Network 
 
Consumer and Community Engagement in Research in South Western Sydney: 
Insights from the SWSLHD Consumer and Community Participation Unit 
Lynda Johnston and Stefanie Leung, South-west Sydney Local Health District 

4.45pm – 5.30pm 
T109 

Wrap up & Conference close 
Chair: Jen Smith-Merry 
 
Sydney and Edinburgh organising team 
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Public Involvement in Health Service Research - 
International Symposium  

Abstracts 
Morning Panel - Wellbeing, Health & Youth Panel: Making 'Healthy Publics' Together 
 
Introduction and Overview  
Kate Steinbeck, Director, Wellbeing Health & Youth, NHMRC Centre of Research Excellence (CRE) in Adolescent 
Health (USyd) – Medical Foundation Chair in Adolescent Medicine, University of Sydney 

Adolescent Health Research Commission  
Betty Nguyen, Western Sydney University  

Health Literacies  
Rachel Skinner, University of Sydney 

Knowledge Translation  
Fiona Brooks, University of Technology Sydney 

Ethics of Engagement  
Julie Mooney-Somers, Sydney Health Ethics, University of Sydney  

People, Places and Platforms  
Teresa Swist, Institute for Culture & Society, Western Sydney University  

What are the possibilities and tensions of public involvement in adolescent health research for the digital age? What 
might it mean to shift away from individualistic concepts such as ‘consumer’, ‘user’ or ‘beneficiary’ - toward the more 
collaborative notion of ‘healthy publics’ (Hinchliffe et al, 2018)? In this panel researchers and young people present 
key aspects of the Wellbeing Health and Youth Centre of Research Excellence. This spans the following areas: the 
increasing imperative and evolution of public involvement in adolescent research; the role of young people and how 
they envision their involvement in a proposed Adolescent Health Research Commission; the vital role of health 
literacies and knowledge translation; the challenges and opportunities associated with an ethics of engagement; plus 
the the role of technologies in relation to personal, public and planetary health. Framing our presentation and 
discussion are the perspectives and values of a Youth Engagement Declaration generated by young people, 
researchers, and representatives from health service and youth organisations. The supporting framework highlights six 
key areas: a common language, youth centredness, shared responsibility, ethical practices, digital capacities, and 
mutual benefit. The purpose of this panel is to highlight areas for opportunity and collaboration for public 
involvement in adolescent health - but to also grapple with the complexities and challenges of how this can be 
achieved. This requires not only bringing together the expertise and knowledge of young people, communities, 
researchers, policymakers and organisations - but also a diversity of ideas, approaches and methods. While products 
and services aim to meet essential needs, the notion of ‘healthy publics’ is a meeting place for intergenerational 
action and holistic change. 

Reference 
Hinchliffe, S., Jackson, M. A., Wyatt, K., Barlow, A. E., Barreto, M., Clare, L., Depledge, M. H., Durie, R., Fleming, L. E., 
Groom, N., Morrissey, K., Salisbury, L., Thomas, F. (2018) Healthy publics: enabling cultures and environments for 
health, Palgrave Communications, Volume 4 (57). 
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Parallel Session 1:  
 
Health Consumers’ Experiences of Involvement in Health and Medical Research 
Anthony Brown and Janelle Bowden Health Consumers NSW and Research4Me 
 
There is a growing interest increasing the involvement of health consumers in health and medical research. However, 
little is known about the health consumer experience of being involved in medical research, beyond participation as a 
research subject, in order to increase the capacity for consumer involvement.  
 
In late 2016, Health Consumers NSW and Research4Me held a joint workshop with health consumers with experience 
in the co-design of health and medical research, to understand their experience and what’s needed from a consumer 
perspective to be involved in health and medical research.  
 
Over the course of a few hours, it became clear that the consumers involved in the workshop had a very sophisticated 
understanding of the value of health and medical research, and the challenges experienced by researchers. 
Workshop attendees brought a diversity of illness and types of research experience, and overwhelmingly gave their 
time to researchers because of the value they believe they added to the research process, and in achieving better 
research outcomes that are more relevant to consumers and the community.  
 
The following themes were identified to be impacting on the level of involvement of consumers in research:  
 

• Types of research;  

• Consumer availability and experience;  

• Funding consumer involvement;  

• Finding the ‘right’ consumer;  

• Consumer training and support;  

• Researcher beliefs and culture;  

• Researcher training;  

• Clarity about roles and responsibilities;  

• Language.  
 
Enablers that help support increased consumer involvement in research were also identified:  
 

• Appropriate selection processes and training for consumer representatives;  

• Flexibility in working with consumers and respecting the value of their contribution;  

• Training of researchers to better partner with consumers;  

• Increased/better use of plain language by researchers;  

• Funding consumer involvement in research;  

• Support materials and structures for both consumers and researchers.   
 
There was consensus amongst the workshop attendees on most issues, however there were a few contentious issues, 
including:  

• payment to consumer representatives (beyond reimbursement of out-of-pocket expenses); 

• payments or incentives for completion of high-risk procedures for clinical trial participants;  

• What information is appropriate to share with researchers about potential consumer representatives, and 
how should that information be handled/protected;  

• Whether or not there is a need for community education about clinical trials;  

• Whether there should be any type of accreditation for consumer representatives. 
 
Over a very short space of time, the depth of knowledge and experience shared by the consumer workshop 

attendees was surprising and gave valuable insights into the infrastructure and support needed to increase consumer 
involvement in research, from the consumer perspective. 
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A snapshot of consumer and community involvement in translational health research – where are we now and 
where can we go next? 
Angela Todd, Sydney Health Partners University of Sydney 
 
Background  
The Australian Health Research Alliance (AHRA) comprises 7 NHMRC-accredited Advanced Health Research 
Translation Centres and 2 Centres for Regional Health.  These 9 centres represent approximately 70% of health care 
delivery and 90% of translational research across Australia.  Strengthening consumer and community involvement 
(CCI) in research is one of four national priority areas addressed by AHRA. 
Objectives/Methods 

- To undertake a targeted review of published literature about CCI in health research 

- To review 4 agencies recognised as leaders in CCI in health research 

- To survey AHRA members about current CCI activities and resources  

- To conduct a national workshop to review the findings and make recommendations to AHRA. 
Results  
Approximately 80 published papers and the websites of four agencies were reviewed (INVOLVE in the UK, the 
Strategy for Patient Oriented Research (SPOR) in Canada, the Patient Centred Outcomes Research Institute (PCORI) 

in the US, and the Consumer and Community Health Research Network in Western Australia).  The AHRA survey 
included responses from 868 researchers, health professionals and consumer and community members.  The workshop 
was attended by 40 people including AHRA members, and consumer and community advocacy groups. 
 
Together, these activities affirmed a growing support for CCI in health research; recognition of the benefits of CCI 
for the relevance and use of research; and the availability of a wide range of tools and resources; but the need to 
systemically embed CCI as a requirement and expectation of health research; and to undertake more rigorous 
evaluations of tools and resources as well as the impact of CCI on research. 
 
Recommendations submitted to AHRA included: 

- embedding CCI in translational research 

- developing minimum standards for good practice in CCI 

- sharing existing resources and expertise to support CCI 

- evaluating the effects of CCI in translational research 
 
Inclusive consumer-driven health services research – Enhancing public involvement in test result management, 
communication and follow-up 
Maria R. Dahm, Maureen Williams, Centre for Health Systems and Safety Research, Macquarie University 
 
Public involvement in health services research can lead to more efficient and effective health services and care 
delivery.  Despite advances in co-creation of clinical research with consumers in the last decades, consumer 
engagement remains inconsistent in health services research and is often treated as a tick box exercise or a mere 
token effort at best. These inconsistencies and shortcomings exist despite research and health care policies outlining 
the importance of consumer involvement. In this paper, consumers and researchers share the practical strategies and 
outcomes of a program of work designed to enhance the contribution of consumers in all stages of a health services 
research study on test-result management, communication and follow up.  
Collaborating with NSW Health Pathology, the Australian Commission on Safety and Quality in Healthcare and 
Health Consumers NSW, researchers employed three major strategies. First, seeking the advice of consumer 
representative organisations during the development of the research proposal and providing opportunity for diverse 
interest groups to shape the direction of research in a forum at the launch of the project. Second, utilising the insights 
gained from the Forum we conducted semi-structured interviews with clinicians, radiology and laboratory staff, and 
patients within three NSW Emergency Departments to trace and compare work processes and patient experience in 
the test management cycle. Third, establishing a Consumer Reference Group (CRG) to select relevant topics and 
participate in qualitative interview analysis in an interactive workshop under the guidance of researchers. The 

workshop allowed consumers to generate key themes related to consumer-selected topics ‘transitions of care’ and 
‘access to information’ in relation test-result management. The CRG is involved in disseminating findings through 
academic and public outlets and will drive practice change via policy briefs promoting the translation of research 
findings and contributing to the establishment of person-centred, safe and effective test-result management systems. 
In this way, consumer involvement forms a foundation of this translational research study, research is done with not just 
for consumers thus moving away from tokenistic to genuine inclusive research.  
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Parallel Session 1:  
Co-designing a text message program to support women’s health after breast cancer treatments 
Anna Singleton, Westmead Applied Research Centre, University of Sydney  
 
Background: More than 15,000 Australian women survive breast cancer treatments each year. After treatments, 
many women find it mentally and physically difficult to manage their health independently. Research shows that 
improving one’s confidence with health management skills can increase health-promoting behaviours. Moreover, 
supportive text message programs may offer a simple and scalable strategy for people living with chronic diseases, 
however such programs have not been tested for women after breast cancer treatments. 
Aim: To understand lived experiences of women recovering from breast cancer treatments and to co-design a 
consumer-led text message program with breast cancer survivors, researchers and health professionals to support 
clinical and psychological health outcomes within the first year after treatments. 
Method: An established iterative mixed-methods process was used to design the program structure and content. 
Consumer representatives and experts (medical staff, health researchers) attended a workshop to determine 
program specifications (message frequency, timing) and key message content themes. Co-designed messages were 
developed, then reviewed by 14 consumers and 14 experts; ranked for appropriateness, usefulness and clarity on a 
5-point Likert scale as well as written and oral feedback. The message bank was revised accordingly. 
Results: Workshop participants agreed on four text message themes: 1) social/emotional well-being 2) general 
breast cancer information 3) physical activity/nutrition and 4) medication adherence/side effects. The program will 
be delivered one-way (no replies), where messages will be sent four times/week, at random times and days, to 
increase engagement. One-hundred-and-ninety co-designed messages were reviewed, resulting in 130 evidence-
based text messages.  
Conclusions: Evidence-based text messages were co-designed with consumers to support women’s health after breast 
cancer treatments. The text message program will now be tested for effectiveness in a randomised controlled trial. 
Translational significance: If effective, the program can be easily scaled-up to support post-treatment care for breast 
cancer survivors nationally and internationally. 
 
What’s our experience really worth? Finding a middle ground between “tokenistic” versus “used & abused” 
consumer contribution 
Catherine Maguire 
  
There’s no doubt health consumers’ experience, expertise and unique perspective brings much value to research, 
committees and working parties.  Yet as a health consumer you are often left querying the nature of your 
contribution, whether it be tokenistic or “used and abused”.  
The tokenistic approach is where it’s obvious you were simply a tick to an obligatory “consumer involvement” box. The 
health professionals or researchers involved made their decisions well before you were even invited to participate. 
They may scribble down your ideas on some butcher’s paper, to be recycled once you leave, never to be thought of 
again. What a waste of precious time.  
At the other end of the spectrum, perhaps you were actively involved in processes and your input is really valued. 
Yet after writing multiple emails, paper revisions and attending countless meetings at some stage you wonder “was it 
worth it”. You may feel taken for granted, with no compensation for the time or services given. In doing so, little 
consideration is given to the burden placed upon the health consumer.  
Is it fair health consumers’ contributions are for free, or even left with out of pocket expenses? What are the ethical 
considerations around financial reparations? 
 
Patient participation in health research: Biocitizenship and the perpetual politics of knowledge 
Patti Shih, Australian Centre for Health Engagement Evidence and Values, University of Wollongong. 
 
Biocitizenship refers to political identities forged via people’s biological conditions, such as genetics or experience of 
illnesses, which extend beyond the political rights bestowed by the state. By identifying and belonging to a collective 
community by virtue of a shared health condition or healthcare experience, patients are no longer just the sick. Non-
government advocacy groups, patient networks and charities have emerged to lay claims to rights and legitimacy in 
accessing treatment, information and healthcare (‘therapeutic citizenship’), or indeed demand choice and quality of 

services as discerning ‘consumers’ in the healthcare free-market.  
 
The involvement of patients in medicine and healthcare delivery has become ever more expansive. Patients’ role in 
leading or co-creating research from the outset, such as study conceptualisation, named applicants on grant funding, 
and in study analysis and dissemination, signals the next bastion of biocitizenship. Having a voice and representation 
in scientific research, the ‘experiential knowledge’ of patients through the embodiment of illness is increasingly 
legitimised. Indeed, emerging hybrid notions such as ‘expert patients’ attempt to blur the boundaries between 
‘expert’ and ‘lay’ knowledge taken for granted by the scientific establishment.   
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However, concerns should be raised about this new shift: Firstly, there is limited reporting or research on the selection 
and demographic make-up of patient representatives in the myriad of research that goes on. Biocitizenship is often 
said to be stratified, when biology is privileged, if not fetishized, over other forms of identities and suffering, such as 
socio-economic status, level of education, gender, race, and class. Thus representation based on biology may 
produce new forms of elitism, and limit research involvement to patients who are deemed scientifically and politically 
‘literate’. Secondly, given the perpetual privileging of scientific and political literacy in the research participation 
process, the true extent of collaboration and legitimising of ‘lived experience’ requires more scrutiny. Caution is 
needed to ensure patient involvement does not inadvertently become co-opted to reinforce the dominance of the 
medical paradigm. 

Parallel Session 1:  
Occupational Therapists’ perceptions of consumers providing feedback to learners completing practice education 
Thomas Bevitt, University of Canberra 
 
Introduction: Consumer involvement in the education of occupational therapy learners has been primarily ‘campus’ 
based. Engagement of consumers in course work varies across the Australian education context, with consumers being 
consulted in course design, providing on-campus lectures and more recently completing assessment of learners. 
However, consumers remain a recipient of services when an occupational therapy learner completes practice 
education. During practice education, the registered occupational therapist supervises and provides formal 

assessment of the learners’ performance using a national assessment form.  The assessment tool method requires the 
assessment to be completed using the professional’s expert opinion then grading the learner’s performance. 
Objectives: The objective of this paper is to describe preliminary findings of a national questionnaire exploring 
Australian occupational therapists’ perceptions of consumers being asked to contribute direct feedback to 
occupational therapy learners while they complete practice education. 
Methods: A purpose designed questionnaire was developed to collate Australian occupational therapists’ perceptions 
on the consumers contributing feedback directly to students as they complete practice education.  Snowballing 
technique was used to distribute the questionnaire.  Data will be analysed using descriptive statistics to describe the 
respondent population, and qualitative content analysis to uncover themes from the open-ended responses. The 
research is the first study of the author’s PhD to co-design and test a feedback system for occupational therapy 
learners to use during practice education.  
Implications: We need to understand the perspectives of the profession about consumer involvement in learner 
practice education prior to new systems being developed and introduced. The results from this research will assist 
with understanding the professions expectation and assist with developing education and tools to prepare 
professionals for formally including consumer feedback into learners practice education assessments. 
Conclusion: Formalising the involvement of consumer’s in occupational therapy learners practice education assessment 
may continue to assist the profession in striving towards enhanced consumer centred practice. 
 
 
Identifying and integrating patient and caregiver perspectives in clinical practice guidelines for percutaneous 
renal biopsy 
Talia Gutman, University of Sydney 
 
Background: Percutaneous renal biopsy is often essential for providing reliable diagnostic and prognostic 
information for people with known or suspected kidney disease. However, the procedure is invasive and can lead to 
complications and concerns among patients. 
Aim: To identify and integrate patient priorities and perspectives into the Kidney Health Australia – Caring for 
Australasians with Renal Impairment clinical practice guidelines for renal biopsy, to ensure patient-relevance. 
Methods: We convened a workshop, consisting of three simultaneous focus groups and a plenary session with 
patients who had undergone a renal biopsy and their caregivers. Participants were selected using a purposive 
sampling strategy. Topics and outcomes prioritised by patients and their caregivers were compared to those 
identified by the guideline working group, which was comprised of seven nephrologists. Transcripts and flipcharts 
were analysed thematically to identify the reasons for participants’ choices. 
Results: Ten patients and seven caregivers attended the workshop. In total, 48 topics/outcomes were identified; 34 

(70%) by patients/caregivers and 28 (58%) by the guideline working group. Only 14 (29%) topics/outcomes were 
identified by both groups. Most of the topics identified by the patient/caregiver group related to communication and 
education, psychosocial support and self-management. We identified five themes underpinning the reasons for topic 
and outcome selection: alleviating anxiety and unnecessary distress, minimising discomfort and disruption, supporting 
family and caregivers, enabling self-management, and protecting their kidney. As a result of this workshop, a new 
topic on patient care and education was added to the guideline. 
Conclusions: Patient and caregiver involvement in developing guidelines on renal biopsy ensured that their concerns 
and needs for education, psychosocial support, and self-management were explicitly addressed; enabling a patient-
centred approach to renal biopsies. 
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Pathways to Preventive Care for People with Severe Mental Illness: An Innovative approach to co-design 
Peri O’Shea and Karen Fisher, UNSW Social Policy Research Centre 
 
This presentation will showcase an innovative approach to research applying a co-designed asset-based approach. 
The study explores the access of people with severe mental illness (PWSMI) to primary health care (PHC). PWSMI 
have poorer physical health and a 13-30-year shorter life expectancy than the general population, so improved 
access to preventive health care is needed. The study uses an asset-based framework (strengths of the person, 
community and agencies), underpinned by Relational Coordination Theory to explore what PWSMI value in their 
relationship with their GP.  
The importance of consumer and carer involvement in mental health program and service evaluation is increasingly 
being considered in research and evaluation as best practice. Studies have found that including academics with a 
lived experience of mental illness in research design and execution enhances relevance, validity and consumer 
ownership of results. The inclusion of consumer academics on the research team ensures that research is sensitive to the 
needs, concerns and desired outcomes for consumers and, consequently, consumers are more likely to participate in 
the study and action recommendations.  
This presentation will demonstrate how the project applies a co-design process from the proposal development stage, 
starting with an investigator team that includes people with lived experience, medicine, public health, social sciences, 
and service management to design more relevant, effective, useful research.  
The ‘Asset-based’ approach focuses on what is working rather than what is not. This approach, based on the concept 
of Appreciative Inquiry, creates a sense of safety for those who have the most potential to contribute new and 
relevant knowledge – practitioners and consumers – bridging gaps from knowledge to practice by supporting the 
coproduction of knowledge to advance practice. 
This presentation will demonstrate how an asset-based approach will privilege the voice of PWSMI in the framing of 
the research question, data collection methods and knowledge exchange activities.   

Parallel Session 2:  
Workshop: From aspiration to implementation: What does it take to embed authentic engagement in research 
practice? A panel presentation and dialogical workshop  
 
Chérie McGregor, Tegan Schefe, Megan Dutton, Dan Hermans (Sunshine Coast Mind and Neuroscience Thompson 
Institute) with community partners Rosie Williams and Jocelyn Culpitt. 

 
A presentation by researchers, engagement staff and community partners about the engagement activities currently 
being implemented by the Sunshine Coast Mind and Neuroscience Thompson Institute. The majority of the workshop is 
a series of dialogical activities designed to maximize information sharing between participants about their current 
practices for involving end users of research in decision making across the research cycle. It is envisioned that sharing 
practice stories will enable the group to collectively explore to what extent engagement is authentically embedded 
in research practice. 

Parallel Session 2:  
What would grandma say? 
Adam Johnston, Macquarie University 
 
In both Australia and the United Kingdom over the past several years, services for people with disabilities have 
increasingly been outsourced from the public sector to the non-government or charitable sector. If the Western 
welfare state can still be presumed to exist, we need to ask the question as to why governments have seen fit to 
retreat from direct service delivery. We also need to scrutinise the rationale often cited that funding non-government 
organisations (NGOs) is more cost effective than public provision and provides individuals with more choice and 
control over the services they use. Arguably, people should be able to make further choices to restore and repair the 
neurological and physical incapacities of their bodies. This is the next logical step, given the development of 
technology, particularly if you accept the hypothesis that in this modern age, all people should be able to expect 
something more from their lives beyond dependence on charity. 
This should involve facilitation of opportunities to participate in research, with the potential to augment, improve and 
amend the broken bodies we currently live within. The conception behind supposedly historic government policy was 
perpetual impairment and disability, as well as continued and growing dependence of people with disability on 
charity. The absence of a research focus, or any apparent public debate on the lack of a research focus, is telling. It 
suggests much about the Australian public’s view (or lack thereof) of their place in research, some people with 
disabilities view of themselves and what their lives can mean, not to mention the Parliament’s view. 
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Families are first responders 
Gabrielle Carey, University of Technology Sydney 
 
A presentation of an extract from a memoir-in-progress which follows one family’s lived experience of psychosis and 
addiction over several years. Details of interactions with various health services are documented, including mental 
health services, emergency departments, mental health crisis teams, intervention into psychosis programs, private 
hospitals and rehabilitation services, among others. The story also illustrates the common outcome of a serious mental 
health problem that continues untreated: homelessness, encounters with law enforcement and incarceration. This 
recounted experience of one young person’s crisis and its impact on the family will help to demonstrate the way in 
which thousands of families suffer as a result of mental ill health and substance abuse. The voicing of these stories is 
made more difficult, and often impossible, by the deep shame felt by the families involved. 
 
Enabling action? Participatory action research with women with disabilities in the Philippines and Australia 
Cathy Vaughan, Sarah Khaw, Liz Gill-Atkinson, University of Melbourne 
 
For several decades formally trained researchers have worked with peer researchers to undertake participatory 
action research in relation to health and social development.  Increasingly, researchers who practice community 
engaged research are critically reflecting on the potential for these approaches to facilitate positive outcomes and 
social change for the (often marginalised) communities involved.  However, reflective accounts of community engaged 
research are rarely told from peer researchers’ perspectives and often do not discuss the post-research impact on the 
peer-researchers involved. University-based researchers are often drawn to participatory approaches because of 
their action-orientation, potential for ‘impact’ and promise of contributing to social change.  Peer researchers may be 
highly motivated to make concrete changes to their circumstances or those of their communities, seeing participation in 
research as an opportunity to address disadvantage.  Despite the promise of ‘action’ inherent in participatory action 
research, there is considerably more guidance available on the participatory elements of such an approach than 
there has been consideration of action.  University-based researchers, under pressure to demonstrate their impact, 
may see ‘action’ as change in policy and/or practice, but does this constitute action from the perspective of peer 
researchers?  What is the role of peer researchers in policy and practice making, and how can this be 
supported?  Does peer research and peer researchers make a difference to the real world circumstances of 
disadvantaged communities, and if so how? This chapter will examine these questions by drawing on participatory 
research endeavours with women with disabilities in the Philippines and Australia. 
  

Parallel Session 2:  
Nothing about us without us: consumers shaping research 
Elisabeth Kochman, Murray McLachlan, Shirley Baxter, Cancer Voices NSW 
 
Cancer Voices (CV) recognises the value of consumer involvement in both research and research funding decisions. CV 
advocated for and developed in partnership with Cancer Council NSW (CCNSW), a Consumer Involvement in 
Research (CIR) Program which matches trained consumers to interested researchers. The first program of its kind in 
Australia, the service facilitates electronic access by researchers to informed, trained consumers. The process has been 
documented by four peer reviewed publications with a formal evaluation being published in 2015. 
 
The Consumer Research Training Program comprises four online modules followed by a half-day face-to-face 
workshop. This training gives participants a basic idea of the kinds of cancer research, the stages of research and 
funding cycles and what is expected of both the consumer and the researcher in working together.  
 
Studies have shown that the quality and content of research benefits a great deal from consumer engagement – in its 
direction, its applicability to community needs, and its end value for people affected by cancer. Most research 
funders now require evidence, that funding applicants have engaged in a meaningful way with informed consumers.  
 
The consumer is able to consider issues from a broad and objective viewpoint. For example, is this a valuable 
research objective for people affected by cancer (or a specific cancer)? Could its focus be better directed? The 

consumer’s role is not to act as a mini scientist, but as someone who can bring a broad, informed view to the project 
as a patient or carer, and who can keep community needs at the forefront of researchers’ minds. The specific roles 
will vary depending on the type of project the consumer has been nominated to. Increasingly these roles are focused 
on the development of ‘patient led’ research, and consumers are being recognised and valued as part of the 
investigation team. 
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Agents of Change: Public Involvement in Dementia Research   
Lenore De la Perrelle, Ian Gladstone, Flinders University 
 
The Agents of Change: Creating National Quality Collaboratives to Improve Dementia Care is a translational 
research project which has been designed to involve people living with dementia, family care givers and members of 
the public at all levels of the research. The contribution of members of the public is expected to be of benefit in 
designing the intervention, in conducting the research and in the success of the implementation of clinical guidelines. 
The Agents of Change research project is funded by the NHMRC Partnership Centre for dealing with Cognitive and 
Related Functional Decline in Older People and the NHMRC National Institute for Dementia Research to assess the 
efficacy of a quality collaborative in improving adherence to key recommendations from the Clinical Practice 
Guidelines for Dementia Care in Australia. 
Taking the slogan “nothing about us without us” seriously, the Agents of Change research project has involved people 
with lived experience of dementia, family caregivers and members of the public in writing the submission, in deciding 
priorities, on steering committees, in developing training content and in collaborating with clinicians in developing 
implementation plans. 
This presentation will be co-presented by one of our expert advisors with lived experience of dementia and a 
researcher to describe the process, roles and evaluation plans for the public participation in this research.  We will 
draw on the themes identified so far to identify the skills that researchers need to learn, the need for collaboration at 
the beginning of developing a research project and the supports needed to enable members of the public to 
contribute their expertise. 
The evaluation of the public involvement in this national research project will be completed in 2020 and will provide 
a cost benefit assessment of the value of public involvement in dementia research. 
  

Parallel Session 2:  
Oral Health Outcomes for People with Cerebral Palsy: A Scoping Review to Inform Future Research and Oral 
Health Policy 
Karen Lansdown, University of Sydney 
 
Cerebral palsy (CP) describes a group of permanent but not unchanging disorders of movement and posture resulting 
from injury or insult to the developing brain. (1) Cerebral Palsy is the most common physical disability of childhood (2 
per 1000 live births in developed countries) and is a lifelong condition. The causal pathways to CP are complex and 
not yet completely understood. There are however several recognized risk factors such as male gender, multiple birth 
pregnancy, low birthweight and preterm birth.(2) 
Cerebral Palsy may increase an individual’s susceptibility to oral health issues due to the reported dental implications 
associated with pre-term birth, a known risk factor for CP. Dental implications include but are not limited to, delayed 
tooth eruption, developmental enamel defects, and trauma to the enamel.  These dental problems coupled with the 
neuromuscular effects of CP have been shown in some instances to cause changes to the oro-facial structures, 
negatively impacting nourishment, oral hygiene and result in parafunctional habits of the mouth, jaw and tongue. (1,3,4)  
At present, there are no documented systematic reviews reporting on the oral health outcomes of people of all ages 
with CP. Subsequently there are no clear guidelines, frameworks or detailed oral health recommendations for people 
with CP in Australia or globally.  
This scoping review will draw together the currently limited research base and examine the associated oral health 
related concerns experienced by people with CP. In addition, data from this scoping review will be utilised in a 
Delphi survey to form a consensus with consumers, clinicians and researchers to report on the oral health outcomes 
experienced by people with cerebral palsy. These studies combined with a mixed methods survey on oral ‘home-
care’ practices of people with cerebral palsy and their caregivers aims to provide targeted and specific oral health 
recommendations to inform policy and improve oral health outcomes and well-being for people with CP.  

1. Rosenbaum P, Paneth N, Leviton A, Goldstein M, Martin B. A report: the definition and classification of 
cerebral palsy April 2006. Developmental Medicine and Child Neurology. 2007;49(109):8-14 

2. Smithers‐Sheedy H, McIntyre S, Gibson C, Meehan E, Scott H, Goldsmith S, et al. Australian Cerebral Palsy 
Register Group & The Australian Cerebral Palsy Register Group 2016. A special supplement: findings from 
the Australian Cerebral Palsy Register, birth years 1993 to 2006, Developmental Medicine & Child 

Neurology, 2016;58:5-10. 
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STELLER: Supporting the translation into everyday life of lived experience research 
Anne Honey, Katherine Gill, University of Sydney 
 
Lived-experience research in mental health illuminates the perspectives and experiences of people who live with 
mental illness and is conducted in teams that include people with their own lived experience. The findings from lived-
experience research have the potential to help consumers in their recovery journeys, for example by imparting 
wisdom and inspiring hope. However, little is known about how useful consumers might find lived-experience 
research, nor what the best formats are to bring it to their attention.  We used a design thinking approach to 
develop a translation strategy for lived experience research. In stage 1 we consulted with consumers to understand 
their perspectives on lived experience research. Stage 2 involved identifying the design aim and the research 
questions. Stage 3 was ideation – we generated ideas via a workshop with consumers and mental health 
professionals. We received grant funding from One Door Mental Health to implement stages 4 and 5. In Stage 4 we 
will develop a suite of resources based on the ideas generated from the workshop and in consultation with the peer 
workers who will implement stage 5. In stage 5 peer workers will present a range of prototypes to consumers and 
we will evaluate their accessibility and usefulness. This study will provide evidence about a potentially important 
source of information and inspiration that consumers can use to facilitate their recovery journeys.   
 
The importance of patient and public involvement across the continuum in health technology decision-making 
Sally Wortley, University of Sydney 
 
Health technology assessment (HTA) is an evaluation activity that synthesises evidence of benefits, harms and costs of 
new technologies and services for decision making. At the broadest level ‘health technology’ includes any intervention 
used to prevent, diagnose or treat disease, including vaccines, diagnostic tests, medicines, devices, surgery, as well as 
models and organisation of healthcare services. HTA spans from the development of these ‘technologies’, to decisions 
about access and funding, through to disinvestment. In Australia, national health technology committees include the 
Pharmaceutical Benefits Advisory Committee (PBAC), the Medical Services Advisory Committee (MSAC), the 
Prostheses List Advisory Committee (PLAC) and the MBS Review Taskforce.  
While the remit of each committee is different, all include mechanisms to incorporate patient and/or public 
perspectives into the decision-making process. Gaps however remain in how patient and public involvement occurs 
across the health technology continuum. Three case studies (new medicines for treatment of hepatitis C, non-invasive 
prenatal testing and new surgical treatments for weight loss) will be presented to highlight some of the process and 
methodological challenges in this area and what successes have been achieved. Issues that will be raised include the 
differing role of patients and the public in health decision-making, approaches to engagement beyond patient 
advocacy representation and understanding what are the patient centrered reported outcomes and research 
questions that matter most.  
Increasing the involvement of patients and public in health care decision-making is slowly becoming embedded in the 
way we conduct research and make decisions. We have moved from debating why we should include patients and 
public to more nuanced questions as to how, when and what we should be doing to better involve and improve 
outcomes for patients and the wider community.    
 

Afternoon Panel: Consumer-Led and Co-Produced Research in a World That is Not Used to it. The Community 

Led Research Network 

 Katherine Gill, Richard Schweizer, Bradley Foxlewin, Anne Honey and Nicola Hancock 

Parallel Session 3:  
Reflecting on research and lived experience 
Robert Pedlow 
As a researcher whose career was interrupted by mental illness, and who is now working as a peer worker, my 
personal and working history straddles research and lived experience. Also, in my academic life, just prior to the 
onset of serious mental health issues, I spent twelve months at the University of California Berkeley as a visiting fellow 

in disability studies. Although their origins are separate, the disability studies movement in the US was an intellectual 
and political predecessor of the lived experience movement in mental health. In this paper I connect elements of my 
lived experience and working life to some of the broader issues around to the growth of lived experience in mental 
health and connections with research. 
I begin as a storyteller, recounting my lived experience of mental illness and its impacts on my capabilities as a 
researcher. I trace my interest in the interaction of these two domains, lived experience and research, to the way the 
symptoms of my illness, including memory loss and performance anxiety, disrupted my capacity to function as a 
researcher, while leaving me just about able to function in everyday life.  
I reflect on how being a researcher, compares to the learning process I have gone through during the last few years 
of my recovery, learning to use my lived experience in telling my story as a community educator, and more recently 
as a peer worker.  
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I then discuss my experience of peer work, as a newcomer to this area. I conclude that, while peer work has the 
potential to make a real difference for people with mental illness, the way it is set up and seems to be operating, it 
looks more like a way to provide a cheap and flexible source of labour. I suggest that continuing critical examination 
is needed for peer work to fulfil its promise.  
 
The insights from two types of expertise on disability: scientific and lived 
Shane Clifton, Nicola Fortune, Gwynnyth Llewellyn, University of Sydney 
 
The NHMRC Centre of Research Excellence in Disability and Health (CRE-DH) is an interdisciplinary research initiative 
that is developing a new monitoring framework and indicator set that will be used to report baseline data and to 
track change over time in health-related inequities experienced by working age Australians with disabilities. Data 
reported against the indicators will inform policy by identifying where action is needed and by highlighting issues on 
which there is progress, regress, or no change.   
Given the importance of this framework to the long-term health and well-being of people with disabilities, the CRE-
DH is forming an expert panel of advice comprising up to 40 participants who either have a disability themselves or 
have a family member with a disability. Panel participants will give their views on the draft monitoring framework 
and indicators through two rounds of consultation. This input will be vital to ensure that all health, social, economic and 
wellbeing issues that are important and meaningful to people with disabilities are included in appropriate way. Input 
from the expert panel of advice will be brought together with input from researchers with expertise in indicator 
construction and disability data analysis. Incorporating the expert panel of advice as a central component of the 
development methodology recognises the unique expertise that comes from living with a disability.  
This presentation explains why the CRE-DH chose to draw on the insight of an expert panel of advice, describes the 
process of forming the panel, and outlines its contributions to development of the monitoring framework. It also 
explores the challenges and benefits that arise from the need to explain (and translate) the technical parameters of 
a monitoring framework into language accessible to non-scientists with different but equally important expertise.  
 
 
Collaboration with consumers, carers and other stakeholders: Lessons for mental health policy, services and 
research 
Michelle Banfield, Amelia Gulliver, Alyssa Morse, The ACT Consumer and Carer Mental Health Research Unit, The 
Australian National University 
 
As the academic sector recognises the importance of real world impact alongside academic metrics, collaboration 
with stakeholders to achieve the best impact is vital. ACACIA: The ACT Consumer and Carer Mental Health Research 
Unit was established in 2013 to facilitate the active involvement of consumers and carers in mental health research, 
and ensure research, services and policy in the ACT are driven by consumer and carer needs. The Unit is led and 
staffed by researchers with lived experience of mental health issues and collaboration with consumers, carers, service 
providers and policy makers is embedded in our core research design. 
 
This presentation will showcase collaborative projects undertaken in partnership with a range of mental health 
stakeholders. All projects addressed issues on a research agenda developed by consumers and carers. The design 
and methods were developed with the guidance of a consumer and carer advisory group, together with service 
providers and decision makers in services where relevant.   
 
The projects demonstrate the rich diversity of issues that mental health consumers and carers consider of importance 
for research, and the opportunities for a collaborative approach to addressing these issues. The presentation will 
describe evaluations of mental health programs, developed and conducted with representatives of the services that 
were the focus, and innovative projects to address the nature and value of participation in policy, services and 
research processes. The presentation will reflect on the lessons learned about collaboration in addition to research 
findings. 

Parallel Session 3:  
Choice or coercion in childbirth: a room with a view  

Marjan Khajehei, University of Sydney 
 
In the last century, the role of fathers in the birth has changed exponentially. Before the 1970s, the principal view 
was that birth was a female business and not a man’s place. Changing cultural and professional attitudes around the 
emotional bond between a man and a woman, family structure and the more proactive involved role of men in the 
family have encouraged fathers’ attendance at birth. There is evidence that fathers’ support can make birthing less 
traumatic for some women and can make couples closer. This has made some clinicians to believe the fathers should 
be more involved throughout the birth process. Some clinicians even go further and ask the fathers to watch the 
medical procedures, such as inserting vaginal speculum, forceps or vacuum, episiotomy and stitches.  
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Although birth can unfold like a beautiful picture captured by birth photographers, with fathers massaging women’s 
backs by candle light and the miraculous moment of birth, it can be overshadowed by less attractive images of 
cervical mucous, emptying  bowels and the invasive medical procedures. What happens in birth room and the fathers’ 
reaction to the graphic experience of birthing can be unpredictable. Despite the fact that most men are absolutely 
thrilled to be in the delivery room, for some men, a very intimate body part can become completely desexualised 
and they can experience psychological and sexual scarring. They see someone they cherish dramatically sliced open, 
can then associate their partners with a disturbing scene, and it can dramatically affect their relationships. 
While most women want the expectant fathers by their side for this life-changing event, not all of them may be 
happy for their partners to watch the perineum to be cut or stitched or when large blades of forceps are inserted 
inside the vagina. Anecdotal reports have shown that consent is not sought from the labouring women as to whether 
they want their partners to watch these procedures.   
The majority of research focuses on women’s retrospective attitudes towards their birth experience. But, what about 
the effect of witnessing invasive procedures during childbirth on a man's attraction to his partner, while she is most 
vulnerable, and also an increased risk of post-traumatic stress disorder in fathers?  No research has ever investigated 
whether women need to be asked for their consent before inviting their partners to closely watch medical procedures 
during childbirth. Future research is required to provide a basis for better awareness and involve the consumers to 
understanding the men’s and women’s experience and their expectations for labour and birth. 
 

How to engage with consumers to reduce medication errors and harm? 

Alison Vickery, Kerin O’Halloran, Australians for Safe Medicines 
 
The Government’s Quality Use of Medicine’s Strategy recognizes the consumer as playing both a central role in 
attaining the quality use of medicines and learning from the wisdom of their experience.  Yet many consumers 
consider there are significant barriers to communicating with key stakeholders, particularly as individuals.    
As a consumer-led association, we collect stories and data from consumers, for the purposes of providing a consumer 
voice on medicine safety. We have developed a methodology for engaging with consumers that: 
·      Makes it safe for them to communicate 
·      Enables them to tell stories of the consumer in their own reality 
·      Provide views about stakeholder proposals or points of view 
·      Asks them what they want the stakeholder to know 
·      Keeps them focused on themselves as a consumer of medicines.   
These consumer stories and data enable engagement with stakeholders as they: 
·      Cannot be changed to suit the stakeholder and enable the focus to be kept on the consumer 
·      Can be used to enable the stakeholder to engage emotionally with the statistics to avoid complacency 
·      Can also be used to empower stakeholders who have solutions that meet consumer needs for improved medicine 
safety.   
In the brief period of time since our incorporation, we have had made significant progress in raising the consumer's 
voice. This includes the recent NSW Health Inquiry concluding that medication errors are a very big problem in 
Australia, and securing recommendations that if implemented, will dramatically transform medicine safety.  
We are also currently working on three other projects. We will present:   
·      The main barriers consumers perceive to communicating with each key stakeholder 
·      The methodology we use to facilitate consumer communication that has led to hundreds of stories (and growing 
quickly) 
·      We will present one case study of how our consumers’ stories have been used to illuminate statistics and 
empower stakeholders around medicine safety.  
 
 
The Patient’s Voice. A qualitative study embedding person centred care with outpatients in chronic and complex 
care  
Jane Bradshaw, University of Tasmania 
 
This translational study’s objective was to answer the research question of ’How is person -centred care (PCC) 
embedded in planning and treatment  for outpatients?’. The aim was to explore how to capture the views of the 
participants  to produce workable solutions to support healthy relationships between patients and clinicians in the 
clinical areas of Geriatric, Rehabilitation and Chronic Pain. Recommendations were  made to further embed PCC 
within the services and improve the patient experience. 
Methods This qualitative study had an exploratory research design. A total of 20 participants were  recruited across  
the three 3 clinical areas in outpatients.  There were two groups :-patients and carers  (13 in number) and clinicians (7 
in number). Focus group discussions (FGD) and interviews were the data  collection method using a semi-structured 
design with reference to the domains of PCC from the literature. The FGD and interviews were recorded, transcribed, 
thematically analysed. 
Results Three main themes were :- 
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• Continuous Planning and Treatment – clinicians partnered with patients during their journey to give treatment 
choices and enhance autonomy .Treatment planning was reported by the patients outside of the case 
conference within other contexts of the patient journey. 

• Emotional Support including social aspect of care. Patients valued the ongoing relationship with the team and 
other patients.  This provided motivation for engagement in treatment 

• Experimental Learning and Empowerment. Learning  in groups facilitated self-management of chronic health 
issues using simple directions. 

Conclusion 
PCC was embedded  within these services in the domains of emotional support; education, communication, information 
and patient preferences and values. Barriers to PCC in the current model of care in MDT care were identified and 
possible facilitators  suggested to improve PCC. A number of innovations were suggested to further embed these 
domains of PCC within the health service. 
  

Parallel Session 3:  
Listen! Exploring why the character trait of ‘listening’ is absent from virtue ethics mental health practice 
frameworks  
Bè Aadam 
 
Virtue Ethics allows us to understand which character traits are needed to live a flourishing life. However, in over 
2000 years of discussions in what makes one’s life ethical, the character trait of ‘listening’ seems absent. This is 
problematic, especially when we speak to the obligations needed to fulfil our work as mental health practitioners. 
There is an increasing amount of peer reviewed and grey literature, as well as reports, that have surveyed what 
service users want from practitioners. They emphasise - and almost prioritise - the importance of listening in mental 
health practice. Listening allows the practitioner to be attentive and focus on the unique experiences of people going 
through acute psychological distress whereby they can then make ethical judgements and decisions about treatment 
and support for the individual. Further, listening has been reported to empower people in their recovery as well as 
provide a space for their full narrative to be unpacked. From this papers perspective, listening is fundamental in 
mental health practice and should be recognised as such in the conversations on virtuous clinical practice traits in 
virtue ethics. 
 
This paper will systematically examine the field of virtue ethics in mental health practice to explore what the 
literature is saying about the character trait listening. The paper will also critique the use of the term listening to 
gauge what context the term is being used – whether it is listening to explore or listening to implement standard 
clinical practices. I postulate the reason why an important and obvious trait like listening has been missing, is that the 
authors of these virtue ethics frameworks have not been asking service users what they think makes a virtuous 
practitioner. As such, this paper also encourages ethicists, academics and clinicians to implement co-production in their 
work when designing and scaffolding ethical theories and character traits.   
 
 
CP Quest: Community and researchers together for cerebral palsy research 
Isabelle Baldé, Shannon Clough, Sarah McIntyre, the University of Sydney 
 
Aim: CP Quest aims to integrate the experiences and expertise of people with cerebral palsy (CP) and their families 
into research activities by supporting these individuals to work in partnership with CP researchers to ensure that 1) 
valid research is conducted and 2) ideas from the CP community are integrated into future research. Here we 
describe the development and outcomes of this program to date. 
Methods: Research Partners are families and people living with CP. To join CP Quest individuals completed a short 
online questionnaire and formally volunteered with Cerebral Palsy Alliance. The level of commitment, frequency and 
type of involvement was subject to the availability and interests of each individual Research Partner.  
Results: Over the last two years, CP Quest Research Partners have been involved in CP Research through different 
mechanisms. Partners (n=30) set CP Research priorities, were involved in the Australia and New Zealand CP Strategy 
consultation, and participated in reference and advisory groups to provide expert advice (n=21). Our first research 

'buddy' partnership has been established, eight Research Partners have become co-investigators and six co-authors 
helping to shape research. Research Partners and Researchers have attended training (n=42) to better understand 
how to be involved in research and how the lived experience can improve the quality of research. The main 
impediments for people with CP and their family members to be involved has been lack of time.  In our experience, 
most people are very busy, and for this reason we need a large pool of Research Partners. A future strategy will be 
the implementation of a “train the trainer” model to offer more flexible training opportunities for families.   
Conclusion: People with CP and their families are eager to be involved in research but need formal support, flexible 
arrangements and mechanisms to facilitate their involvement.   
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Public involvement in dementia research in Australia: personal reflections and political realities 
Jane Thompson 
 
My experience of caring for my husband who died of Alzheimer’s disease was a powerful motivator to get involved 
in dementia research as a public contributor. 
There is a growing movement for public involvement in dementia research in Australia. This is the result of the activism 
of people with dementia and carers, and, the leadership and commitment of some institutions. There have been 
challenges and public involvement is not embedded within our dementia research culture to the extent that it is, say, in 
the UK. Attempts here to implement models based on those working well, such as the UK Alzheimer’s Society Research 
Network, have not been supported long term. 
Nonetheless, there are good examples of public involvement in dementia research in Australia. At the organisational 
level, the NHMRC Cognitive Decline Partnership Centre has been a leader and supported the active involvement of 
people with dementia and carers in its work. At the project level, one of the Centre’s projects was to develop clinical 
practice guidelines for dementia for Australia. Alongside researchers and service providers, people with dementia 
and carers were involved in this. Our involvement ensured their relevance; use of appropriate language; appropriate 
referencing, and, that they were underpinned by the Principles of Dignity in Care. Further, we were involved in 
producing a companion guide to the guidelines adapted for patients and the public. It uses accessible dementia 
friendly language to provide practical advice about key elements of the guidelines.  
There is a growing evidence of the value of public involvement in research. But, to capitalise on this we need strong 
leadership (‘bottom up’ and ‘top down’); infrastructure - including pathways for people to get involved; training 
opportunities for both researchers and the public; and, appropriate support - including funding. This applies not just 
to dementia research but universally.  

Parallel Session 3:  
The SWASH survey of lesbian, bisexual and queer women’s health: How community shaped and sustained a 
22-year collaboration.  
Julie Mooney-Somers, Sydney Health Ethics University of Sydney 
 
SWASH is a periodic survey of the health and wellbeing of community-connected lesbian, bisexual, queer (LBQ) and 
other non-heterosexual identifying women in Sydney. It is run in collaboration with ACON Health, where members of 
LGBTQ communities work in and for LGBTQ communities. SWASH has been running biennially since its inception in 
1996, largely without funding. In the absence of a ‘mainstream’ evidence base, SWASH has provided critical health 
indicators for LBQ women, and driven and informed action. SWASH is an interesting and unusual case study of public 
involvement in health research. 
In this presentation I will tell the SWASH story from my perspective as a researcher. I will reflect on how the lived 
experience of LBQ women (and more recently non-binary people) has shaped and sustained the collaboration and 
profoundly influenced the way we research. The community has a strong sense of ownership over the project; I will 
talk about the accountabilities and challenges this produces for the researchers and for ACON. In producing scientific 
evidence, SWASH makes LBQ women and their health needs visible to the mainstream (and by extension, becomes a 
demand for action). But I am also interested in thinking about how it acts to tell LBQ women about their health, and 
construct the very notion of common health interests.  
 
What instructions are available to health researchers for writing lay summaries? A Scoping Review.  

Karen Gainey, School of Public Health, University of Sydney 
 
Consumer & Community Involvement at Telethon Kids Institute: our journey – our success 

Anne McKenzie AM, Telethon Kids Institute 
 
Telethon Kids Institute (Institute) with the School of Population Health at The University of Western Australia 
established a joint Consumer and Community Involvement Program (Program) in 1998. The aim of the Program was 
to enable involvement to become standard practice in research across both organisations. This Program is now part of 
the Western Australian Health Translation Network which offers a statewide service and is recognised nationally and 

internationally as a good practice model for involvement. Telethon Kids Institute, a founding partner of the Program, 
has implemented a range of organisation wide strategies to enable their commitment to greater involvement. This 20-
year journey has seen enormous cultural change with widespread consumer and community involvement activities now 
embedded as standard practice. The driver of this innovative Program has been to give a ‘voice’ to consumer and 
community members to ensure their lived experiences inform the Institute’s research programs. 
 
Our presentation will focus on how this organisation wide Program has raised awareness and changed attitudes and 
behaviours. We will showcase research programs that have implemented a diverse range of models for involvement 
which include: 

• Consumer steering panels 
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• Research buddies 

• Community conversations 

• Open days 

• Community grant reviewers 

• Priority setting partnerships 
 
We will discuss the benefits of having:  

• A suite of bespoke training workshops available for researchers and community members  

• Audit tools 

• Resources 

• Standards for consumer and community involvement 

• Dedicated positions to support partnerships between researchers, consumers and community members 
 
The presentation will demonstrate how a positive change in culture can be achieved through support, training and 
positive experiences of researchers, consumers and community members working together. 
 

Parallel Session 4:  

Organisational approaches to public involvement in health research – perspectives from a local health district 

and medical research institute. 

Karena Conroy, Sydney Local Health District & The George Institute for Global Health 
 
In light of the movement towards greater public involvement in health research and the obvious need to engage 
meaningfully with health consumers and community members throughout the entire process, it is imperative that 
organisations take a systematic and coordinated approach to consumer and community engagement. Anything less 
carries a high risk of tokenistic involvement, public disengagement, and compromised research impact, leading to 
limited improvements to the health of the population. A comprehensive evidence review, including a search for 
existing resources, combined with expert advice, has identified organisational frameworks and strategies that enable 
and facilitate the meaningful involvement of the public in health research. These strategies, along with the principles 
behind them (including addressing the barriers and enablers to public involvement) and potential measures for 
monitoring and evaluation, will be shared with the aim of raising awareness and generating discussion about what 
organisations can do to effectively support the engagement of consumers and community members in health research. 
 
 
Successfully Participating in General Societies when Living with a Neurological Disability 
Martin Raffaele, The University of Sydney 
 
The purpose of this research is to understand how individuals participate in general societies when living with a 
neurological disability, such as epilepsy. This being when anticonvulsive medications alone are unable to fully control 
seizure activity. One in twenty of the world’s population will experience a seizure at some point in their lives. One in 
two-hundred will experience regular seizure activity and be prescribed an anticonvulsive medication.  A multiple case 
study approach of five Australian men with a history of adult-onset epilepsy provided their personal stories and this 
was adopted as a research instrument in this study. The data validation was based on the triangulation technique, 
which included information gained from the in-depth interviews, the observation of social and personal perceptions, 
and the reflective journal. The results showed that when living ‘the normal life’, each of the participants found it 
difficult to fully hide their condition. This would often negatively influence their subjective wellbeing (SWB). The data 
suggested that by implementing the three Rs model, which are Routine, Restructuring, and Reflecting, this can help 
individuals to adjust to ‘the normal life’ whilst living with a disability. By following the First R: Daily routine, this helped 
the participants to organise their activities similarly to the average person. The Second R: Restructuring the way to 
participate with others outside of face-to-face contact. Using new technological devices, such as smart phone, internet, 

email, and different applications for sending messages and contacting people. The Third R: Reflective journal, 
allowed them to further understand their behaviours and decisions made during the seizure period. This overall 
lowered the social burden of their disability and increasing their SWB. 
 
 
We want to be part of the solution, not just be the problem – why patients need to be involved in research and 
scientific conferences 
Nicole Scholes-Robertson, Centre for Kidney Research  
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Patient involvement in all stages of research is widely endorsed by global organisations such as the WHO, however 
evidence and understanding of the value and potential impact of this involvement remains limited. My experience as 
a patient research partner demonstrates the role we can play as key figures in research design, delivery, 
implementation and dissemination:  

• Design, development and implementation of the “Norm Bourke Box” – a patient toolkit valued at ~$300 to 
assist with the proper and hygienic delivery of peritoneal dialysis, helping to reduce infections and improve 
adherence. 

• Design, development and implementation of a water delivery service to assist rural patients on home 
dialysis in times of drought. 

• Coordinating accommodation solutions close to treatment for rural dialysis patients. 

• Co-chair of the BEAT-CKD Consumer Advisory Board - shaping and informing the direction of BEAT-CKD 
research activities, as well as contributing directly to specific research activities. 

• Plenary speaker and session co-chair at the Australian and New Zealand Society of Nephrology Annual 
Scientific Meeting - I brought a patient voice and perspective to a meeting of medical professionals and 
bridged the gap between patients and researchers through chairing knowledge translation sessions for 
patients and authored an invited editorial on my experience for a biomedical journal. 

• Conception, development and dissemination of a short film dedicated to patient stories to inform the 
research community of the power and capacity of patient contributions to research 

(https://www.youtube.com/watch?v=MFFpYP5SkxY&feature=youtu.be). 
Our stories alone are powerful enough to help shape the direction of research, funding and government policies, but 
we are more than our disease. We have experiences and skills both as patients and from our personal and 
professional lives that can we contribute to research efforts - initiating ideas, providing feedback, answering surveys 
and prioritising research agendas to align research with problems that are important to patients.  

Parallel Session 4:  
Principles and strategies for involving patients in research in chronic kidney disease: report from national 
workshops 
Talia Gutman, Sydney School of Public Health, University of Sydney 
 
Background: There is widespread recognition that research will be more impactful if it arises from partnership 
between patients and researchers, but evidence on best practice for achieving this remains limited, particularly from 
the patient perspective. 
 
Aims: To understand and describe patient and health professional perspectives about patient involvement in 
research in chronic kidney disease, and to identify practical solutions to engage and involve patients in research. 
 
Methods: 105 patients and caregivers and 43 clinicians and researchers participated in three workshops in Sydney, 
Adelaide and Brisbane. In facilitated breakout groups, participants discussed principles and strategies for patient 
involvement in research. Transcripts were analysed thematically. 
 
Results: Five major themes emerged. Respecting consumer expertise and commitment involved valuing unique and 
diverse experiential knowledge, clarifying expectations and responsibilities, equipping for meaningful involvement, 
and keeping patients ‘in the loop’. Attuning to individual context required a preference based multipronged approach 
to engagement, reducing the burden of involvement, and being sensitive to the patient journey. Harnessing existing 
relationships and infrastructure meant partnering with trusted clinicians, increasing research exposure in clinical 
settings, mentoring patient-to-patient, and extending reach through established networks. Developing a coordinated 
approach would facilitate power in the collective and united voice, a systematic approach for equitable inclusion, and 
streamlining access to opportunities and trustworthy information. Fostering a patient-centred culture encompassed 
building a community, facilitating knowledge exchange and translation, empowering health ownership, providing an 
opportunity to give back, and cultivating trust through transparency.  
 
Conclusions: Patients want to be involved in research to take ownership of their health, however they are unaware 

and uncertain about potential opportunities for involvement. Collectively, these strategies may support active, 
sustained, and effective involvement of patients and caregivers as partners in research for improved care and 
outcomes. 
 
 
Using video-reflexive methods to optimise infection prevention and control: A collaboration between 
researchers, patients, family members and healthcare professionals  
Mary Wyer, Gary Armstrong, Tegan Dawson, Westmead Institute for Medical Research and the University of Sydney 
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Patient safety research has, to date, offered few opportunities for patients to be actively involved in the research 
process. We describe two studies, aimed at increasing patient involvement in infection prevention and control (IPC), 
where patients, family members and clinicians were invited to collaborate as co-researchers in the design, data-
creation, interpretation and/or dissemination of the research.  
In these studies, we were interested in investigating and advancing alternative ways of involving patients, family 
members and clinicians in patient safety research in a way that placed less emphasis on pre-determined research 
roles and knowledge gathering and focused more on co-generation of safety awareness with frontline actors at the 
point of care. Moreover, we wanted to enable the formation of relationships between people, environments and 
systems that were dynamic enough to grasp and deal with the complexity of IPC in situ. 
Video-reflexive ethnography (VRE) is a methodology that embraces the ideology of in situ learning and takes an 
interventionist, collaborative approach to optimising patient safety practices. VRE holds that through collaborative 
reflexive viewing of videoed work practices, everyone involved can become more aware of the complexity and 
taken-for-granted aspects of work practices and relationships, as well as strengths and opportunities for change. In 
our studies, researchers, patients and clinicians collected video recordings of IPC activities. These were then used in 
one-on-one reflexive sessions with patients who scrutinised the footage to explore how they experience, understand 
and enact IPC. Patients’ insights were then fed back to the clinicians who cared for them, who were then able to 
devise local strategies for supporting patients to become more actively involved in IPC. 
In this presentation, researchers, former patients and clinicians will describe the opportunities and challenges 
encountered when designing, implementing and disseminating these collaborative studies.  

Parallel Session 4:  
Sharing power with communities in health research priority-setting: Developing a ethics toolkit for engagement 
practice 
Bridget Pratt, University of Melbourne 
 
Public engagement is a key means of setting research priorities of relevance to those considered disadvantaged and 
marginalised. Yet without attention to power and difference, their engagement can often lead to presence without 
voice and voice without influence. This paper presents a novel ethical framework for designing engagement processes 
in health research priority-setting where power is more evenly shared with the public, particularly those from 
disadvantaged and marginalised groups. Here, priority-setting refers to the selection of health research projects and 
programmes’ topics and questions. 
 
Different components of engagement and dimensions of power relevant to each of them were first identified by 
analysing six key bodies of literature. Ethical considerations and guidance relating to those dimensions of power 
were characterised for the health research priority-setting context. These initial conceptual findings were then tested 
against the knowledge and experiences of public engagement practice. 29 in-depth, semi-structured interviews and 
one focus group were undertaken with researchers, ethicists, community engagement practitioners, and staff of 
community-based organisations. Relevant dimensions of power, ethical considerations, and guidance relating to them 
have been revised in light of the empirical findings.  
 
Based on the conceptual and empirical work, an ethical “toolkit” was developed for use by health researchers and 
their partners when designing engagement processes for priority-setting for health research projects. It is a reflective 
project planning aid to employ before priority-setting is undertaken for health research projects. It consists of three 
worksheets and a companion document detailing how to use them. Using the toolkit to design priority-setting will 
facilitate processes where hierarchies of privilege and subordination that marginalise voices are less likely to be 
reproduced. This, in turn, will help generate health research priorities that encompass and more accurately reflect the 
health needs and knowledge of those considered disadvantaged and marginalised. 
 
 
A shock to the system: service-user lead research using lived experience knowledge to inform ECT practices  
Karen Wells, University of Sydney 
 
ECT is a topic of great controversy and consumer voices continue to be predominantly excluded from ECT focused 

research. This presentation will report on two innovative, consumer-led research projects focus on ECT. The “ECT Let’s 
talk about it!!” project was led by people with a lived experience of ECT (electro- convulsive therapy) and involved 
collaboration with a number of mental health services. Consumers directed all aspects of the project: from funding 
application, project management and data collection through to data analysis. By interviewing 17 people about their 
experiences of ECT, we identified what consumers needed prior to and during any ECT experience. We also 
identified an almost non-existent body of knowledge around living life after ECT; the ways people are impacted and 
the ways they successfully manage in their daily lives. This is being addressed in my Masters research: What is the 
lived experience of people who have had or continue to have ECT as they participate in daily life? How do people 
perceive and adapt to the consequences of ECT for their daily lives? Rich narratives of consumers in both studies will 
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hopefully result in better practice, greater support and lived-experience informed recommendations for living life 
post ECT.  
  

Parallel Session 4:  
Consumer and community involvement in health research – what do consumers say about how to do this? 
Angela Todd, Sydney Health Partners University of Sydney 
 
Background/Aim Widespread, systematic embedding of consumer involvement in health research is lacking in 
Australia.  Sydney Health Partners (SHP), a major collaboration between the University of Sydney, four public health 
services and nine medical research institutes, wanted to better understand what consumers think about how to involve 
them in health research. 
 
Methods SHP liaised with the managers of patient advisory committees in its four partner health services (Northern 
Sydney, Sydney, and Western Sydney Local Health Districts, and the Sydney Children’s Hospital Network (at 
Westmead)).  Three focus groups (n=16 participants) and four one-on-one interviews were held.  Participants 
included patients, carers and health consumer representatives, with a mixture of genders, ages, socio-economic and 
cultural backgrounds, and health care conditions and experiences.  Discussions focused on two questions: 

- How can we better engage patients and other health care consumers in the development of research questions 
that address priority issues from a patient/consumer perspective? 

- How can we best communicate with patients and other health care consumers the importance of participating in 
research? What information do patients and health care consumers need to have? 

 
Results The following themes emerged from the consultations: 

- Marketing and education strategies are needed to promote greater public awareness about health research 

- If you ask us, be prepared to listen to us and respect what we say 

- Honesty and transparency about research, its purpose, risks and benefits, etc. are essential 

- Different engagement processes may be needed for some patient and population groups 

- Make involvement in research a positive experience (logistics, communications, etc.) 
 
Conclusions There is growing evidence that consumer involvement improves the quality, relevance and application of 
research. To do it well requires researchers to invest time and resources to genuinely attract and involve community 
members, and to adapt their research in response to this engagement. 
 
Lived Experience Evaluation – Keep It Real!  
Danielle Brennan, Eloise McKimmon and Natasha Malmstrom, Brisbane North Primary Health Network 
 
Health Research that authentically values lived experience expertise and embeds this skillset in evaluation co-design 
fosters greater transparency and understanding of service user data and offers unique insights, providing access to 
enhanced positive service user outcomes. As early adopters of co-design in an evaluation process, Brisbane North 
PHN recognised the importance and value of utilising the expertise of lived experience evaluators in the design, 
delivery and interpretation of qualitative data of the Partners in Recovery (PiR) program. 
    
The Partners in Recovery program was designed to promote a community-based recovery model, supporting better 
outcomes and collaborative care responses for individuals experiencing severe and persistent mental illness. It is 
essential to highlight the knowledge, experience, expertise and value drawn from the lived experience community in 
contributing to health research, as equally important contributors to creation, implementation and the interpretation of 
results as other stakeholders. This presentation seeks to ‘Keep It Real’ and explore how the Principle – ‘Nothing About 
Us Without Us’ underpinned the implementation of the evaluation.  
 
As a small team of lived experience evaluators, during the implementation phase of the evaluation we made time to 

reflect back and support one another within the broader context of the PiR team. Some of the key questions we 
explored and we will unpack include: 
 
What worked, what didn’t and what we did about it?  

• Our skill sets  

• The work environment 

• Resources 

• Processes 
What does value mean to the:   
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• person 

• service 

• system 
An interactive mixed media presentation will engage the audience by highlighting the journey of lived experience 
evaluators of the Brisbane North Partners in Recovery program. 
 
Consumer and Community Engagement in Research in South Western Sydney: Insights from the SWSLHD 
Consumer and Community Participation Unit 
Lynda Johnston and Stefanie Leung, South-west Sydney Local Health District 
 
South Western Sydney is one of the fastest growing regions in NSW, with the population projected to reach 
approximately 1.16 million people by 2026. The rich diversity of the area, including large migrant and Aboriginal 
and Torres Strait Islander communities, a vast range of socio-economic backgrounds, and a significant youth 
demographic, stands this region apart from the rest of NSW. While such a distinct population presents challenges to 
health service delivery, it also offers a unique opportunity for consumer-driven approaches to healthcare. 
Consumer, carer and community representatives are valued participants in the South Western Sydney Local Health 
District (SWSLHD) organisational and strategic processes that guide the planning, design and evaluation of health 
services in South Western Sydney. These representatives, via a coordinated network of local Committees, are 

afforded ongoing opportunities to contribute to the development of health service strategic plans for research and 
health service delivery for a broad spectrum of clinical disciplines. Active Links with research groups, recognition of 
the importance of Evidence-based care, clear Governance structures within the organisation (with the overarching 
Consumer and Community Participation Council comprising members of and reporting directly to the SWSLHD Board), 
and a culture of valuing community members Opinions, have been the building blocks for integration of research into 
community activities and vice versa (termed the Community Engagement in Research “LEGO principles”). To date, this 
has resulted in a significant number of novel community and clinician co-designed models-of-care, and improvements 
to service delivery (largely via quality improvement projects). 

 

 
 


