
 

Insights for good practice: Collaborating with carers 

The Carer Knowledge Exchange (CKE) interactive webinar, ‘Connecting carer research to 

practice through collaboration’, took place on Thursday 28 November 2024. It featured 

insights from a range of researchers into how Australian research initiatives are working 

together to enhance outcomes for carers. The panel included: 

• Caroline Lambert, Family and Carer Research and Advocacy Network (FaCRAN) 

• A/Prof Patsie Frawley, National Centre of Excellence in Intellectual Disability Health 

• Dr Jessie Sutherland, Hunter Medical Research Institute 

• Dr Nicky Baker, Aged Care Research and Industry Innovation Australia (ARIIA)   

Collaboration by researchers with carers and with industry partners to support knowledge 

translation were the two focuses of the panel discussion and audience breakout rooms.  

This document summarises the key themes arising from the panel and breakout room 

discussions and aims to provide researchers, practitioners and policymakers guidance on 

good practice principles in collaborating with carers in research, research translation and 

service provision.  

Challenges in collaborating with carers 

The use and understanding of the term ‘carer’ varies across sectors and industries. While 

carers are increasingly recognised as ‘consumers’ in medical research, driving consumer-

led initiatives, the aged care sector often conflates carers and care workers, hindering the 

identification and inclusion of carers.  

In the disability and mental health sectors, ‘carer’ can be a dynamic and challenged term, 

shaped by systemic and political influences. Other terms such as ‘supporter’ are often 

preferred, complicating carer identification. Further, many carers have dual roles, where 

individuals can simultaneously be carers and service users. 

Systemic barriers, such as lack of compensation, insufficient recognition of carers’ skills and 

competencies, power imbalances, and limited accessibility can also hinder carers’ 

participation in research. The difficulty of sharing power equitably between clinicians, 

experts, and researchers on the one hand, and carers and consumers on the other, is a 

crucial barrier in collaboration with carers in research and service practice. 



 

Opportunities for collaboration  

The panel agreed on the importance of addressing power dynamics by using inclusive and 

accessible language and engaging carers from a project's outset. Building clear 

communication channels and trusting relationships, as well as providing flexibility to 

accommodate complex caring roles were identified as critical factors in fostering genuine 

partnerships with carers.  

Building trust and strong relationships with carers is paramount to ensure meaningful 

involvement in research. Carers should be involved from the design phase of research 

onward to ensure that research addresses their real-world problems, with opportunities for 

co-authorship and feedback to ensure their perspectives are accurately represented. 

Involvement of industry stakeholders is also critical for ensuring research outcomes are 

meaningful and applicable.  

These relationships require researchers to maintain relational approaches, based on 

understanding each other's perspectives. Such partnerships cannot be added at a later point 

in the project; they need to be integrated into research processes from the very beginning.  

Carer leadership in research 

Ultimately, research with carers and research translation impacting carers should be led and 

designed by carers. However, carer leadership in research requires meaningful support and 

resourcing by institutions and researchers. Supporting carer leadership involves overcoming 

barriers and establishing enablers at the individual, organisational and policy levels, such as 

supporting carers to build individual leadership capacity, offering organisational flexibility to 

accommodate caring roles, and implementing wider organisational policies, including fair 

payments and streamlined processes. 

Recommendations 

1. Research should always be transparent regarding its aims, timeframes, available 

resources and intended impacts. When working with carers, researchers should be clear 

about the scope of the carer’s role and possible influence on the project, e.g. whether the 

research questions are pre-determined or can be adapted, whether the methodological 

approach is open for carer input, or whether the project rather aims for confirmation of its 

outputs by someone with lived experience. 



 
2. Researchers should have an understanding of carers' experiences before engaging the 

person in the research process. This includes the material, mental and temporal 

demands of the caring role, and how they might affect the carer’s ability to engage 

meaningfully in the research. 

3. Establishing engagement early on in projects and including efforts to build trust and 

respect between researchers, professionals and carers is therefore necessary to foster 

collaboration between carers, researchers, and industry stakeholders. 

4. Power dynamics in research projects need to be transparently managed, ensuring carers 

are psychologically safe and supported. This includes whether authorship opportunities 

and involvement in research publications and presentations will be possible and how 

these will be managed. 

5. The skills carers develop through their participation in research need to be considered in 

research design, and researchers need to identify how these skills could benefit carers 

beyond the research process. 

6. To address carers' concerns and improve their outcomes research needs to be 

connected with advocacy efforts at both the individual and systemic levels. 

7. To achieve meaningful outcomes, effective collaboration by researchers with industry 

and active involvement of carers is required.  

8. Inclusivity needs to be ensured by reaching out to a diverse range of carers, including 

those who are not the primary carers, and offering flexible participation options based on 

their availability and needs. 

9. The value of carers’ time should be recognised, and their participation should always be 

sufficiently remunerated. 

Useful resources 

For those seeking more information on this important topic, a list of useful resources is 

included below: 

• NSW Regional Health Partners, ‘Doing Research Together’ 

• Community Mental Health Drug and Alcohol Research Network, ‘Research 

Essentials for the Community Sector’ 

https://doingresearchtogether.com.au/
https://cmhdaresearchnetwork.com.au/resource/research-essential-for-the-community-sector/?_cldee=EHJZ5Jem-heM-Rn9jf-baS-6iUh0PX68_3oJXG74D1_WxY-exMPHi6D7QsNzM3Vl&recipientid=contact-1b2c0e677551e7118101c4346bc5d258-b6f3f9fd767e4553b6e747d41ece6f3a&esid=acbd7bd6-7980-ef11-ac21-00224893116b
https://cmhdaresearchnetwork.com.au/resource/research-essential-for-the-community-sector/?_cldee=EHJZ5Jem-heM-Rn9jf-baS-6iUh0PX68_3oJXG74D1_WxY-exMPHi6D7QsNzM3Vl&recipientid=contact-1b2c0e677551e7118101c4346bc5d258-b6f3f9fd767e4553b6e747d41ece6f3a&esid=acbd7bd6-7980-ef11-ac21-00224893116b


 

• Institute for Public Policy and Governance, ‘Inclusion in action: The Carer-in-

Residence Toolbox’ 

• Family and Carer Research and Advocacy Network (FaCRAN), ‘Setting priorities for 

mental health family carer research and advocacy in Australia’, International Journal 

of Care and Caring 

• NSW Agency for Clinical Innovation, ‘Partnership Foundations’ 

• NSW Health, ‘All of us: A guide to engaging consumers, carers and communities 

across NSW Health’ 

• NSW Health, ‘Guideline: Consumer, carer and community member remuneration’ 

• Rare Voices Australia, ‘Taking Action Together Toolkit’ 

• Australian Institute of Family Studies, ‘Trauma-informed research practice’ 

• MS Australia, ‘Trial Smart’ 

 
About the Carer Knowledge Exchange 

The Carer Knowledge Exchange brings together carers, researchers, policy makers and 

practitioners to share their knowledge and learn from each other. It features: 

• An online research library for people to search, browse and share knowledge about 

carers 

• A range of opportunities to connect and share knowledge about carers with others, 

both online and in person 

• Diverse networks and communities of practice where knowledge about carers can be 

shared and developed 

 

To find out more about the Carer Knowledge Exchange, visit 

www.carerknowledgeexchange.com.au/about, email research@carersnsw.org.au or phone 

02 9280 4744. 

 

To subscribe for regular email updates about the Carer Knowledge Exchange, visit 

www.carerknowledgeexchange.com.au/get-involved/sign-up/  

https://www.uts.edu.au/sites/default/files/2021-10/IPPG%20-%20Carer%20in%20Residence%20Toolbox%20Final.pdf
https://www.uts.edu.au/sites/default/files/2021-10/IPPG%20-%20Carer%20in%20Residence%20Toolbox%20Final.pdf
https://bristoluniversitypressdigital.com/configurable/content/journals$002fijcc$002f8$002f4$002farticle-p765.xml?t:ac=journals%24002fijcc%24002f8%24002f4%24002farticle-p765.xml
https://bristoluniversitypressdigital.com/configurable/content/journals$002fijcc$002f8$002f4$002farticle-p765.xml?t:ac=journals%24002fijcc%24002f8%24002f4%24002farticle-p765.xml
https://aci.health.nsw.gov.au/support-for-innovation/working-with-consumers/partnership-foundations
https://www.health.nsw.gov.au/patients/experience/all-of-us/Pages/default.aspx
https://www.health.nsw.gov.au/patients/experience/all-of-us/Pages/default.aspx
https://www1.health.nsw.gov.au/pds/ActivePDSDocuments/GL2023_016.pdf
https://rarevoices.org.au/taking-action-together-toolkit/
https://aifs.gov.au/resources/collections/trauma-informed-research-practice
https://mstrials.org.au/trial-smart/
http://www.carerknowledgeexchange.com.au/about
mailto:research@carersnsw.org.au
http://www.carerknowledgeexchange.com.au/get-involved/sign-up/

