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Abstract 

Consumer and Community Participation has been an integral part of the health and tertiary 

education sectors for some time. In particular, the South West Sydney Local Health District 

Consumer Participation Program has been repeatedly recognised as a leader in this field, as it 

embraces the philosophy of ‘working with’ rather than ‘doing to’ people. A Musculoskeletal Clinical 

Academic Group (MSK CAG) was established in 2017 as part of the SPHERE Health Partnership. One 

of the main objectives of the MSK CAG was to embed a consumer and community engagement 

model to better inform MSK health service delivery, research implementation and evaluation. In 

mid-2018 a MSK Consumer Community Council (CCC) was established. Members of the MSK CCC 

have contributed to a number of research activities and developed a keen interest in facilitating 

engagement of the consumers and the community in research. Whilst the process of engaging 

consumers in all aspects of research is very much in its infancy, the MSK CCC has developed a 

number of processes which will be integrated into a framework to facilitate productive interactions 

between researchers and community participants. We hope that by sharing our journey we will 

inspire others to follow our lead and embrace the future challenges for researchers, consumers and 

community members. We believe that true consumer engagement in research will enable all 

stakeholders to better work together to collaboratively improve health outcomes for the 

community. 
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Introduction 

Consumer and Community Participation has been an integral part of the health sector for some 

time. In 2002, SWSLHD (then SWSAHS) began its Consumer Community Participation Program which 

continues to be a benchmark for local health districts across NSW. From a research perspective, in 
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2004 the National Health & Medical Research Council and Consumers’ Health Forum of Australia 

collaboratively developed a Model Framework on Consumer and Community Participation in Health 

and Medical Research, which was then replaced by a Statement on Consumer and Community 

Involvement in Health and Medical Research in 20161.  

The Musculoskeletal Health Clinical Academic Group (MSK Health CAG) was established in 2017 as 

part of the SPHERE Health Partnership. One of the primary objectives of the MSK Health CAG was to 

embed a consumer and community engagement model to better inform MSK research throughout 

the research cycle, which will ultimately better inform MSK health service delivery.2  

This paper addresses how the consumer and community engagement model has been implemented 

from a consumer perspective and what we have learned from our first year of operation. 

The MSK Health Consumer Community Council 

In late 2017, applications for community partners were invited through a wide-reaching advertising 

campaign and after an interview process, five people were invited to form an advisory group for the 

MSK Health CAG. Following two days of training with Health Consumers NSW, it was agreed to 

continue to further this concept and form a group now called the MSK Health Consumer Community 

Council. 

So, who are we and why did we decide to commit ourselves to this undertaking? Currently we are a 

group of five people who live in either SWSLHD or SESLHD areas. Three of us live with a MSK 

condition, one is a carer for someone with an MSK condition and one is a community member with a 

strong interest in MSK research.  

 

 

From left to right: 

Bonnie Ikeda 

“I joined the MSK Health CCC with a desire to give back to the community and just a small bit of 

curiosity and interest about research. With no medical background or any experience working in the 

 
1 Statement on Consumer and Community involvement in Health and Medical Research, National Health and 
Medical Research Council (2016), Consumers Health Forum of Australia. 
2 SPHERE MSK Health Operational Plan (2017) Objective 3. 
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health system, I did not know how I can contribute to such a worthwhile initiative. Over the last 

year, collaborating with researchers, clinicians and my fellow consumer reps, I come to realise 

sharing my lived experience as a consumer and carer can draw out new ideas on how research can 

be developed and/or implemented.  I am hoping I can help shape research studies and ideas in the 

future.” 

Carol Vleeskens 

“As someone who has lived experience of a MSK condition (Osteoarthritis) and a passion for 

consumer participation in health, my involvement with the MSK Health CCC was the perfect fit. I 

have a professional background in health service delivery and human services and have been an 

active member of the SWSLHD Consumer Participation Program since its inception in 2002. Being 

involved in research is a new challenge for me, however my passion for improving outcomes for 

people living with MSK conditions drives me to be an active member of the MSK Health CCC.” 

Sharon Lee 

“I thought I could contribute to the CCC as a consumer with experience living with Arthritis. I'm 

passionate about contributing to research and having support mechanisms in place to help alleviate 

the burden on people suffering from Rheumatoid Arthritis and other MSK challenges. I was 

diagnosed with Rheumatoid Arthritis seven years ago. Professionally I have worked in a variety of 

roles across the Private and Public sectors. I am a keen horsewoman and enjoy travelling and 

exploring the world and am a qualified Reiki Master.” 

Jenny Ly 

“I was drawn to becoming involved with the MSK Health CCC because I wanted to share consumer 

perspectives which I think is so important in research and health services. In my experience, people 

with MSK conditions are interested in research but are overwhelmed by the complexity and medical 

jargon. I don’t have a MSK condition but constantly see the burden it has on day-to-day 

activities from loved ones at home, colleagues in the workplace and people in the community. I also 

think there is value in drawing on my experiences previously working as a community pharmacist 

and in MSK health service delivery to provide consumer perspectives.” 

Jenny McBride 

“As a health professional (Accredited Exercise Physiologist) working with people with various chronic 

conditions and persistent pain and consequently someone with lived experience of an Inflammatory 

Arthritis, I can see first-hand the enormous task for the consumer when it comes to navigating 

health care systems, many times going from pillar to post on a quest to improve their health and 

quality of life. Consumers find themselves frustrated with the vast amount of information which is 

frequently conflicting.  When this opportunity arrived I felt passionate to be a part of something that 

would help influence change in research and health care and provide advocacy for the consumer.” 

The MSK Health Consumer Community Council Purpose 

 1. To lead the consumer and community strategy and act as the expert reference group for 

researchers and clinicians within the SPHERE MSK Health CAG.  
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2. To ensure active participation of consumers and community members in all aspects of MSK health 

research. 

3. To be a strategic link between consumers, communities and MSK researchers to enhance MSK 

research outcomes for people with MSK conditions. 

4. To monitor and enhance the MSK Health CAG’s commitment to consumer, carer and community 

participation in research. 

5. To ensure consumer and community participation is included in research and evaluation 

processes in MSK Health. 

6. To advocate for consumer and community involvement throughout SPHERE and other relevant 

bodies.  

7. To provide a forum for feedback and discussion on key MSK research and service delivery issues. 

Some of our Work to Date 

Currently the MSK Health CAG is prioritising three areas in which to focus their research- Back Pain, 

Osteoarthritis and Osteoporosis as they are conditions which represent the highest burden of 

disease in the community.  

To date, we have partnered with researchers across all these fields in a variety of ways. Some 

examples: 

1.  One of the researchers at neura (Neuroscience Research Australia) wanted to investigate the 

type of information that people with back pain get from their friends, family, colleagues and other 

social networks, so as to develop a social media campaign with a public health message. Members of 

the CCC partnered with the researchers on two occasions through email communication. The first 

occasion was for a content analysis study where we contributed to a list of search items in consumer 

friendly language (such as ‘my back is killing me’ and ‘I have put my back out’). These terms were 

then used to identify what people talk about on social media in relation to their back pain, and how 

their social network responds. Over 66 days 421 status broadcasts and 478 comments were 

collected by the researchers. These comments were systematically analysed, which provided some 

insight into what people talk about on social media in relation to their back pain.  

Subsequently, three visual design concepts were presented to us so that we could have input into 
their value and use for consumers. We were asked to respond to the concepts generally as well as 
being given questions: What is your favourite concept, and why?  How would you change your 
favourite concept to improve the message? Do you have any concerns with your favourite 
concept? Our suggestions were then taken back to the research team and the designers to finalise 
the product, which is now in the final stages of preparation. 

2.  Members of the CCC were asked to comment on a grant application to the NH&MRC by a 

researcher at the Garvan Institute, particularly about whether we thought the study was worthwhile 

and whether the grant proposal was clear. This epidemiological study is aimed at identifying the 

clinical pathways available for patients after they suffer a low trauma fracture and to understand 

why elderly people with fracture have increased deaths. ( A low trauma fracture is one where there 
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is a fracture either spontaneously or following a fall from no more than standing height i.e not 

involving a ladder, a car etc) The goal of the research is to develop a tool to predict those people 

who will do badly post fracture after analysing some very large datasets. One of the CCC members 

had expressed an interest in this area of research and had made a number of comments in response 

to the request for feedback. She was subsequently invited to join the research team as an Associate 

Investigator (AI). 

3. CCC members have also taken up opportunities to be Associate Investigators for range of 

grant proposals. One is a physiotherapy led falls prevention intervention to prevent hospital 

admissions here in SWS; another is a study investigating non-invasive brain stimulation to boost the 

effects of exercise and improve pain and disability in people with knee OA.; a third is the above 

mentioned epidemiological study. All of these studies engaged us in addressing the research 

question, research design and methodology as well as identifying research participants from the 

community. The CCC members who are now part of each of these study teams will be contributing in 

areas such as completing the ethics application (participant information sheets); developing 

participant recruitment strategies; and having input into a plain language report at end of the 

project for dissemination of results.  It is expected that such broad participation will also provide an 

opportunity for consumers to disseminate the study findings in a number of different settings. 

4. We are also working with a SWS researcher who is undertaking a study to establish 

justification for a definitive trial regarding managing obese patients awaiting knee or hip 

replacement. To date, we have assisted with protocol refinement, development of the participant 

information sheet, identifying any foreseeable risks or assessment burdens to study participants, the 

development of written educational material about diet and weight loss for participants as well as 

working collaboratively to develop the questions for the participant interviews.  

5. Members of the CCC also have the opportunity to be involved in the Working Groups of the 

CAG and currently one member is the community member on the Osteoarthritis Working Group. 

Once the capacity of the CCC builds through an increase in membership, it is anticipated that all CAG 

Working Groups will have consumer representation. 

Consumer Feedback Template 

In order to ensure clear communication between researchers and CCC members about expectations 

and outcomes for each request, a template has been developed through a collaborative process 

between members of the CCC and the MSK CAG Steering Committee. The template identifies areas 

of engagement from the researcher perspective as well as sections for consumer comments. For the 

researchers this allows them to clarify the areas requesting input and we are then able to respond 

accordingly. As members of the CCC we also identified that individual members may not have the 

capacity (be that time, or personal expertise or experience) to respond to each request, so an option 

for consumers to ‘opt out’ of that particular piece of work will also be available. 
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Currently the template is still in draft form; however it has been used on a number of occasions as a 

trial with researchers and CCC members. It is hoped that it will aid effective communication, 

standardise feedback and allow for measurement and evaluation of the added value of consumer 

feedback to the research process and subsequent outcomes. 

Research Consumer and Community Engagement Framework 

Late last year the MSK Health CAG and the MSK Health CCC identified that a Research Consumer and 

Community Engagement Framework was needed to provide guidance and tools to assist in ensuring 

consumer and community participation is effective and sustainable in all research activities. 

We envisage that the Framework will provide a series of principles to underpin successful consumer 

participation in research, provide information for researchers and consumers about the range of 

opportunities for public participation in research and identify potential quantifiable and other 

benefits of consumer participation. It will also include a series of tools to support both researchers 

and consumers engaging in research activities. We expect that these tools will support a range of 

activities through the research cycle and that their use will enable quantification of engagement 

activities and qualitative analysis of the input given. It is also hoped that the Framework will improve 

understanding of the roles of both the consumer and the clinician/researcher in the engagement 

process and establish the nature and benefits of the engagement. 

The Framework is still very much a work in progress. To date, we have identified the processes that 

need to occur to bring this Framework to fruition and have applied for funding to develop it.  

Expanding Membership of the MSK Health Consumer Community Council  

The CCC is now at the stage where we want to increase our capacity to work with MSK researchers 

and clinicians. We realise that in order to be truly representative we need to broaden our 

membership so that a wider range of people from the community can participate in MSK research 

development. 

We are now looking to reach out into the diverse communities in SW and SE Sydney, to people who 

have an interest in MSK issues. We aim over the next year to proactively work to include a range of 
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other community members who will bring an increased richness of consumer experiences into the 

MSK research field. 

What have we learnt in our first year?  

For the current members of the MSK Health CCC there are many challenges which have impacted on 

our engagement in research.  

We recognise that each member of the CCC has different life experiences. Some live with MSK 

conditions and all have different levels of knowledge and experience about research, which means 

that each of us contributes to the research process in different ways. For many of us, involvement in 

research is a new field and therefore we are still learning how to engage with researchers and what 

that will look like for each project. Even though we have a wide range of lived experiences we all 

recognise our differences and each members’ strengths and what they can bring to the important 

role that we play as the inaugural members of the MSK Health CCC. Most importantly, we are all 

working towards the common goal to ensure better outcomes for people living with MSK conditions. 

Time is important in so many aspects of this endeavour. Time is needed to balance work and family 

life with the demands of CCC membership as well as the time needed to understand the research 

processes. Time is also needed to be involved in thoroughly reading and commenting on grant 

proposals and attending meetings (either in person or remotely). This is acknowledged in our 

processes by ensuring that CCC members have the option to opt out or not be involved in any of the 

proposals forwarded to us for initial comment or to choose to not have more in depth involvement 

in any particular project. Researchers also are asked to take account of our time restraints, by 

ensuring that any requests for involvement are given within a reasonable time frame. 

Communication has played a major role in positive interactions between researchers and CCC 

members. As well as learning about the research cycle and how researchers work, CCC members 

have also needed to negotiate communication strategies with researchers, so that we are all able to 

speak the same language when working together. This has meant that we have needed to learn 

research language and by using the Consumer Feedback Template, researchers have needed to 

ensure their language is understandable by consumers. Regular formal and informal interactions 

between CCC members and researchers assist in breaking down these barriers. 

We are very fortunate to have a number of champions (both researchers and clinicians) in the MSK 

CAG who have enhanced our functioning. They have not only provided us with encouragement but 

have also given of their time and resources to ensure that we are able to fulfil our role to the best of 

our capacity. They have provided encouragement and support to negotiate a path of interaction 

between two groups (researchers and community members) whose language is often not the same. 

I would like to acknowledge and thank them here - Dr Geraldine Hassett, Rheumatologist and Lead 

of the MSK Health CAG, and Steering Committee members, Dr Kathy Gibson, Mr Matt Jennings and 

Ms Justine Naylor. They have all given of their time and expertise freely to help us grow into our 

roles. 

Access to resources to facilitate our involvement is a vital part of assisting us to be effective. As part 

of the MSK Health CAG, we have full access to an excellent project officer, Kate Luckie, who 

generously gives of her time and expertise. Kate triages requests from the researchers to us for 
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input, documents our meetings, facilitates our interactions with the CAG and researchers as well as 

developing administrative systems to assist us in our work. We also have access to parking vouchers 

and any other support we may need to ensure that we are able to participate fully in any way which 

we feel that we can contribute. 

 A Call to action 

There is a definite need for more consumer and community involvement in research. In saying that, 

there needs to be recognition of the difference between research participants and 

consumer/community members who are working as contributing partners in research. This is 

especially important as there is a renewed focus on the translation of medical research into a 

community setting and the recognition that consumers can play as the link between academic 

research and the social context. 

Our strength over the past year has been the collaborative journey between the CCC members and 

the clinicians and researchers of the MSK Health CAG. We all have the same end goal of improving 

health outcomes for people with MSK conditions. The richness we provide to research is our 

diversity and mixed skill sets as we learn from each other about how best to build consumer 

partnerships into research. 

We hope that by sharing our journey we will inspire others to follow our lead and embrace the 

future challenges for researchers, consumers and community members in this space. We believe 

that true consumer engagement in research will enable us to better work to improve health 

outcomes for the MSK community and that what we learn on our journey will be of benefit more 

broadly to those wishing to harness the value of consumers in their own research endeavours. 

 

For further information contact Dr Kate Luckie, k.luckie@unsw.edu.au 
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