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Carers Victoria is the state-wide peak organisation representing people 
who provide care. We represent more than 736,600 family carers across 
Victoria – people caring for someone with a disability, mental illness, 
chronic health issue or an age-related condition. People receiving care 
are parents, children, spouses/partners, grandparents, other relatives or 
friends.

Carers Victoria is a member of the National Network of Carers 
Associations, and the Victorian Carer Services Network. Carers Victoria is 
a non-profit association which relies on public and private sector support 
to fulfil its mission with and on behalf of carers. 

Carers Victoria is a membership based organisation. Our members are 
primarily family and friend carers who play an important role in informing 
our work, contributing to advocacy and strategic aims and distributing 
information more widely to other carers.

Carers Victoria recognises that all individuals and care relationships 
are unique. We welcome people of diverse ages, abilities, ethnicities, 
cultures, sexualities and gender identities and work towards identifying 
and breaking down barriers to inclusion so that all people with care 
responsibilities, their values, beliefs and experiences are valued and 
respected.

Carers Victoria acknowledges the traditional owners of Victoria and pays 
its respects to elders past and present.

ABOUT CARERS VICTORIA FOREWORD

Carers Victoria’s vision 
is for an Australia that 
values and supports all 
carers. 

As the peak not-for-profit agency 
representing over 736,600 unpaid 
Victorian family and friend carers, we 
firmly believe in research which informs 
and translates into carer services and 
supports, improving carers’ quality of life 
and sustaining care relationships.

Over many years Carers Victoria has 
collaborated with universities and 
research institutes to support research 
that identifies successful interventions 
which address challenges faced by carers. 
Importantly, this research informs our 
policy and advocacy work and provides 
strategic guidance for our future work by 
developing new and innovative ways to 
respond to the needs of carers.

Carers Victoria has strong relationships 
and is currently working with a number of 
research institutions and universities. We 
are excited to be a founding member of 
the new Future Social Services Institute 
(FSSI) collaboration between the 
Victorian Government, VCOSS and  
RMIT University.

As a peak organisation we are keen to 
shape the future direction of research 
concerning carers, care relationships and 
lived experiences of caring.

This Research Agenda for 2017-2020 
is based on proven experience in 
supporting carers in their daily lives and 
existing research outcomes.

Carers Victoria’s Research Agenda 
outlines three broad research themes 
with the potential to significantly advance 
existing knowledge, inform the work 
of Carers Victoria, and ultimately make 
carers’ lives better:

1. The social contribution of care

2. Quality of life for carers

3. Supporting carer capabilities.

Carers Victoria cannot do this work alone. 

This Research Agenda is an invitation to 
the research community to contribute 
expertise and knowledge towards 
advancing the evidence base within 
these three research themes.

Carers Victoria recognises that research 
makes a real difference in the lives of 
carers, and research outcomes ensure 
our organisation delivers value to those 
we serve and support. We look forward 
to advancing our Research Agenda with 
you.

Annie Hayward 
General Manager 
Policy, Strategy and Public Affairs
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Carers Victoria is regularly approached by academic researchers to assist with 
the recruitment of carers to participate in research. These research projects 
often reflect researchers own professional and/or personal experience of caring 
as well as national research priorities. 

Each application for carer participation is carefully evaluated to ensure the 
outcomes increase understanding of carer experiences, and/or promote best 
practice responses to the needs of people in care relationships.

Through our regular consultation with carers we understand the research which 
will inform carers to support and sustain their caring role. Carers tell us we need 
to build the capacity of caring communities as well as the capacity of individual 
carers.

This Research Agenda has been developed to offer some strategic direction to 
researchers interested in carers and care relationships and build opportunities 
for collaborative and co-designed research projects.

Carers Victoria’s research themes are deliberately broad so they encompass 
the diversity of care relationships and social research approaches. Academic 
disciplines with an interest in carers and care relationships include health, 
sociology, psychology and economics. 

The themes are also broad enough to be open to a range of qualitative and 
quantitative research methods, as well as reviews of relevant literature and 
evaluation of existing carer support programs.

Ultimately, the aim of this Research Agenda is to build and strengthen the 
evidence base to support Carers Victoria’s vision for an Australia that values and 
supports all carers.

INTRODUCTION

1. THE SOCIAL CONTRIBUTION OF CARE

This theme recognises interdependence in relationships between 
carers and people receiving care and includes research measuring 
the social capital produced through care relationships, as well as the 
social return on investment in supporting informal care.

2. QUALITY OF LIFE FOR CARERS

This theme includes research into effective interventions to improve 
carer wellbeing, in particular addressing loneliness and social 
isolation. This theme encompasses research into effective strategies to 
reach people who do not identify as carers or who have needs related 
to their membership of diverse population groups.

3. SUPPORTING CARER CAPABILITIES

This theme is focused on research into strategies to support carers 
having the freedom to achieve their own capabilities while caring for 
another person. The priority areas for this theme are: investigating 
the role of carers in individualised, consumer-directed care programs; 
assistive technology to promote independence; and innovative 
support for employed carers. 

Carers Victoria believes these research themes will advance existing 
knowledge, inform the work of Carers Victoria and support the 
organisation’s advocacy on behalf of all carers.

THREE RESEARCH THEMES
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THE SOCIAL CONTRIBUTION OF CARE

BACKGROUND 

A number of Australian and international studies1,2,3,4 have estimated the 
economic contribution of informal care. These studies predominantly estimate 
market wages required to be paid to replace informal care. Other studies 
measure ‘productivity losses’ and ‘opportunity costs’5 borne by carers who 
are not in paid work due to their carer role. These studies often make the 
supposition that informal care is substitutable by formal care, highlighting 
contradictions in the way carers are viewed6 and whether formal and informal 
care is qualitatively different.

Governments typically limit provision of formal care; not only due to cost 
but because of concern that access to formal care may diminish provision of 
informal care; the ‘crowding out’ hypothesis. However, there appears to be 
little evidence for ‘crowding out’, with evidence showing formal care services 
supplement rather than substitute informal care. In fact, the supply of formal 
care may encourage the supply of informal care7,8.

WHAT THE RESEARCH TELLS US

Care takes place in the context of a relationship and measuring the outputs 
of care is inseparable from the people providing and receiving it9. While there 
are existing measures of the economic contribution of informal care, there is 
minimal research into estimates or measures of the social contribution of care.

Carers Victoria is aware of literature regarding social contribution such as social 
impact studies, social return on investment and social capital. Some studies 
have measured social return on investment in social enterprises10 and the role 
of volunteers in creating social capital11, though a gap remains in the research 
literature concerning the social contribution of informal care.

Social contribution is a multi-layered and diffuse concept and there is little 
agreement on measuring social contribution, as opposed to economic 
contribution.

CARERS VICTORIA’S INTEREST IN THIS RESEARCH THEME

While existing research methods estimate the economic contribution of 
informal care, Carers Victoria believes the contribution of carers and care 
relationships cannot be expressed solely in monetary terms. There is a broader 
and multi-dimensional definition of care beyond the labour dimension.

Informal care builds and maintains family relationships; promotes social 
inclusion and supports community cohesion. Carers are the ‘social glue’ 
that binds together relationships between formal service providers; local 
communities; volunteers and people receiving care. While carers provide large 
amounts of informal care bonding the parties to the care relationship, they also 
bridge the boundary between informal and formal care12  linking their relatives 
and friends to needed formal care services. Notably, these are all activities 
which produce social capital13.

Carers Victoria seeks to increase recognition of the important role carers play in 
society and research of this nature can support the wider community to better 
appreciate the value of care and promote greater sharing of the social costs 
and benefits of care among families and communities.

POTENTIAL RESEARCH APPROACHES

Carers Victoria is interested in methods that could be used to measure the 
social contribution of informal care in Australia. This may require investigation 
of suitable data sets. Research projects may also draw from existing methods 
used to measure social contribution such as social impact, social return on 
investment and existing measures of social capital.

Carers Victoria has prioritised two areas for future research:

1. Seeking the views of carers and people receiving care about similarities and  
differences between formal and informal care in formation of social capital; 
and

2. Measuring the social return on investment in supporting carers and care  
 relationships.

RESEARCH THEME 1
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“We didn’t choose to be carers.”

“As a carer you feel like you can’t complain because 
the person you care for has it worse than you.”
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QUALITY OF LIFE FOR CARERS

BACKGROUND 

The impacts of caring on carer health and wellbeing and social participation are 
extensively documented14,15, 16. Direct and indirect costs incurred as a result of 
caring impact on carers’ own standard of living17. While a number of studies and 
inquiries have found caring has major impacts on carers, many of their needs 
remain unmet. 

The majority of research concerning the caring experience concentrates on 
the burden of caring and resulting negative impacts for carers. However, many 
carers identify a range of positive aspects their caring role can bring to their 
lives, as well as the lives of the people they care for. More research is required 
to discover the factors influencing these positive aspects of care.

WHAT THE RESEARCH TELLS US

Research suggests loneliness and social isolation is a significant risk to carer 
quality of life18 and carers can be up to 10 times more likely to be socially 
isolated compared to the wider community19.

The evidence for what works to support and improve carer quality of life is 
limited. The most studied group is carers of people with dementia and the 
evidence is therefore strongest for this group20. There is little evidence on 
what interventions are most effective for carers of people with other health 
conditions and disabilities and in different types of care relationships; parents, 
partners, children, friends, resident and non-resident carers.

CARERS VICTORIA’S INTEREST IN THIS RESEARCH THEME

Carers Victoria works to assist carers to improve their health and wellbeing and 
social participation. We seek to meaningfully represent the diverse needs of 
carers and to support effective interventions to address the needs of people in 
care relationships.

More research is required on: effective strategies for hard-to-reach and under-
represented groups; what works for those carers that do use services; and 
identifying the unmet and partially met needs of carers.

Well-designed evaluations of current practice in carer support would fill key 
gaps in the literature, especially in evaluating the effectiveness of different 
interventions for different types of carers.

POTENTIAL RESEARCH APPROACHES

Care relationships are diverse. Carers at different life stages and caring for 
people with different conditions have very different experiences and needs. 
Carers Victoria is particularly interested in research related to the specific needs 
and issues of carers from a variety of population groups, including but not 
limited to:

• Aboriginal carers

• Carers from culturally and linguistically diverse backgrounds 

• Lesbian, gay, bisexual, transgender and intersex carers

• Young carers

• Ageing carers

• Carers of more than one person with care needs

• Carers in regional and rural communities

• Hidden carers – people with caring roles who do not identify as carers.

Research with diverse population groups must ensure sensitivity to and respect 
for carers to advance understanding of and effective responses to their needs.

Carers Victoria has prioritised two areas for further research:

1. Carer experiences of loneliness and social isolation and effective 
interventions to address these and improve carer quality of life; and

2. Investigation of any impact on carer quality of life of formal services and 
supports for people receiving care. Is there a ‘respite-effect’ for carers? 

RESEARCH THEME 2

“At first I didn’t need respite – they’re my parents, 
but ask me now and I need a break every  

three months.”

“Know me for who I am. I have given up my life  
to be a carer.”
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SUPPORTING CARER CAPABILITIES

BACKGROUND 

Carers’ ability to make choices about their caring role and freedom to 
participate in other desired activities while caring for another person is strongly 
linked to their quality of life. Capabilities include a range of abilities and 
competencies as well as individual freedom to pursue different combinations of 
these. While there is much emphasis in policy and service delivery on building 
the capacity of carers to sustain their informal caring role, there is less emphasis 
on supporting carers’ desired range of capabilities.

The capabilities of carers and people receiving care are interdependent. Being 
in a care relationship can mean a carer prioritises maximising the capabilities 
of the person receiving care. A carer’s own freedom to pursue their capabilities 
can be restricted by their caring role. 

A focus on individual capabilities of either the carer or the person receiving care 
fails to recognise the impact of care relationships on whole families. A focus on 
the care relationship can highlight how support for a carer can benefit a person 
receiving care and vice versa21.

WHAT THE RESEARCH TELLS US

While much of the research on carers and caring is on the skills required by 
carers to perform the caring role, Carers Victoria is aware of literature which 
explores the application of Amartya Sen’s capability approach to evaluating the 
outcomes of social care programs 22, 23.

The University of Birmingham has developed a range of capability measurement 
tools. The Carer Experience Survey (CES) has six domains including ability to 
influence the overall care of the person and ability to participate in activities 
outside of caring.

There are a range of other capability and outcome measurement tools that have 
been applied to people in care relationships, including the Adult Social Care 
Outcomes Toolkit (ASCOT)24,25.

CARERS VICTORIA’S INTEREST IN THIS RESEARCH THEME

Carers Victoria seeks to shift understanding of carer needs away from relief of 
burden towards supporting carer strengths and capabilities. This has significant 
implications for future policy and program design and delivery.

Carers Victoria is interested in exploring the possibilities of the capability 
approach in supporting carers to achieve a range of competencies and 
participate in a range of activities as well as being a carer. We want and need 
research to translate into services and supports that make caring easier26, 
enhance carers’ sense of control over their caring role and free carers to pursue 
other activities of their choice. 

Research to date emphasises the role of respite care in supporting carers to 
have a life of their own. However, as social care reforms restructure a range 
of programs into individualised consumer-directed packages, there is less 
emphasis on access to respite care by carers. On a practical level, while 
adequate substitute care may be necessary it is not sufficient to achieve all 
carers’ desired outcomes27.  

The capabilities approach emphasis on freedom of choice links substantially to 
our first research theme; the recognition and valuing of informal care28.

POTENTIAL RESEARCH APPROACHES

Carers Victoria has prioritised three areas for further research:

1. Supporting carer capabilities to participate in individualised, consumer-
directed care programs, including research into outcomes for carers who:

• manage a consumer-directed package or plan on behalf of the person  
       they care for;

• support the person they care for to manage their own plan or package;  
       and/or

• manage a plan or package of support to meet their own needs.

2. Supporting carer capabilities to use technology promoting independence 
of people receiving care, including research into outcomes for care 
relationships, and carer assessment of the costs and benefits of using 
technology in support of caring.

3.  Supporting carer capabilities to participate in paid employment and 
evaluating the outcomes of innovative support for employed carers. 

RESEARCH THEME 3

“You are living a whole life, a meaningful life. 
You’re not just a carer.”

“My work is my respite.”
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Carers Victoria has a strong history of collaborating and supporting research 
concerning Victorian and Australian carers, but has limited capacity to perform 
or fund stand-alone research projects.

There are many under-researched areas related to carers and care relationships.

This Research Agenda identifies issues of short and long term significance to 
carers and care relationships.

Carers Victoria welcomes approaches by prospective research partners with 
research questions and project proposals which address these three themes.

We look forward to advancing our Research Agenda with you.

CONCLUSION
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