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Executive Summary

Carers provide invaluable, ongoing unpaid support to people who need it because of
their disability, chronic illness, mental ill-health, dementia or frail age.

Programs to support carers’ social and emotional wellbeing are framed by the
context of shifting policies and support service arrangements for carers, people with
disability and older people in Australia. The key recent policy changes include the
introduction of the Integrated Carer Support Service (ICSS), the National Disability
Insurance Scheme (NDIS) and My Aged Care.

Social and emotional needs and wellbeing

Social and emational wellbeing is closely related to the concept of mental health and
requires that social, emotional and psychological needs are able to be met and that
distress resulting from unmet needs in other domains is minimised (e.g. physical,
informational, practical and spiritual needs).

For Aboriginal and Torres Strait Islander peoples, social and emotional wellbeing
refers to a broader concept with seven overlapping domains including: body, mind
and emotions, family and kin community, culture, country and spirituality and
ancestors.

A range of outcome measures are used to assess carers’ social and emotional
needs and wellbeing, including general population measures for mental health,
psychological wellbeing, coping, resilience and quality of life, as well as carer
specific measures of needs, satisfaction, burden and stress.

Changes that occur with the onset of, and during, a caring role due to iliness,
disability or ageing can impact on carers’ social and emotional wellbeing. While
carers report positive aspects of caring, such as companionship, fulfilment,
enjoyment and satisfaction, there is also strong evidence of the negative effects on
emotional and psychological health, such as depression, anxiety, burden, anger,
resentment, worry, sleep interruptions and suicidal thoughts. Caring can also lead to
social isolation, loneliness, loss of social relationships and lack of support, and the
experience of stigma. The impact of caring can increase over time and have greater
effects for specific groups of carers.

To support their social and emotional wellbeing, carers reported needs for more
information and accessible, affordable services providing practical and emotional
support.

Interventions to support carers’ social and emotional wellbeing
In seeking to identify evidence as to what works to support carers’ social and

emotional wellbeing, this review focused on systematic and meta reviews of studies
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that have employed rigorous evaluative methods to assess effectiveness and grey
literature that has highlighted key areas of concern.

Interventions designed to improve the social and emotional wellbeing of carers that
were considered in this review encompass:

respite care/replacement care

education and training and psychoeducation
counselling/psychosocial interventions/therapy
support groups

practical help in the home

physical exercise

technological interventions.

While there is evidence to support some types of interventions for some groups of
carers, a consistent theme in the reviews is that, despite the extensive research in
many cases, the evidence about effectiveness is inconclusive, and that it is not
possible to say definitively what works to support carers’ social and emotional
wellbeing.

A key issue identified in the literature is that while carers often report satisfaction
with interventions, evidence about changes in social and emotional wellbeing
outcomes is less robust. Careful consideration of the goals, objectives and
measures used in programs and evaluations and the combination of quantitative
and qualitative evidence is warranted.

Problems were also identified with the design, quality and incomparability of studies,
which should be addressed in future research, specifically:

the lack of a theory of change

whether it was possible to identify a good control or comparison group
small sample sizes

relevance of outcome measures

whether it was possible attribute change to specific aspects of the
intervention

the time period of evaluations
o the lack of cost-effectiveness analysis.

Most interventions have focused on outcomes for carers grouped by the condition of
the care recipients, with fewer looking at groups based on the characteristics of
carers themselves. Some have focused on outcomes for the carer dyad - both the
carer and the person being cared for - and others have considered the relationships
between carers and formal care workers or health professionals.

Other important themes in the research on the effectiveness of carer support refer to
the availability, accessibility and comprehensiveness of support and whether it
reflects what carers want.

Social Policy Research Centre 2019 2



While there is a vast literature identifying specific issues and concerns for different
socio-demographic groups of carers, few systematic reviews focused on the
characteristics of carers when considering interventions to support carers’ social and
emotional wellbeing outcomes. Further research is required to identify specific
programs that will best support carers of different age groups, culturally and
linguistically diverse (CALD) carers and Aboriginal and Torres Strait Islander carers.
Carers in these demographic groups have diverse care situations and may require
different types of interventions. Thus, effective programs may exist but may not yet
be evaluated or be part of broader reviews.

Future research

While this rapid literature review could not be comprehensive, some gaps in the
research regarding programs and interventions that could be further explored
include the effectiveness of:

e care coordination in promoting carers’ social and emotional wellbeing

e advocacy training for carers or support from carer advocates and the extent
to which it enables carers to access appropriate services and support, and
improves their social and emotional wellbeing

e support for transition to non-parental or non-family care for older carers of
adult children

e interventions specifically targeting working carers, or carers seeking to return
to employment

e how support for both identifying and accessing appropriate home
modifications may affect carers’ social and emotional wellbeing

e resources that aim to advise and support carers about how to let others
know about their care responsibilities

¢ holistic support programs for family members and networks of carers who
may support a single person, rather than focusing on one carer or the
primary carer

¢ financial literacy, financial counselling and financial capability training and
support for carers

e programs that seek to reduce financial stress and improve carers’ financial
wellbeing and assess the effect of financial stress on carers’ social and
emotional wellbeing.

Further research could also aim to identify specific programs and seek to identify the
design and effective elements of interventions to support social and emotional
wellbeing that are:

e age-relevant and age-appropriate for young carers and older carers
e culturally appropriate for carers from the range of different CALD
communities

e appropriate to support carers in Aboriginal and Torres Strait Islander
communities

o effective to support parents and working age carers in balancing work and
care commitments.
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Practical policy options

The findings of this review suggest that a range of broad practical policy options
could be explored to support carers’ social and emotional wellbeing. Principles
underpinning the approaches to developing specific support programs could include:

e a ‘pick-and-mix’ approach: provide multicomponent interventions for carers
to use at different points in time

e consultation: have conversations with carers that enable them to reflect
about what they need and want, with a focus on person—centred approaches

e appropriateness: consider whether support is available, accessible,
individualised, flexible, comprehensive and reflects what carers want

e ‘whole of family/care’ approach: develop programs that include services for
the person being cared for and address the complexity of the care dyad and
networks of care.

Specific options include:

e ensuring that carers have information about, and access to, flexible
individualised multicomponent interventions

e building on research that has identified preferred types of respite for different
groups of carers and developing well designed and evaluated interventions,
of which emergency and planned respite are key components

¢ identifying effective education and training programs that assist carers to
gain the skills they need to support them in their caring role

e ensuring that carers have information about and access to multiple forms of
counselling

¢ identifying different groups of carers’ needs and preferences for support
groups and ensuring a range of support groups are available through
different modalities

e ensuring carers are able to access adequate support in terms of practical
help in the home, such as cooking, cleaning and transport

¢ identifying good practice interventions to support carers’ physical health
through further research.

o developing co-design projects with carers and technological innovators that
could facilitate well designed technological components as part of
multicomponent interventions

e ensuring carers have technological skills and support to access interventions
if they wish to do so.

In the context of the changing policy landscape, it is important and timely to monitor
the impact of the ICSS, NDIS and changes in aged care provision on the extent to
which the social and emotional needs of carers are recognised and supported and
the effects of these policy changes on carers’ social and emotional wellbeing
outcomes.
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1 Introduction

1.1 Aims

This Rapid Literature Review was commissioned by Family & Community Services
(FACS) on behalf of the NSW Carers Advisory Council. The review aims to
contribute to the evidence to help the Council to better understand the social and
emotional health and wellbeing of the carer population and the specific issues and
their impact in the carer population. Carers provide ongoing unpaid support to
people who need it because of their disability, chronic illness, mental ill-health,
dementia or frail age.

This report outlines the findings regarding existing evidence in relation to three
components:

1. evidence and concerns relating to the social and emotional health and wellbeing
of the general carer population

2. the extent and prevalence of, and specific issues posed by, the social and
emotional health and wellbeing issues of the following carers:

a) young carers

b) carers aged 25 to 60 years

c) older carers

d) culturally and linguistically diverse carers and
e) Aboriginal and Torres Strait Islander carers

3. possible solutions identified in the literature review.

The primary focus of this review is on evaluations of interventions or programs to
support the social and emotional wellbeing of carers. The review also describes the
key issues identified in the literature and what is known about the social and
emotional health and wellbeing in the carer population. As this is a rapid literature
review, it focuses on key issues, themes and solutions identified and may not be
comprehensive or exhaustive.

1.2 Methods: Identifying evidence about what works

Literature search

This review aimed to provide an overview of key findings in the literature about ‘what
works’ or effective programs to improve the social and emotional wellbeing of
carers. Searches of academic data bases in the fields of social sciences,
psychology, public health and medicine revealed a wide range of concerns about
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carers’ social and emotional wellbeing and numerous studies that have conducted
evaluations of interventions aimed at supporting carers.

This review began by focusing on some key recent meta-reviews of carer support
that brought together information about a wide range of interventions to support
carers in order to gain an understanding of the contemporary scope of the field. A
search of academic databases was then conducted focusing on publications in
English of reviews of evaluations of non-medical and non-pharmacological
interventions in the years between 2013 and 2018. Some key meta-reviews and
systematic reviews published between 2008 and 2013 were also included. Specific
searches were also conducted to aim to identify interventions and literature relating
to the social and emotional wellbeing of young carers, CALD carers and Aboriginal
and Torres Strait Islander carers. Academic literature was selected after a review of
titles and/or abstract and after meeting the additional inclusion criteria of referring to
interventions conducted within Australia, New Zealand, Canada, the USA, the UK,
Europe and preferably peer reviewed. Citation searches through Google scholar and
reference list searches of key texts were also undertaken (details in Appendix A).

A search of ‘grey literature’, reports published by organisations and government
agencies and departments, was also conducted focusing on key carer, mental
health, disability and ageing organisations and relevant government agencies.

Other literature which contained one or more of the following elements was also
identified and reviewed when it contributed to understanding about what works to
support carers’ social and emotional needs regarding:

e providing evidence relating to social and emotional needs and wellbeing of

carers

e describing issues relating to the social and emotional needs and wellbeing of
carers

e outlining measures to assess the social and emotional needs or wellbeing of
carers

Assessing the quality of the evidence

This rapid literature review draws primarily on meta reviews and systematic reviews
that have assessed the quality of evidence from evaluations according to a range of
rigorous criteria®. Such studies assess for quality, robustness and reliability of
evidence. Studies often focused on quantitative outcome measures over time or
compared carers’ outcomes to some form of control or comparison group who did
not receive the intervention. Qualitative studies in the form of narrative reviews,
literature reviews and grey literature reports from key stakeholders that provided
other insights into the issues and what works to improve the social and emotional
wellbeing of carers have also been included.

1 For example criteria used in the Database of Abstracts of Reviews (DARE), PRISMA and Cochrane
Collaboration.
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Analysis and Synthesis: Bringing the findings together

There is an extensive literature on carers’ social and emotional wellbeing across the
disciplines of medicine, public health, psychology and social sciences. Studies have
employed a wide range of quantitative and qualitative methods and outcomes and
findings are not always comparable. The following elements of interventions were
considered in the analysis of the different studies:

e outcome/s measured in the intervention (e.g. mental health, coping and
social wellbeing)

e target group for the intervention (based on characteristics of carer or person
being cared for or both)

e what is provided as the intervention (e.g. education, counselling, support
groups and/or practical support)

e who provided the intervention (e.g. peer support, professionals and/or
volunteers)
how the support was provided (e.g. group, individually or online)

e where the support was provided (settings) (e.g.at home, hospitals, clinics,
professional office or social meeting point)

¢ at what point in the caring journey the support was provided (e.g. onset of
condition or event, sustaining care or relinquishing care)

¢ why the intervention should help: underlying theory of change or explanatory
mechanism (e.g. stress theory, cognitive appraisal, coping styles theories)
study design: (e.g. changes over time or a comparison group)

e any evidence of improvement in social and emotional wellbeing (measures
used, qualitative evidence)

e any evidence of short and/or long-term effects (e.g. length of intervention
and follow-up)

The findings were then grouped by broad types of interventions and summarised.

1.3 Policy context

Programs to support carers’ social and emotional wellbeing are framed by the
context of shifting policies and support service arrangements for carers, people with
disability and older people in Australia. The key recent policy changes include the
introduction of the Integrated Carer Support Service (ICSS), the National Disability
Insurance Scheme (NDIS) and My Aged Care.

The Integrated Carer Support Service (ICSS), developed by the Department of
Social Services (DSS), will provide ten services commencing through the Carer
Gateway from October 2018 and through Regional Delivery Partners (RDPs) in
September 2019. The ICSS Draft Support Framework (DSS 2018a) and ICSS
Service Blueprint (DSS 2018b) indicate that these services will include:

e Carer Support Planning (needs assessment and development of Action
Plan). Carers’ needs will be assessed and monitored using the Carers Star™
that covers the following domains:

Health — e.g. current health status and impact of caring role on physical health.
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The caring role — e.g. challenges and support needs, services and networks of
support.

Managing at home — e.g. managing day to day tasks and suitability of home.

Time for yourself — e.g. time to attend to own needs, time with family and friends,
hobbies and interests.

How you feel — e.g. impact on mental health, support from family and friends,
relationships stress and strain

Finances — e.g. income support and impact of caring on financial situation

Work — e.g. employment status, volunteer work and study, support from employers,
impact of care on employment, support to return to work (DSS 2018a: 12-13).

o Digital Counselling in the form of multiple one-hour sessions will be provided
‘for carers experiencing difficulties with anxiety, stress depression and low
mood’ (DSS 2018b: 28. Services will be prioritised on the basis of
assessment of ‘safety to them and others followed by the level of carer
strain’ (DSS 2018b: 28).

e In-Person Counselling of up to six sessions will be available for ‘carers
experiencing difficulties with anxiety, stress depression and low mood’ (DSS
2018b: 32). Access to the services will be prioritised on the basis of ‘carer
strain level and safety factors such as risk of self-harm and harm to others’
(DSS 2018b: 32).

¢ Online Education will provide ‘information and courses to help carers in their
caring role’ (DSS 2018b: 20).

e Carer Coaching will support ‘carers to acquire skills and resilience’ for their
role (DSS 2018b: 20). Coaching will be delivered face-to-face and online,
with face-to-face services prioritised on the basis of ‘safety to them and
others followed by the level of carer strain’ (DSS, 2018b: 29).

e Online Peer Support will provide an online forum to connect carers to peers
(DSS 2018b: 20).

e In-Person Peer Support will be a facilitated forum to connect carers to peers
(DSS 2018b: 20).

e Carer Directed Support will encompass practical support, such as planned
respite, cooking and assistance with transport. Support will be in the form of
One-Off Support to the value of $1500 or Carer Directed Packages to the
value of $3,000 over a 12-month period (DSS 2018b: 33).

e Young Carer Bursary Program provides funds to support young carers in
greatest need of study (DSS 2018b: 20).

e Emergency Respite Care will be available for unplanned situations (DSS
2018b: 34).

Depending on the level of resources available, the ICSS could potentially provide an
important mechanism to identify carers’ social and emotional needs as well as
support for carers to maintain their social and emotional wellbeing.

The National Disability Insurance Scheme (NDIS) provides individual packages of
‘reasonable and necessary supports’ to people under the age of 65 years with a
‘significant and permanent’ disability2. The NDIS commenced its full roll-out in 2016
and is still in the transition phase. Carers can be involved in the planning of

2 https://www.ndis.gov.au/about-us/what-ndis.html
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supports, obtaining referrals, and funding that assists in sustaining the caring
relationship may be provided by the NDIS3.

Support for older Australians is provided through the Home Care Packages (HCP)
and the Commonwealth Home Support Programme (CHSP). HCPs are individual
packages of support provided at four different levels based on an assessment of
need by an Aged Care Assessment Team (ACAT)*. CHSP provides a lower level of
support for older people who are ineligible for the HCP®. A range of practical and
allied health supports and respite services are available through these programmes.

Support and interventions for carers’ social and emotional wellbeing are also framed
by mental health and wellbeing policies and by carer specific legislation and policies
at the national and state level including:

¢ NSW Mental Health Commission:

o Living Well: Putting people at the centre of mental health reform
in NSW

o Living Well: A Strategic Plan for Mental Health in NSW 2014-
2024

e Fifth National Mental Health and Suicide Prevention Plan

¢ National Strategic Framework for Aboriginal and Torres Strait Islander
Peoples’ Mental Health and Social and Emotional Wellbeing 2017-2023

e Carer Recognition Act 2010 (Cth)
e NSW Carers (Recognition) Act 2010
e NSW Carers Strategy 2014-2019

Evidence of solutions and support for carers’ social and emotional wellbeing need to
be considered within this policy context.

3 https://www.ndis.gov.au/families-carers/family-supports.html

4 https://agedcare.health.gov.au/sites/g/files/net1426/f/documents/06_2018/your-guide-to-home-care-
packages-services-may-2018.pdf

5 https://www.myagedcare.gov.au/help-home/commonwealth-home-support-programme/accessing-
commonwealth-home-support-programme
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2 Frameworks

2.1 Social and emotional wellbeing

Social and emotional wellbeing is closely related to the concept of mental health.
The World Health Organisation (WHO) defines mental health as:

a state of well-being in which an individual realizes his or her own abilities,
can cope with the normal stresses of life, can work productively and is able to
make a contribution to his or her community.®

The term ‘social and emotional wellbeing’ has been explored within broad
philosophical notions of wellbeing and used in narrow applied approaches to
empirical measurement in specific contexts (Hamilton and Redmond 2010; AIHW
2012).

Social and emotional wellbeing is a result of meeting social and emotional needs
and reducing distress arising from unmet needs in other domains (see, for example,
discussion in Fitch 2008). Developed in the context of supportive care practices for
patients with cancer, Fitch (2008) distinguishes between different types of needs for
patients and carers in the Supportive Care Framework: physical, informational,
emotional, psychological, social, spiritual and practical. This framework has been
used in the context of changes in needs arising from a cancer diagnosis and
treatment and may have broader relevance to other care situations. This framework
provides the following descriptions of needs:

e social needs: needs related to family relationships, community acceptance
and involvement in relationships

¢ emotional needs: needs for a sense of comfort, belonging, understanding
and reassurance in times of stress and upset

e psychological needs: needs related to the ability to cope with the iliness
experience and its consequences (Fitch 2008:9).

In the Australian context, the AIHW has discussed social and emotional wellbeing in
relation to children with a view to developing headline indicators:

Broadly, social and emotional wellbeing refers to the way a person thinks and
feels about themselves and others. It includes being able to adapt and deal
with daily challenges (resilience and coping skills) while leading a fulfilling
life. Hence, there is an emphasis on the behavioural and emotional strengths
of children, as well as how they respond to adversity. Many of the
characteristics or attributes of social and emotional wellbeing follow a
developmental pathway, and age-appropriateness is therefore a key factor in
measurement (Denham et al. 2009; Humphrey et al. 2010). Cultural
background is also an important consideration in measurement, due to

6 http://www.who.int/news-room/fact-sheets/detail/mental-health-strengthening-our-response
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differences in social norms and values between cultural groups (Hamilton &
Redmond 2010) (AIHW 2012:8).

The concepts of coping and resilience are linked to social and emotional wellbeing
as elements contributing to carers’ wellbeing. The concept of coping refers to:

‘thoughts and acts’ that carers bring to solving problems and thereby
reducing stress. These coping strategies are usually classified as emotion-
focused, and problem-focused; and approach or avoidance (Henwood et al.
2017: 60, based on the research of Lazarus and Folkman 1984).

The idea of resilience refers to ‘the capacity to cope, adapt and grow in the face of
stress or adversity’ (NSW Mental Health Commission, 2014:10). It is a term used in
many disciplines and a comprehensive definition refers to resources, as well as
individual responses, across the life course:

Resilience is the process of effectively negotiating, adapting to, or managing
significant sources of stress or trauma. Assets and resources within the
individual, their life and environment facilitate this capacity for adaptation and
‘bouncing back’ in the face of adversity. Across the life course, the
experience of resilience will vary (Windle 2011: 163).

One study identified the following characteristics of resilient carers:

e [stay] positive in the face of care demands and actively maintain and
preserves their relationship and loved one’s former self.

e have access to and use services such as respite care and may actively
engage with innovative schemes that aim to ‘give back’ to others in similar
situations.

e are knowledgeable and well supported by family but especially friends, with
whom they share this knowledge

e [have] support group friends [who] share emotional and practical advice and
reassurance that may help the carer manage their role better.

(Donnellan, Bennett, & Soulsby, 2015: 938 in Henwood 2017:63).

The Social Care Institute for Excellence (2015:5) outlines nine elements of
wellbeing: ‘personal dignity; physical and mental health and emotional wellbeing;
protection from abuse or neglect; control by the individual over their day-to-day life;
participation in work, education, training or recreation; social and economic
wellbeing; domestic, family and personal domains; suitability of the individual's
accommodation; and the individual’s contribution to society’ in their guidance around
eligibility determination in the UK Care Act 2014 legislation. The range of
descriptions of social and emotional needs and wellbeing highlight the broad range
of components that support carers’ social and emotional wellbeing.

In Australia, the concept of social and emotional wellbeing has also been employed
in the National Strategic Framework for Aboriginal and Torres Strait Islander
Peoples’ Mental Health and Social and Emotional Wellbeing 2017-2023 to outline a
broad concept of wellbeing:
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In broad terms, social and emotional wellbeing is the foundation for physical

and mental health for Aboriginal and Torres Strait Islander peoples. It is a

holistic concept which results from a network of relationships between

individuals, family, kin and community. It also recognises the importance of

connection to land, culture, spirituality and ancestry, and how these affect the

individual.

... amodel of social and emotional wellbeing with seven overlapping
domains is proposed including: body; mind and emotions; family and kin;

community; culture; country; and spirituality and ancestors (Commonwealth
of Australia, 2017:12).

Day and Francisco note that this broad concept of social and emotional wellbeing

can encompass the range of adverse experiences that may affect people from

Aboriginal and Torres Strait Islander cultural backgrounds and has been measured
in studies examining ‘psychological distress, impact of psychological distress, life
stressors, discrimination, anger, removal from natural family, cultural identification

and positive wellbeing’ (2013: 351).

2.2 Assessing social and emotional wellbeing

outcomes

In the intervention literature, a wide range of concepts and systems of classification
are used in the assessment of carers’ social and emotional wellbeing outcomes. For
example, Thomas et al. (2017) broadly group outcome measures as follows:

Broad outcomes

Specific outcomes

Mental health, psychological
wellbeing

Depression, anxiety, self-efficacy, psychological
distress, caregiver distress, grief, pre and post-
bereavement outcomes, insomnia, social dysfunction,
somatic symptoms, mood

Carer burden and stress

Burden, stress and strain, stress and burden, perceived

stress, stress or distress, caregiver burden, pre-
bereavement burden, family burden

Coping

Coping skills, coping strategies (including problem-
solving and reduction of ineffective coping, such as
avoidance and denial), caregiving competence;
perceived affective and confidant support, ability to
achieve previously set objectives; confidence in
caregiving skills; and control of worry, loneliness and
reliance on support systems

Wellbeing and Quality of life

Quality of life, social isolation, social support needs,
caregiving experience, sleep quality, marital-family
relationships, social functioning and ability to perform
activities of daily living, positive aspects of caregiving

Satisfaction

Carer satisfaction, satisfaction with care, evaluation
satisfaction, intervention satisfaction, pre and post-

bereavement satisfaction with care, satisfaction with
services
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Many measures that have been used to assess the social and emotional wellbeing
of carers are standard tools to assess anxiety, stress, or depression in the general
population and thus provide a basis for comparison between carers and non-carers,
as well as before and after interventions. Australian and international research also
contains measures that have been developed specifically to assess carers’ needs
and wellbeing, which explore specific domains. Examples include:

Carers Star™

Carer’s Assessment of Satisfaction Index

Carer’s Assessment of Managing Index

Carer Well-Being and Support Questionnaire

Carer Well-being Scale

Positive Aspects of Caregiving

Positive and Negative Outcomes of Caring Scales Young carers (PANOC-
Y20)

(Henwood et al. 2017; Cunningham et al. 2018; Dow et al. 2018; Carers
NSW 2018; DSS 2018; Becker et al. 2008).

Further examples of some of the measures used to assess outcomes in the table
above are listed in Appendix B.
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3 Issues and concerns

3.1 Effects of caring

Australian and international research has documented the positive and negative
aspects of caring and identified mixed effects. Studies have found that carers report
positive aspects of caring, such as companionship, fulfilment, enjoyment and
satisfaction, as well as the negative effects on psychological health, such as
depression, anxiety and burden (Bauer and Souza-Poza 2015; Brimblecombe et al.
2018).

A key study in Australia in 2007 identified carers as having ‘the lowest collective
wellbeing of any group we have yet identified’ (Cummins et al. 2007:vi)’. This study
used the Personal Wellbeing Index (PWI) to assess carer wellbeing across ‘seven
aspects of personal life — health, personal relationships, safety, standard of living,
achieving in life, community connectedness, and future security’ (Cummins et al.
2007:vi). The finding of relatively low wellbeing among carers using this measure
has been confirmed in recent surveys of carers conducted by Carers NSW in 2014,
2016 and 2018 (Carers NSW, 2014, 2016a, 2016b and 2018)2. In 2018, carers living
in NSW responding to this survey reported the lowest level of wellbeing for the
domains of health, achieving in life and future security (Carers NSW 2018a).

The most comprehensive nationally representative survey of carers in Australia is
the Australian Bureau of Statistics’ (ABS) Survey of Disability, Ageing and Carers
(SDAC). The SDAC contains an assessment of psychological distress using the
Kessler 10 (K10) measure. Compared to non-carers, carers were more likely to
report high and very high levels of distress (Carers NSW 2018a:29). Based on the
SDAC data for 2015, one in four (26.5%) primary carers had ‘high or very high levels
of psychological distress’ (ABS, 2015 in Broady and Aggar 2017:5).

The SDAC also contains data on the effect of the caring role on the emotional
wellbeing of primary carers®. Nearly three quarters of primary carers (72.2%)
reported that they were not satisfied due to the caring role (ABS 2014: Table 24).
Around one in ten (11.2%) carers frequently felt angry or resentful due to the caring
role or had been diagnosed with a stress-related illness due to the caring role

7 Carers in this study were recruited through Carers Associations member databases and may not be
representative of the general carer population.

8 It should be noted that the Carers NSW surveys are ‘not representative of the wider NSW carer
population’.... The surveys use convenience sampling and are ‘likely to over-represent carers who
identify as carers and already have contacts with supports and service’ (Carers NSW 2018a:9).

9 The ABS defines a primary carer as: ‘a person who provides the most informal assistance, in terms of
help or supervision, to a person with one or more disabilities, with one or more of the core activities of
mobility, self-care or communication’.
http://www.abs.gov.au/AUSSTATS/abs@.nsf/Latestproducts/4436.0Glossary12012?0opendocument&ta
bname=Notes&prodno=4436.0&issue=2012&num=&view=
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(10.3%) (ABS 2014: Table 24). Just over one quarter of primary carers reported that
they had their sleep interrupted frequently (25.3%) or frequently felt worried or
depressed (27%), and around one third (35.6%) frequently felt weary or lacked
energy due to the caring role (ABS 2014: Table 24). Women who were primary
carers reported higher rates on all negative effects of caring on psychological
wellbeing than male primary carers (ABS 2014: Table 24). Among male and female
carers, those caring for longer hours (40 or more hours per week) also reported
more negative effects (ABS 2014: Table 24). Co-resident primary carers, caring for
people with profound core activity limitations or for care recipients aged under 15
years also generally reported relatively high rates of negative effects (ABS 2014:
Tables 26 and 27).

The Australian Longitudinal Study of Women’s Health (ALSWH) is a nationally
representative study that records a broad range of health data for three cohorts of
women. For the two younger cohorts (born between 1946-51 and 1973-78), the data
generally shows that carers living with the person they cared for had higher levels of
perceived stress, anxiety and depression than other carers and non-carers (Tooth et
al. 2018). In contrast, no significant differences between carers and non-carers on
the measures of anxiety and depression were noted for the older cohort born
between 1921-26 (Tooth et al. 2018). The ALSWH data also showed that co-
resident carers in the younger cohorts had more visits to GPs and higher numbers
of prescriptions filled than other carers and non-carers (Tooth et al. 2018).

Surveys of carers conducted by carers organisations in Australia have described
isolation and emotional burden, with up to half of carers surveyed believing that their
mental health had been negatively affected by caring, and 40% reporting a need for
mental health support (Carers NSW 2016a).

International research has also emphasised the impact of caring on carers’
psychological wellbeing. In research examining the experiences of people aged 50
years and older in Europe, carers were found to have poorer mental health than
non-caregivers and the effect was greater for older and retired carers (Hiel et al.
2015). A survey by Carers UK found 72% of carers reported that they had suffered
mental ill health as a result of caring (Carers UK 2018). In Europe, carer advocacy
organisations have highlighted that:

The psychological burden on carers is immense; carers must deal with
financial pressures as well as the burden of new diagnoses of those they are
caring for. This can lead to anticipatory grief and stress, amongst other
psychological issues (European Cancer Patient Coalition and Eurocarers,
2017:9).
The impact of caring on carers’ mental health may be particularly acute for some
carers. A study examining the ALSWH data identified that middle-aged female
carers were slightly more likely than their non-carer peers (7.1% vs 5.7%) to report
that in the last week they had felt that life was not worth living (O’Dwyer et al. 2014).
Carers reporting suicidal thoughts scored lower on a range of psychosocial variables
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and multivariate models identified that ‘social support, mental health, carer
satisfaction and depression’ were factors significantly associated with reporting
suicidal thoughts (O’Dwyer et al. 2014: 377). The authors suggest that future
research could explore the factors that contribute to carer dissatisfaction, as one
‘potentially modifiable risk factor’, and could also examine this issue for male carers
(O’'Dwyer et al. 2014: 378).

As well as mental and psychological health issues, numerous studies have identified
negative impacts and changing aspects for carers’ social needs and social
wellbeing, such as relationships and social networks (Keating and Eales, 2017),
social exclusion (Greenwood et al. 2018) and social participation (Nay et al. 2015).

Carer organisation surveys have identified that higher scores on social support are
associated with better outcomes for wellbeing and psychological distress and the
identification of more positive aspects of caregiving (Carers NSW 2016b). Changes
in relationships for carers may reduce that social support. In Australia, around one
third (35%) of primary carers reported that they had lost touch or changed their
circle of friends, a similar proportion (34%) indicated that family relationships had
become strained or lacking in time together, and nearly one in five (18%) carers
reported strains in the relationship with people they cared for (ABS 2008: 39). A UK
carer organisation survey found that over half (53%) of the carers were concerned
about the impact of caring on their relationship with the person they care for, and
61% were worried about the impact their caring role would have on relationships
with friends/family over the next year (Carers UK 2015c).

UK research has highlighted issues of social isolation and loneliness. Carers
responding to carer organisation surveys in the UK indicated that 83% felt lonely or
socially isolated as a result of their caring responsibilities and 57% lost touch with
friends and family (Carers UK 2015b). Among older carers, only one in four (24%)
reported that they are able to spend their time as they want and 61% do not have
time to do enough of the things they enjoy (Carers UK 2015a). Carers who reported
that they had reached breaking point as a result of caring were twice as likely as
other carers to say that they were socially isolated due to being unable to leave the
house and were more likely to have experienced depression as a result of caring
(Carers UK 2015b).

Reasons for loneliness among carers included:

not being comfortable talking about caring with their friends (32%)
not having time to spend on social activities (48%)

not being able to afford to participate in social activities (31%)

not being able to get out of the house much (49%)

Carers UK 2017).

~

Social isolation and social exclusion can also occur as a result of a lack of
understanding and stigma related to the illness of the person being cared for, such
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as dementia, HIV/AIDS, mental illness and intellectual disabilities (Keating and
Eales 2017; Greenwood et al. 2018).

3.2 Effects of caring over time

Studies examining longitudinal data have also examined the effects of caring over
time on carers’ mental health. In Australia, carers’ mental health declined over time
if they cared for long hours, with women who combined high levels of care (over 20
hours per week) with employment experiencing significant declines after 2 years,
and men with high level care roles experiencing mental health declines after 4 years
(Kenny et al. 2014). In the UK, women who were long-term (more than three years)
or intermittent carers had small increases in levels of psychological distress
compared to women who were not carers, but no effect was found for men (Lacey et
al. 2018). In a study of 10 European countries, (including countries with different
types of support services, such as Sweden and Spain), carers reported more
depressive symptoms than non-carers, and co-resident carers experienced a
decline in their mental health after taking on the caring role across most countries in
the analysis (Kaschowitz and Brandt 2017).

3.3 Specific concerns: groups and risk factors

Research has also examined which groups of carers may be most affected by
caring. In Australia, carer organisation surveys have highlighted that groups at
greatest risk of poor wellbeing as measured by the PWI and the K10 include: carers
with a long-term iliness or disability themselves, those who had been caring for
longer, those providing more hours of care per week, female carers, younger carers,
those receiving government financial assistance, Aboriginal and Torres Strait
Islander carers, and those living outside Greater Sydney (Carers NSW 2016a).
Carers from CALD backgrounds reported higher levels of psychological distress and
less social support, but also more positive aspects of caring (Carers NSW 2014).

Young carers aged up to 25 years face specific issues relating to their social and
emotional needs and wellbeing. Many young carers support parents who have an
illness or disability. They may experience worry and suppress the expression of their
own needs as a result of the changes in their family life stemming from the illness or
disability; they may experience anxiety, guilt, shame and embarrassment, and
effects on their social and school lives (Chikhradze et al. 2017). Stigma, bullying and
harassment can be a particular problem for young carers at school and among their
peers (Chikhradze et al. 2017). Young carers are also likely to take on more
practical tasks around the house than their non-carer peers, such as cooking,
cleaning and looking after younger siblings (Cass et al. 2011). Data from the ABS
Census of Population and Housing show that young carers report that they spend
more time compared to non-carers their age in domestic tasks (Cass et al. 2011).
While young carers report a range of positive experiences of caring, such as pride,
satisfaction, skills and a sense of perspective, their caring role also impacts on their
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use of time, social activities and their own physical and mental health (Cass et al.
2011).

Research about social and emotional wellbeing in the general population of
Aboriginal and Torres Strait Islander peoples provides a context for understanding
the wellbeing of carers in these communities. Day and Francisco report findings
from the National Aboriginal and Torres Strait Islander Health Survey 2004-05 which
show that just over ‘one quarter (27%) of the sample Aboriginal and Torres Strait
Islander adults reported experiencing high levels of psychological distress’
(2013:351). Findings on other aspects of wellbeing showed that:

e fourin 10 people reported they had experienced, or knew someone who had
experienced, the death of a family member or friend in the last year;

e nearly one-third (28%) reported serious iliness or disability;

¢ one-fifth (20%) reported alcohol-related issues (Day and Francisco
2013:351).

Day and Francisco (2013) also note that research in Australia has shown that:

¢ life expectancy was seventeen years shorter than for non-Indigenous
Australians; and

o despite poorer health, Aboriginal and Torres Strait Islander adults were
unlikely to seek healthcare due to factors including, but not limited to, cost,
transport, cultural barriers and lack of services.

One study identified social disadvantages stemming from marginalisation and
discrimination from colonisation as some of the underlying causes of the rates of
psychological distress for Aboriginal and Torres Strait Islander peoples being double
that of non-Indigenous peoples (McNamara et al. 2018). A study of carers of
Aboriginal children with a disability highlighted psychological stress generated by
behavioural problems amidst other stressors and the experiences of ‘sleep
deprivation, worry, frustration, anger, and grief’ and negative impacts on
relationships and social participation (di Giancomo et al. 2017:4-7).

Internationally, studies have highlighted different effects for some groups of carers:

e Older carers were more likely than older non-carers to report feeling anxious
or depressed, especially if they were providing high levels of care (Carers
UK 2015a).

e Male carers were 1.6 times more likely to have lower quality of life than
female carers in Ireland (Care Alliance Ireland 2015).

e Anincrease in depressive symptoms was found among married men and
women and single men aged 50-64 years caring for mothers (but not single
women) in the USA (Coe and Van Houtven 2009).

e Higher levels of care (more than 10 hours per week) were associated with
negative effects on mental health and higher psychiatric symptom scores
(Smith et al. 2014).
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Factors affecting the social and emotional wellbeing of carers identified in the
literature include:

e The quality of relationships between carer and person cared for have a
significant impact on the experience of caregiving burden and caregiver
satisfaction and was greater than the ‘objective difficulty or severity of caring
demands’ (lecovich 2011 in Henwood et al. 2017). The relationship can also
be affected by the motivation of carers (Kaschowitz and Brandt 2017).

¢ Respite care can reduce the feeling of burden through allowing carers to
connect with their other identities (De la Cuesta-Benjumea, 2011 in
Henwood et al. 2017).

e An external rather than internal Locus of Control for carers can increase
carer burden (Bruvik, Ulstein, Ranhoff, & Engedal, 2013 in Henwood et al.
2017).

¢ Financial resources can have an impact as carers are more likely to be in
receipt of income support and have lower levels of income than non-carers
(ABS 2016: Table 36.3). Research by carer organisations also indicates that
carers in receipt of income support have lower wellbeing as measured by the
PWI (Carers NSW 2016b). While further research is required on the impact
of financial stress on carers’ social and emotional wellbeing, research has
shown that carers were more likely to report financial disadvantage than non-
carers on a range of measures that identified relatively low income, relatively
high housing costs, perceptions of oneself as poor and financial stress (Hill
et al. 2011). Carers who had been caring for two years rather than one year
were also more likely to perceive themselves as poor (Hill et al. 2011).

3.4 Supports for carers

To support their social and emotional wellbeing, carers reported needs for more
information and accessible, affordable services providing practical and emotional
support (Carers NSW 2016a, 2016b; Care Alliance Ireland 2015; National Alliance
for Caregiving 2015; Carers UK 2015b, 2017).

In Australia, the introduction of new systems of individually funded support packages
for aged and disability care, and the new model for carer support, has changed the
landscape for the delivery of support services. As noted above, services with a
specific focus on carers’ needs commenced in October 2018 through the Carers
Gateway, with the full roll-out of the Integrated Carer Support Service (ICSS) in
2019. The ICSS will focus on providing carers with ‘early-intervention, prevention
and skill building supports to improve carers’ well-being and long-term outcomes’*°,
and includes some practical support.

Research by carer organisations has reported on the experiences of carers in the
transition to the NDIS and My Aged Care. Some carers have reported that
accessing aged care and disability services for the person they care for has had
positive outcomes for their wellbeing. In the carer organisation surveys, most carers

10 https://www.dss.gov.au/disability-and-carers/carers/integrated-carer-support-service-model
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engaging with aged care services have indicated that they were included in decision
making in the process of accessing services, but less than half (43%) reported that
their needs were part of the conversation (Carers NSW 2018a). Some carers
indicated that the service provided had enabled them to take a break (51%) or look
after their own health (40%) (Carers NSW 2018a). The NDIS commenced its full roll-
out in 2016. Recent surveys of carers have indicated that most (72%) were included
in the planning process, but only 38% were asked about their own needs, 40% felt
the NDIS services enabled them to take a break, and 30% agreed that the services
enabled them to look after their own health (Carers NSW 2018a). In other situations,
however, older people and people with disability and their carers may be missing out
on support services due to eligibility criteria, delays in receiving packages and lack
of appropriate support to access a package and lack of an adequate package of
support (Carers NSW 2018b). The extent to which the new service systems are
meeting the needs of, and improving the wellbeing of, carers and the people they
care for, needs to be monitored over time.
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4 What works to support carers’ social and
emotional wellbeing?

4.1 Overview

A number of broad reviews of carer support interventions have provided the basis
for identifying key issues when assessing the evidence about what works to support
carers’ social and emotional wellbeing (Victor 2009; Parker et al. 2010; Gilhooly et
al. 2016; Thomas et al. 2017; Broady and Aggar 2017; Brimblecombe et al. 2018;
Dalton et al. 2018; Zarit 2018). The evidence discussed below primarily draws on
these reviews and more recent rigorous reviews that focus on specific types of
interventions. Where relevant, findings from grey literature studies have also been
included.

The majority of reviews focus on interventions aimed at carers of different care
recipient conditions rather than the characteristics of carers. The reviews have
different ways of categorising and classifying interventions with some focusing on
different types of outcomes (mental health, coping, depression anxiety) and others
on the types of interventions (e.g. respite and technological). This review provides a
summary of some of the key findings by type of intervention classified under the
headings below. It should be noted that interventions are not consistently classified
across all studies and often contain multiple components across these categories.

Respite care/replacement care

Education and training and psychoeducation
Counselling/psychosocial interventions/therapy
Support groups

Practical help in the home

Physical exercise

Technological interventions

Many reviews emphasised the diversity of carers’ situations and outcomes in the
studies and that there is no “one size fits all’ approach (Thomas et al. 2017). As will
be discussed further below, a number of reviews argued for adaptable
multicomponent interventions comprising combinations of approaches and tailored
to the carers’ needs (Gilhooly et al. 2016; Broady and Aggar 2017; Thomas et al.
2017; Brimblecombe et al. 2018; Dalton et al. 2018; Zarit 2018). It should be noted
that the time constraints of a rapid literature review mean that there will inevitably be
gaps in the comprehensiveness of studies selected in each area and some
important programs and studies may not be included if they have not yet been part
of a major review.
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4.2 Respite care/replacement care

The aim of respite care is to provide alternative care so that carers can have a break
from their caring role, which in turn may reduce stress associated with caregiving
(Maayan et al. 2014). Respite care should also provide a ‘positive and meaningful
experience’ for the person being cared for (ADHC 2011:3). Studies have found that
carers report satisfaction with respite and that it enables them to get a rest and
engage in other activities, including social activities (Victor 2009; Henwood et al.
2017; Thomas et al. 2017; Brimblecombe et al. 2018). Studies have identified mixed
effects for different types of respite care for carers of people with dementia, with
evidence of reductions in carer burden and social isolation for day care centres and
reductions in caregiver burden for residential respite (Tretteteig et al. 2016;
Vandepitte et al. 2016). However, negative effects, such as greater stress after the
respite period, were also identified (Vandepitte et al. 2016; Broady and Aggar 2017).
Key factors in the use of respite were quality and flexibility (Tretteteig et al. 2016;
Broady and Aggar 2017). A study of respite care for parents with children with
Autism Spectrum Disorder also found both positive and negative effects on stress
and suggested that accessibility, adequacy and quality of respite services may be
factors affecting carers’ outcomes (Whitmore 2016). Further research is needed on
the effectiveness of in-home and community respite (Vandepitte et al. 2016).

Overall, many reviews have commented on the ‘paradox’ of the evidence of carer
satisfaction but lack of evidence of improved social and emotional wellbeing
outcomes in relation to respite care (e.g. Thomas et al. 2017; Brimblecombe et al.
2018). In reviewing the evidence, researchers have called for better quality studies
that use both qualitative and quantitative methods (Thomas et al. 2017; Dalton et al.
2018; Brimblecombe et al. 2018). The evidence about the effect of respite on social
and emotional wellbeing is thus inconclusive and further high-quality research is
needed (Parker et al. 2010; Maayan et al. 2014; Thomas et al. 2017; Brimblecombe
et al. 2018). Carers in Australia consistently report that they would like to access
more respite services suggesting that they perceive benefits (Carers NSW 2016b).
Findings from a broad consultation about respite services across NSW indicated
that key principles underpinning good respite included that: the services are person-
centred, promote self-determination in decision making, are flexible to meet
changing needs, focus on early intervention, responsive to needs of the carer and
the person with disability, are age appropriate and are provided in ways that are
culturally competent (ADHC 2011:3-4).

4.3 Education and training and psychoeducation

Education and training programs can assist carers’ social and emotional wellbeing
through the provision of skills and information to assist them in managing their
caring role (Victor 2009). One review found that educational interventions that
focused on teaching skills relevant to dementia carers had moderate effects on
reducing burden for carers of people with dementia and a small effect on depression
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(Jensen et al. 2015; Thomas et al. 2017; Dalton et al. 2018; Brimblecombe et al.
2018). Interdisciplinary education combined with support was also found to be
effective in reducing carer burden for carers of people with dementia (Marim et al.
2013; in Thomas et al. 2017; Dalton et al. 2018). A systematic review of educational
interventions that provided information on the progression of the disease for carers
of people with dementia found evidence that these interventions may improve
knowledge, and reduce depression, carer burden and stress (Lee et al. 2017).
Evaluated interventions for education and training related to manual handling were
not identified in this literature review, although a need for such support has been
identified in the Australian context (e.g. Thomas et al. 2016), and specific programs
may have been implemented and evaluated but are not yet part of systematic
reviews.

The term ‘psychoeducation’ encompasses a wide range of interventions in the
literature, often combining education with ‘the development of problem-solving
coping strategies’ (Gilhooly et al. 2016:6). A review examining a range of such
interventions found that psychoeducational elements were effective in improving
psychological wellbeing for carers (Gilhooly et al. 2016). Effectiveness in improving
carer wellbeing was also found in family psychoeducational programs for carers of
people with major depressive illness, comprising information, ‘problem solving,
communication and coping skills and enhancement of social support' (Brady et al.
2017:245). Results for effectiveness were, however, mixed with another review,
which found no effects of psychoeducation on the wellbeing of siblings caring for
people with mental illness (Sin et al. 2015). Broady and Aggar’s (2017) review of
studies also concluded that the evidence for psychoeducation is ‘somewhat
inconclusive’ but noted that studies had indicated that such approaches were able to
be developed and tailored for specific cultural groups (Chua and Pachana 2016, in
Broady and Aggar 2017).

4.4 Counselling/ psychosocial interventions/therapy

Counselling and psychosacial interventions encompass multiple approaches to
providing carer support that operate through a range of mechanisms including ‘the
provision of information; development of coping skills, stress management and
relaxation techniques; emotional processes such as having the chance to express
oneself and to feel valued; and the exchange of social support’ (Victor 2009:7).
Counselling can be delivered through different methods and modalities, such as
Cognitive Behavioural Therapy (CBT), strengths-based approaches and
mindfulness programs (Carers NSW 2017). Cognitive reframing, as one component
of CBT was found to be effective as part of individualised multicomponent
interventions in reducing anxiety, depression and stress in carers (Vernooij-Dassen
et al. 2011 in Thomas et al. 2017:57; Piersol et al. 2017; Dalton et al. 2018). A
number of primary studies have reported positive effects of CBT and that it can be
helpful for carers from culturally and linguistically diverse backgrounds (Carers NSW
2017). However, a review of studies of carers of cancer patients found ‘negligible’
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effects of CBT on mastery, psychological wellbeing, interpersonal wellbeing or
quality of life (O'Toole et al. 2017:434).

Mindfulness approaches employ practice in ‘nonjudgmental, moment-to-moment
awareness, and attention in the present moment, with acceptance and nonreactive
responses to current thoughts and emotions’ (Rayan and Ahmad 2017:324).
Reviews have found some evidence that mindfulness-based interventions (MBIs)
reduced parenting and psychological distress for parents of children with disabilities
(Rayan and Ahmad 2017); improved carer mental health and reduced stress and
burden for carers of people with Alzheimer’s disease and related major
neurocognitive disorders (Piersol et al. 2017); reduced depression, perceived stress
and improved mental health quality of life for carers of people with dementia, but
had no effect on carer burden or anxiety (Liu et al. 2017); and reduced stress,
depression and anxiety for carers of people with various conditions (Li et al. 2016).
Another review by Jaffray et al. (2016) for effectiveness of mindfulness for informal
palliative caregivers did not find as robust effects but did report some reductions in
depression and caregiver burden as well as increased quality of life.

Psychosocial interventions ‘address the development of emotion-focused coping
strategies’ (Gilhooly et al. 2016:6). Effectiveness for psychosocial interventions was
reported for improving carers’ psychological wellbeing (Gilhooly et al. 2016) and
quality of life (Waldron et al. 2013 in Thomas et al. 2017; Dalton et al. 2018), and
reduced psychological distress for a couples-based intervention (Regan 2012 in
Thomas et al. 2017; Dalton et al. 2018). Computer-mediated psychosocial
interventions were also found to reduce anxiety, burden and stress, and depression
for dementia carers (McKechnie et al. 2014). Mixed evidence was found for
psychosocial interventions in a review by Dickinson et al. (2017:31), who indicated
that the most effective interventions contained both ‘an educational component and
a therapeutic component’.

More broadly the meta-review by Thomas et al. 2017 (also Dalton et al. 2018) found
evidence that:

e Counselling was found to improve quality of life and relationship functioning
for carers of people with cancer (Regan et al 2012 in Thomas et al 2017) and
family functioning for carers of people who have had strokes (Cheng et al.
2014 in Thomas et al. 2017; Dalton et al. 2018).

e Telephone counselling reduced depression for carers of people with
dementia (Lins et al. in Thomas et al. 2017; Dalton et al. 2018).

¢ Meditation-based interventions reduced depression for carers of people with
dementia (Hurley et al. 2014 in Thomas et al. 2017; Dalton et al. 2018).

o Arttherapy was beneficial for mental health (anxiety, stress and negative
emotions) for carers of people with cancer (Lang and Lim in Thomas et al.
2017; Dalton et al. 2018).
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4.5 Support groups

Support groups provide a way for carers to interact with other people with similar
situations and experiences, share information, discuss problems, share coping
strategies and support each other (Worrall et al. 2018). They can be peer led,
professionally led or a combination of both and can be face-to-face or conducted via
technology, which enables carers to engage from home. The early review by Victor
found evidence that support groups contributed to carer ‘satisfaction, social support,
access to and improved relationships with services, practical support’ and
relationships (2009:60). A review by Chien et al. (2011) found support groups to be
effective in reducing burden and depression for carers of people with dementia (in
Thomas et al. 2017; Dalton et al. 2018). In reviewing studies on the effectiveness of
support groups for carers and people living with mental iliness, Worrall concluded
that there was evidence that they contributed to carer wellbeing and highlighted
factors such as ‘peer leadership, family involvement, professional facilitation or co-
facilitation, and the use of manualized programs’ as positive components of the
programs (2018:91). Parker Oliver et al. (2017) found moderate quality evidence
that internet support groups improved social support and self-efficacy but were not
able to assess effectiveness with regard to caregiver burden. Lee (2015) reviewed
studies of technology-based support groups for dementia carers. They noted issues
about attrition from technology-based support groups and the feasibility of
technology use for older carers and suggested that technology support could be
useful for older carers to enable them to fully participate (Lee 2015).

4.6 Practical help in the home

No specific reviews of practical support in the home were identified among the
reviews of interventions aimed at improving carers’ social and emotional wellbeing
identified in the literature search. However, such practical support may be a part of
multicomponent interventions. One meta review identified that they did not review
studies of ‘generic services such as home care’ but noted that ‘we know from other
research, [that] these services can be crucial in maintaining carers’ physical and
psychological well-being’ (Parker et al. 2010:2). UK studies examining the
effectiveness of carer assessments have also considered the provision of services
as an outcome of these assessments but not the impact of the take-up of services
on carers’ social and emotional wellbeing, although some studies noted that carers
were not satisfied with the services (Victor 2009). The issue of practical help in the
home is relevant for all carers but may be very important for young carers caring for
parents who are more likely than their peers to live in lone parent, low resource
households and take on a greater share of household tasks (Cass et al. 2011).
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4.7 Physical exercise

Physical activity interventions are based in preventative health approaches that aim
to enhance psychological, as well as physical, health through physical exercise
(Lambert et al. 2016). Three reviews examined the effect of these interventions on
carers’ psychosocial outcomes (Loi et al. 2014; Ortega et al. 2014; and Lambert
2016). Limited evidence was found for a program of low to moderate supervised
aerobic exercise or endurance training to reduce carer burden for dementia carers
(Ortega et al. 2014), and physical activity interventions were found to reduce carer
stress, depression and burden for female carers aged 60 and over (Loi et al. 2014).
A more extensive review examined the effects of physical activity interventions on
both the carer and care recipients and included activities such as yoga, walking,
meditation, strength training, stretching, gardening, housework, stair climbing and
dancing in group and home-based exercise settings (Lambert et al. 2016). The
findings showed that interventions had positive effects on carers’ psychological
distress, ‘wellbeing, quality of life, sleep quality, physical activity levels and self-
efficacy for caregiving or exercise and readiness for exercise’ (Lambert et al.
2016:907-8). The research to date for these interventions is mainly with small
sample sizes and not high quality and so further rigorous evidence would be
required to draw conclusion about their effectiveness.

4.8 Technological interventions

Brimblecombe et al. (2018) suggest that interventions using technology that could
potentially support carers’ social and emotional wellbeing can be broadly divided
into two groups: those that use assistive technology to support the care recipient
(providing reminders, enhancing security and safety, and enabling more
independent living) and those that are focused on the carer in the form of
information and support provided through technological mechanisms. Carers whose
responsibilities make leaving home difficult or who live in rural and regional areas
may find that support provided through the phone, internet or a mobile device can
reduce social isolation and facilitate support for their caring role (Broady and Aggar
2017).

Few recent reviews of high-quality studies on the effectiveness of assistive
technologies that related to the wellbeing of carers were identified. One study found
assistive technologies to be effective for parents with children with disabilities in
supporting carers in the tasks of mobility, self-care and social functioning and in
improving children’s emotional states, which in turn affected the carers’
psychological wellbeing (Nicholson et al. 2012). A wide range of reviews examined
effectiveness of different types of assistive technology for the person being cared for
but none reporting on the effects on carer wellbeing were identified. Additional
research may be able to locate high-quality single studies of assistive technological
interventions and their impact on carers’ social and emotional wellbeing.
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Numerous recent reviews of the effectiveness of information and communication
technological (ICT) interventions on carers’ wellbeing have been conducted with
positive, although mixed results. A review of web-based health interventions for
family caregivers of elderly individuals predominantly targeted at dementia carers,
but also including carers of people who had experienced stroke, cancer, diabetes
and frailty, found mixed results and reported consistent reductions in carer burden,
self-efficacy and depression (Wasilewski et al. 2017). These authors also noted that
use of web-based interventions declined over time, which may need to be
addressed in future programs. Touchscreen interventions for people with dementia
and their carers were found to reduce perceived carer burden and improved
relationship quality (Tyack and Camic 2017). Andersson et al. (2017) reviewed a
range of information and communication technology interventions for working carers
of older family members and found that telecare interventions, focusing on the older
person’s independence, reduced burden and perceived burden. Web-based
interventions with multiple components were found in some cases to reduce carer
stress, while a study examining the use of distance communication technology and
assistive technology to support the older person’s independence found that carers
were interrupted less at work and so reduced their work-care stress (Andersson et
al. 2017). A review by Ruggiano et al. (2017) of internet-based interventions for
dementia carers identified reduced depression and anxiety in some studies but no
effects on carer skills or self-efficacy.

Brimblecombe et al. conclude that the reviews of the technological interventions find
that ‘overall there is some evidence for improved health and wellbeing of carers,
again particularly if part of a broader package of services and support’ (2018:33).
The literature to date also suggests that not all aspects of technological
interventions are positive (Brimblecombe et al. 2018) and technological interventions
also require that carers have access to technology, the skills to use it effectively and
the motivation to engage with it for the duration of an intervention (Zheng et al. 2016
in Broady and Aggar 2017; Wasilewski et al. 2017). Technology was also viewed as
potentially being cost effective means for interventions, although few rigorous
studies have been conducted (Brimblecombe et al. 2018).

4.9 Evidence for “what works”

A consistent theme in the reviews is that, despite the extensive research in many
cases, the overall evidence about effectiveness is inconclusive, and it is not possible
to say what definitely works to support carers’ social and emotional wellbeing, but it
is possible to point towards potentially effective interventions or combinations of
interventions and some evidence of positive outcomes (Victor 2009; Parker et al.
2010; Lopez-Hartmann et al. 2012; Piccenna et al. 2014; Gilhooly et al. 2016;
Thomas et al. 2017; Broady and Aggar 2017; Brimblecombe et al. 2018; Dalton et
al. 2018; Zarit 2018).
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A key reason for the inconclusive findings is both the extensiveness and the nature
of the available evidence. Concerns identified in the literature included the diversity
and incomparability of studies, the quality of the evidence assessed in the reviews
and the design and focus of interventions, particularly issues relating to:

e small sample sizes in many of the primary studies (Parker et al. 2010 in
Dalton et al. 2018)

¢ lack of theory-based interventions or a description of explanatory
mechanisms for how an intervention might work (Victor 2009; Parker et al.
2010; Thomas et al. 2017; Dalton et al. 2018)

e whether the outcome measures used were the most relevant to the people
receiving the intervention (Parker et al. 2010; Dalton et al. 2018:196; Zarit
2018)

¢ the extent to which interventions actually measure the effects of programs
(e.g. whether carers do apply the skills they have learnt and whether this
results in decreased problems and lower stress (Zarit 2018))

e study designs: whether it is possible to define a good control or comparison
group given the diversity of carers’ situations (Thomas et al. 2017; Dalton et
al. 2018)

¢ the challenge of attributing changes in outcomes to one aspect of the
intervention in multicomponent interventions (Thomas et al. 2017; Dalton et
al. 2018)

¢ the time period of interventions and evaluations: whether the intervention
itself is designed for long-term support and assesses the effects over time at
the initial phase of intervention and some follow-up point (Zarit 2018)

e the lack of analysis of the cost effectiveness of interventions (Victor 2009;
Parker et al. 2010; Thomas et al. 2017; Dalton et al. 2018; Brimblecombe et
al. 2018).

Most interventions have focused on outcomes for carers grouped by the condition of
the care recipients, with fewer looking at groups based on the characteristics of
carers themselves. Some have focused on outcomes for the carer dyad - both the
carer and the person being cared for (Thomas et al. 2017) and others have
considered the relationships between carers and formal care workers or health
professionals.

Carers consulted about the review of the intervention research by Thomas et al.
(2017) noted that:

carers of people with different conditions experience different caring
experiences and trajectories. Thus, what might be useful and effective for
one sort of carer might not be useful or effective for another. Similarly, what
might be useful and effective at one stage in the trajectory might not be
useful or effective at another stage...

... variations in caring situations and across carers made it difficult to see
that a single intervention could be the ‘answer’ in supporting carers. Rather,
as one put it, ‘because of the complexities of the situations there is unlikely to
be a one size fits all that will be right at any one time’'... a ‘pick-and-mix’
approach, whereby various support options were on offer, would be the ideal.
(Thomas et al. 2017: xxv/74)
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These views of carers reflect the views of researchers that interventions offering a
range of components that could be used at different points in time may be beneficial
(Gilhooly et al. 2016; Broady and Aggar 2017; Thomas et al. 2017; Dalton et al.
2018; Brimblecombe et al. 2018; Zarit 2018).

Other important themes in the research on the effectiveness of carer support refer to
the availability, accessibility and comprehensiveness of support and whether it
reflects what carers want (Thomas et al. 2017; Carers NSW 2014, 2016a in Broady
and Aggar 2017). The research shows that carers also strongly value support for the
person being cared for (Thomas et al. 2017; Broady and Aggar 2017; Zarit 2018). It
is suggested that in designing interventions to support carers’ social and emotional
wellbeing, it is important to:

...go back to basics by having discussions with caregivers about what they
need and want. We have incorporated person-centered perspectives in our
views of individuals with dementia and other health problems. We ought to
take similar approaches with family caregivers.

This effort should involve more than a checklist in order to capture a full
range of possible responses. Caregivers need to be engaged in a
conversation that gives them the opportunity to reflect on their circumstances
(Zarit 2018:719).

While the research highlights some interventions that have the potential to be
effective, it also cautions that more good quality research is needed to confirm
effectiveness. It has been noted that carers often report satisfaction with
interventions but that there is less robust evidence of changes in outcomes for
carers’ social and emotional wellbeing (Kavalieratos et al. 2016 in Broady and
Aggar), particularly in relation to respite (Victor 2009; Thomas et al. 2017).
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5 Evidence and issues for carer cohorts

5.1 Young carers

To date, no systematic or meta reviews have been identified that focused explicitly
on evaluations of effectiveness of interventions for all young carers’ social and
emotional wellbeing, although they may have participated in other interventions
targeted at carers of people with specific conditions. One recent review of individual-
level interventions focusing on the mental health and wellbeing of vulnerable
adolescents aged 10-24 years found no rigorous evaluations of studies on young
carers (Vojt et al. 2018). One review focused on the effectiveness of
psychoeducation for siblings of people with severe mental illness but did not find
sufficient evidence to draw conclusions (Sin et al. 2015).

Research has discussed the needs and outcomes for young people caring for
parents with a mental illness (Reupert and Maybery 2016). These studies have
identified a range of needs for these young carers including: positive emotional
connection with the family; respite for children who provide care; support and
recognition from family, schools and health professionals; information and
knowledge about their parent’s illness; ‘open and honest communication’ with their
families; ‘opportunities for emotional expression’; peer support and support from
networks; and crisis plans (Reupert and Maybery 2016:103-4). One review of
community-based interventions of children caring for parents with a serious mental
illness found that the ‘evidence was lacking’ for clinical effectiveness of interventions
and recommended that better quality research needed to be undertaken, including
child-centred intervention design and outcome measures (Bee et al. 2014: viii).
Other studies have highlighted single evaluations rather than a broad review of
evidence. One Dutch study reported on an evaluation of an expert facilitated peer
support program for children aged 8-12 years and found effects for reducing
negative cognitions and seeking social support (van Santvoort et al. 2014). Other
interventions have targeted the parent or the whole family using CBT or skill building
through coaching (Reupert and Maybery 2016). Researchers have also called for
more ‘culturally sensitive and/or targeted interventions’ in this field (Reupert and
Maybery 2016:108).

No rigorous reviews were identified that looked at services for young carers more
broadly, which may assist young carers who have additional household
responsibilities. More generally, studies have looked at the aims of services
designed to support young carers. An Australian study outlined a framework to
assess the goals of services, their effectiveness and the extent to which they were
focused on ‘assisting young people who provide care; mitigating the care-giving
responsibility; and preventing the entrenchment of a young person's caring role’
(Purcal et al. 2012: 788). This study highlighted key elements of a preventative
approach that included:
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e age appropriate, flexible services tailored to individual and family needs

e inter-agency co-operation and coordination to streamline referrals

o akey worker or case management approach to develop trust over time and
maintain communication

e awhole-of-school approach to recognize the needs of the young person

¢ awhole-of-health-services approach to identify and support young carers,
[which] needs to occur in a very timely manner to provide health or disability
services to the family member requiring them

e awhole-of-family approach, where young carers are supported in the
context of the family but their need for time away from the family is also
recognised (Purcal et al. 2012: 802).

5.2 Carers aged 25 to 60 years

Carers of working age encompass a diverse range of carers who are caring for
children with disability, their spouses and/or their parents. The different types of
carers will be likely to have different needs, which will also be affected by the
specific condition of the person receiving care. Many of the findings discussed in
Section 4 about the various interventions that are effective for different groups of
carers will have direct relevance to the support that carers in this age group may find
effective to maintain their social and emotional wellbeing.

Specific concerns that were not so comprehensively addressed in the literature
discussed in this review relate to parents of children with disability, ‘sandwich carers’
(carers caring for children and their ageing parents), and the effects of balancing
work and care on social and emotional wellbeing.

Carers caring for children under 15 years of age reported relatively high levels of
negative effects of caring on emotional wellbeing in the SDAC (ABS 2014). A
number of reviews focused on the needs of parents with children with disabilities
(e.g. Whitmore 2016; Rosenberg et al. 2013; Lindo 2015). Such interventions
sometimes incorporated parenting skills as components of the intervention.

Carers in this age group are also negotiating employment and care roles. Carers
have been found to report higher work-to-life interference than people with no care
responsibilities (Carers NSW 2016b), which may impact on their social and
emotional wellbeing. The evidence suggests that some technological interventions
that foster the independence of the person cared for can reduce the burden and
stresses of managing work and care (Andersson et al. 2017). A study in the UK also
suggested that services to support carers, including home care, personal assistants,
day care, meals, and short-term breaks, are associated with carers remaining
employed (Pickard et al. 2018). This study found that receipt of services enabled
carers to feel less anxious about the person being cared for while they were at work
due to the replacement care and receiving help with practical tasks also enabled
them to continue to remain in employment (Pickard et al. 2018).
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5.3 Older carers

Older carers are often caring for spouses and adult children. Milne and
Hatzidimitriadou highlight that older carers are likely to provide care ‘within the
context of a long-term relationship ... and having health problems of their own’
(2003 in Henwood et al 2017: 39) and are likely to be caring for people with ‘more
complex health needs’ (Henwood et al 2017: 41). Such factors may impact on their
social and emotional wellbeing. Social isolation and the impact of changes in
relationship between spouses can be key issues affecting older carers (Henwood et
al. 2017). It is suggested that older carers are ‘relatively invisible in both research
and policy (Henwood et al. 2017:39).

No systematic or meta reviews that specifically focused on older carers were
identified, although many of the reviews on effectiveness of support for dementia,
cancer and palliative carers would be relevant to carers in this age group. Thomas
et al. (2017) outline a wide range of effective interventions for addressing anxiety,
burden, stress and depression in carers of people with dementia and cancer:
cognitive reframing, psychosocial interventions, education interventions, support
groups, meditation-based interventions, art therapy and counselling. The
development of technological interventions requires that older carers are supported
to develop digital literacy to be able to engage with technology, if it is to provide
effective support.

Studies have examined issues for parent carers of adult children with intellectual
disability and mental health issues. These studies have identified issues such as
‘perpetual parenting’ and ‘futures planning’ that may have effects on older carers’
wellbeing (Walker and Hutchinson 2017, 2018). More research is required on what
is effective to support the social and emotional wellbeing of older carers who are
caring for adult children.

5.4 Culturally and linguistically diverse (CALD)
carers

Carers from culturally and linguistically diverse (CALD) backgrounds have been
identified as a group reporting relatively high levels of psychological distress and
lower levels of social support, but also more positive aspects of caring (Carers NSW
2016b). Carers within this group come from diverse and heterogeneous
communities and may have different social and emotional needs that are specific to
their cultural context. Research suggests that key issues to address are information
gaps, language barriers and digital literacy to facilitate access to appropriate
information and support, working with communities to develop solutions (Rees and
McCallum 2018) and addressing the ‘barriers created by implicit and explicit racism
and prejudice’ (Katbamna et al. 2002 in Henwood et al. 2017:44).
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Reviews identified in this study have mainly focused on the issues and needs of
specific groups of carers and the people they care for from CALD, ethnically diverse
or minority backgrounds. No reviews were identified that specifically focused on the
effectiveness of interventions to support these carers’ social and emaotional
wellbeing, although some of the reviews discussed in Section 4 may have included
primary studies with carers from diverse cultural backgrounds. Psychoeducational
and counselling intervention approaches were identified as being adaptable to
different cultural groups (Chua and Pachana, 2016 in Broady and Aggar 2017;
Carers NSW 2017).

5.5 Aboriginal and Torres Strait Islander carers

No systematic reviews of interventions to support the social and emotional wellbeing
of Aboriginal and Torres Strait Islander carers were identified. One study conducted
a systematic review of psychosocial interventions to improve the social and
emotional wellbeing of Aboriginal and Torres Strait Islander peoples generally (Day
and Francisco 2013). The study found that there were only a small number of
programs that have been evaluated and met standard criteria for a systematic
review and that these reported positive outcomes. The authors suggest that it is
important to not only consider the evidence that exists about program outcomes, but
also understand how and why particular programs have been successful. They
further suggest that evaluation outcomes could be framed within the concepts of
‘grief and loss ‘and ‘healing’ and note that ‘high levels of social disadvantage have
an impact on service utilisation and outcomes’ (Day and Francisco 2013:350).

One primary study focused on Aboriginal men’s mental health and found that:

e ‘Aboriginal fathers in particular, can greatly benefit from tailored, targeted
and culturally safe support programs and services’ (Kickett-Tucker et al.
2015:5).

e ‘Recognition of Aboriginal men’s needs and mental health issues and
stresses, as well as strength, resilience and centrality to Aboriginal families,
were critical aspects to the program’ (Kickett-Tucker et al. 2015:5).

e ‘Core building blocks to successfully relieving men'’s stress and fostering
their wellbeing are:

e Providing support services that address men’s need for
communication and experience-sharing with other men;

¢ Getting men outdoors and on country, reconnecting with culture; and

¢ Facilitating re-engagement with partners and family’ (Kickett-Tucker
et al. 2015:5).

Drawing on a wide range of sources, a literature review focusing on overcoming
social isolation for Aboriginal and Torres Strait Islander carers recommended a
range of actions to support carers at the individual, group and community and
broader context (e.g. policy) levels. At the individual level, examples of such actions
included culturally appropriate:
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5.6

information and awareness-raising [campaigns] about rights, entitlements
and navigating the system

carer education programs (e.g. lifting techniques, medication management,
relaxation, use of equipment and managing health conditions)

hardcopy and online resources in plain English, pictorial, traditional
languages, large text and Braille formats

face-to-face support groups

carer events (e.g. special days and healing camps)

counselling, brief interventions, family therapy, narrative therapy and art
therapy

primary health interventions

home support services

respite (especially in home)

individual advocacy (Carers Australia 2013:22).

Summary

While there is a vast literature identifying specific issues and concerns for different
socio-demographic groups of carers, few systematic reviews focused on the
characteristics of carers when considering interventions to support carers’ social and
emotional wellbeing outcomes. Further research is required to identify specific
programs that will best support carers of different age groups, CALD carers and
Aboriginal and Torres Strait Islander carers. Carers in these demographic groups

have diverse care situations and may require different types of interventions. Thus,

effective programs may exist but may not have been evaluated yet or be part of
broader reviews.
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6 Conclusion

6.1 Futureresearch

In seeking to identify evidence as to what works to support carers’ social and
emotional wellbeing, this rapid literature review has focused on reviews of studies

that have employed rigorous evaluative methods to assess effectiveness and grey

literature that have highlighted key areas of concern. The literature search revealed

numerous studies and evaluations of interventions for many groups of carers and
given the time constraints of this review, it was not possible to review all studies
comprehensively.

This literature review has highlighted the challenges of identifying what definitely
works for carers to improve their social and emotional wellbeing. However, the
evidence to date suggests that it is possible to point towards potentially effective
interventions or combinations of interventions. Many of the reviews synthesised
evidence from a range of specific studies addressing specific groups of carers.
Identifying specific programs that might be used as models for interventions would
require further research into specific promising programs and their characteristics
that could inform intervention design.

A key issue identified in the literature is that while carers often report satisfaction
with interventions, evidence about changes in social and emotional wellbeing
outcomes is less robust. Careful consideration of the goals, objectives and
measures used in programs and evaluations and the combination of quantitative
and qualitative evidence is warranted.

Problems were also identified with the design, quality and incomparability of studies,

which should be addressed in future research, specifically:

lack of a theory of change

whether it was possible to identify a good control or comparison group
small sample sizes

relevance of outcome measures

whether it was possible attribute change to specific aspects of the
intervention

o the time period of evaluations

o the lack of cost-effectiveness analysis.

While this rapid literature review could not be comprehensive, some gaps in the
research regarding programs and interventions that could be further explored
include the effectiveness of:

e care coordination in promoting carers’ social and emotional wellbeing

advocacy training for carers or support from carer advocates and the extent

to which it enables carers to access appropriate services and support and
improves their social and emotional wellbeing
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e support for transition to non-parental or non-family care for older carers of
adult children

¢ interventions specifically targeting working carers, or carers seeking to return
to employment

e how support for both identifying and accessing appropriate home
modifications may affect carers’ social and emotional wellbeing

e resources that aim to advise and support carers about how to let others
know about their care responsibilities

¢ holistic support programs for family members and networks of carers who
may support a single person, rather than focusing on one carer or the
primary carer

¢ financial literacy, financial counselling and financial capability training and
support for carers

e programs that seek to reduce financial stress and improve carers’ financial
wellbeing and assess the effect of financial stress on carers’ social and
emotional wellbeing.

Further research could also aim to identify specific programs, and also seek to
identify the design and effective elements of interventions, to support social and
emotional wellbeing that are:

e age-relevant and age-appropriate for young carers and older carers
e culturally appropriate for carers from the range of different CALD
communities

e appropriate support for carers in Aboriginal and Torres Strait Islander
communities.

o effective to support parents and working age carers in balancing work and
care commitments.

6.2 Practical policy options

The findings of this review suggest that a range of broad practical policy options
could be explored to support carers’ social and emotional wellbeing. Principles
underpinning the approaches to developing specific support programs could include:

e a ‘pick-and-mix’ approach: provide multicomponent interventions for carers
to use at different points in time

e consultation: have conversations with carers that enable them to reflect
about what they need and want, with a focus on person—centred approaches

e appropriateness: consider whether support is available, accessible,
individualised, flexible, comprehensive and reflects what carers want

e ‘Whole of family/care’ approach: develop programs that include services for
the person being cared for and address the complexity of the care dyad and
networks of care.
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Specific options include:

e ensuring that carers have information about, and access to, flexible,
individualised multicomponent interventions

¢ building on research that has identified preferred types of respite for different
groups of carers and developing well designed and evaluated interventions,
of which emergency and planned respite are key components

¢ identifying effective education and training programs that assist carers to
gain the skills they need to support the caring role

e ensuring that carers have information about and access to multiple forms of
counselling

¢ identifying different groups of carers’ needs and preferences for support
groups and ensuring a range of support groups are available through
different modalities

e ensuring carers are able to access adequate support in terms of practical
help in the home, such as cooking, cleaning and transport

e identifying good practice interventions to support carers’ physical health
further research

¢ developing co-design projects with carers and technological innovators that
could facilitate well designed technological components as part of
multicomponent interventions

e ensuring carers have technological skills and support to access interventions
if they wish to do so.

In the context of the changing policy landscape, it is important and timely to monitor
the impact of the ICSS, NDIS and changes in aged care provision on the extent to
which the social and emotional needs of carers are recognised and supported and
the effects of these policy changes on carers’ social and emotional wellbeing
outcomes.

Social Policy Research Centre 2019 37



References

Ageing, Disability and Home Care (ADHC) (2011). New directions for disability
respite services in NSW, NSW Department of Human Services, Sydney.

Andersson, S., Erlingsson, C., Magnusson, L., and Hanson E. (2017). ‘Information
and Communication Technology-Mediated Support for Working Carers of
Older Family Members: An Integrative Literature Review’, International Journal
of Care and Caring, 1(2):247-73. doi:
http://dx.doi.org/10.1332/239788217X14957228181753.

Australian Bureau of Statistics (ABS) (2008). A Profile of Carers in Australia,
Catalgue no: 4448.0, ABS, Canberra.

Australian Bureau of Statistics (ABS) (2014). Caring in the Community 2012,
Catalgue no: 44360D0O001_2012, ABS, Canberra.

Australian Bureau of Statistics (ABS) (2015). Survey of Disability,Ageing and
Carers, TableBuilder. Findings based on use of ABS TableBuilder data.

Australian Bureau of Statistics (ABS) (2016). Disability, Ageing and Carers,
Australia: Summary of Findings, 2015, Catalogue no: 44300D0O030_2015,
ABS, Canberra.

Australian Institute of Health and Welfare (AIHW) (2012). Social and emotional
wellbeing: development of a Children’s Headline Indicator, Catalogue no. PHE
158. AIHW, Canberra.

Bauer, J.M., and Sousa-Poza, A. (2015). ‘Impacts of Informal Caregiving on
Caregiver Employment, Health, and Family’, Journal of Population Ageing,
8(3):113-45. doi: 10.1007/s12062-015-9116-0.

Bee, P., Bower, P., Byford, S., Churchill, R., Calam, R., Stallard, P., Pryimachuk, S.
Berzins, K, Cary M. and Abel, K. (2014). ‘The clinical effectiveness, cost-
effectiveness and acceptability of community-based interventions aimed at
improving or maintaining quality of life in children of parents with serious
mental iliness: A systematic review’, Health Technology Assessment, 18(8).

Brady, P., Kangas,M., and McGill, K. (2017). “'Family Matters": A Systematic
Review of the Evidence for Family Psychoeducation for Major Depressive
Disorder’, Journal of Marital and Family Therapy, 43(2):245-63. doi:
http://dx.doi.org/10.1111/jmft.12204.

Brimblecombe, N., and Fernandez, J., and Knapp, M., and Rehill, A., and
Wittenberg, R., (2018). ‘Review of the international evidence on support for
unpaid carers’, Journal of Long-term Care, 1(1) 25-40.

Broady, T. and Aggar, C. (2017). 'Carer interventions: an overview of service
effectiveness', Journal of Australasian Rehabilitation Nurses' Association, 20
(2):5-11.

Bruvik, F., Ulstein, I., Ranhoff, A., and Engedal, K. (2013). ‘The effect of coping on
the burden in family carers of persons with dementia’, Aging and Mental
Health, 17(8): 973-978.

Care Alliance Ireland (2015). Family Caring in Ireland,
https://www.carealliance.ie/userfiles/file/Family%20Caring%20in%20Ireland%

20Pdf.pdf

Social Policy Research Centre 2019 38


http://dx.doi.org/10.1332/239788217X14957228181753
http://dx.doi.org/10.1111/jmft.12204

Carers Australia (2013). Practical ways to overcome isolation for Aboriginal and
Torres Strait Islander carers, Carers Australia, Canberra.
http://www.carersaustralia.com.au/storage/CA%20Literature%20Review-
Aboriginal%20and%20Torres%20Strait%20Islander%20carers.pdf

Carers NSW (2014). Carer Survey 2014 Main Report, Carers NSW, Sydney.
http://www.carersnsw.org.au/Assets/Files/Carers%20NSW%202014%20Carer
%20Survey%20Main%20Report.pdf

Carers NSW (2016a). 40 Years of Carer Surveys in NSW 1976-2016, Carers NSW,
Sydney.
http://www.carersnsw.org.au/Assets/Files/40%20Y ears%200f%20Carers%20S
urveys%20Nov%0202016.pdf

Carers NSW (2016b). Carer NSW 2016 Survey: Main Report (2016), Carers NSW,
Sydney.
https://www.carersnsw.org.au/Assets/Files/Carers%20NSW%202016%20Care
r%20Survey%20Report.pdf

Carers NSW (2017). Carer Counselling Literature Review, Carers NSW, Sydney.
https://www.carersnsw.org.au/Assets/Files/Carer%20Counselling%20Literatur
€%20Review.pdf

Carers NSW (2018a). Carers NSW 2018 Carer Survey: Summary report, Carers
NSW, Sydney. http://www.carersnsw.org.au/research/survey

Carers NSW (2018b). Project report: Carers of people ineligible for individually
funded support packages in NSW, July 2018, Carers NSW, Sydney

Carers UK (2015a). Caring into later life: The growing pressure on older carers,
Carers UK, London https://www.carersuk.org/caring-into-later-life-report

Carers UK (2015b). Alone and caring: Isolation, loneliness and the impact of caring
on relationships, Carers UK, London https://www.carersuk.org/for-
professionals/policy/policy-library/alone-caring

Carers UK (2015c). State of Caring, Carers UK, London
https://www.carersuk.org/for-professionals/policy/policy.../state-of-caring-2015

Carers UK (2017). The world shrinks: Carer loneliness, Carers UK, London
https://www.carersuk.org/for.../the-world-shrinks-carer-loneliness-research-

report

Carers UK (2018). State of Caring, Carers UK, London
https://www.carersuk.org/for-professionals/policy/policy.../state-of-caring-2018-
2

Cass, B., Brennan, D., Thomson, C., Hill, T., Purcal, C., Hamilton, M., and
Adamson, E. (2011) Young carers: Social policy impacts of the caring
responsibilities of children and young adults, Report prepared for ARC
Linkage Partners, SPRC, Sydney.

Cheng, H.Y., Chair, S.Y., and Pak-Chun Chau, J. (2014). ‘The Effectiveness of
Psychosocial Interventions for Stroke Family Caregivers and Stroke Survivors:
A Systematic Review and Meta-Analysis’, Patient Education and Counseling,
95(1):30-44. doi: http://dx.doi.org/10.1016/].pec.2014.01.005.

Chien, L. Y., Chu, H., Guo, J. L., Liao, Y. M., Chang, L. I., Chen C. H. and Chou,
K.R. (2011). ‘Caregiver Support Groups in Patients with Dementia: A Meta-
Analysis’, International Journal of Geriatric Psychiatry 26(10):1089-98. Doi:
https://dx.doi.org/10.1002/gps.2660.

Social Policy Research Centre 2019 39


http://www.carersnsw.org.au/Assets/Files/Carers%20NSW%202014%20Carer%20Survey%20Main%20Report.pdf
http://www.carersnsw.org.au/Assets/Files/Carers%20NSW%202014%20Carer%20Survey%20Main%20Report.pdf
http://www.carersnsw.org.au/Assets/Files/40%20Years%20of%20Carers%20Surveys%20Nov%202016.pdf
http://www.carersnsw.org.au/Assets/Files/40%20Years%20of%20Carers%20Surveys%20Nov%202016.pdf
https://www.carersnsw.org.au/Assets/Files/Carer%20Counselling%20Literature%20Review.pdf
https://www.carersnsw.org.au/Assets/Files/Carer%20Counselling%20Literature%20Review.pdf
http://www.carersnsw.org.au/research/survey
https://www.carersuk.org/for.../the-world-shrinks-carer-loneliness-research-report
https://www.carersuk.org/for.../the-world-shrinks-carer-loneliness-research-report
https://www.carersuk.org/for-professionals/policy/policy.../state-of-caring-2018-2
https://www.carersuk.org/for-professionals/policy/policy.../state-of-caring-2018-2
http://dx.doi.org/10.1016/j.pec.2014.01.005
https://dx.doi.org/10.1002/gps.2660

Chikhradze, N., Knecht, C., and Metzing, S. (2017). ‘Young carers: growing up with
chronic iliness in the family - a systematic review 2007-2017’, Journal of
Compassionate Health Care, 4(1):1-16. 10.1186/s40639-017-0041-3.

Chua, J., and Pachana, N. A. (2016). ‘Use of a psychoeducational skill training DVD
program to reduce stress in Chinese Australian and Singaporean dementia
caregivers: A pilot study’. Clinical Gerontologist, 39(1), 3—14.
doi:10.1080/07317115.2015.1101634.

Coe, N. B., and Van Houtven, C.H. (2009). ‘Caring for Mom and Neglecting
Yourself? The Health Effects of Caring for an Elderly Parent.” Health
Economics, 18(9):991-1010. doi: doi:10.1002/hec.1512.

Commonwealth of Australia (2017). National Strategic Framework for Aboriginal and
Torres Strait Islander Peoples’ Mental Health and Social and Emotional
Wellbeing, Department of the Prime Minister and Cabinet, Canberra.

Cummins, R., Hughes, J., Tomyn, A., Gibson, A., Woerner. J., and Lai, L. (2007).
The Australian Unity Wellbeing Index, Survey 17.1. The Wellbeing of
Australians-Carer Health and Wellbeing, Deakin University, Australian Unity
and Carers Australia, Melbourne.

Cunningham, N.A, Cunnigham, T.R. and Robertson, J.M (2018) ‘Understanding
and Measuring the Wellbeing of Carers of People With Dementia’,
Gerontologist, 00 (00):1-13.

Dalton, J., Thomas, S., Harden, M., Eastwood, A., and Parker, G. (2018). ‘Updated
Meta-Review of Evidence on Support for Carers’, Journal of Health Services
Research & Policy, 23(3):196-207. doi:
http://dx.doi.org/10.1177/1355819618766559.

Day, A. and Francisco, A. (2013). ‘Social and Emotional Wellbeing in Indigenous
Australians: Identifying Promising Interventions’, Australian and New Zealand
Journal of Public Health, 37(4):350-55. doi: doi:10.1111/1753-6405.12083.

De la Cuesta-Benjumea, C. (2011). ‘Strategies for the relief of burden in advanced
dementia care-giving’, Journal of Advanced Nursing, 67(8):1790-1799.

Denham S.A., Wyatt T.M., Bassett H.H., Echeverria D. and Knox S.S. (2009).
‘Assessing social- emotional development in children from a longitudinal
perspective’, Journal of Epidemiology and Community Health, 63:37-52.

Department of Social Security (DSS) (2018a). Draft Carer Support Framework:
Integrated Carer Support Service (ICSS) DRAFT Version 0.1, 26 October
2018, DSS, Canberra. https://www.dss.gov.au/disability-and-carers-carers-
icss-implementation/carer-support-planning-framework

Department of Social Security (DSS) (2018b). ICSS Service Blueprint Version 1.2
October 2018, DSS, Canberra.
https://www.dss.gov.au/sites/default/files/documents/11 2018/icss-service-
blueprint-version-12.pdf

Dickinson, C., Dow, J., Gibson, G., Hayes, L., Robalino, S., and Robinson, L.
(2017). ‘Psychosocial Intervention for Carers of People with Dementia: What
Components Are Most Effective and When? A Systematic Review of
Systematic Reviews’, International Psychogeriatrics, 29(1):31-43. doi:
http://dx.doi.org/10.1017/S1041610216001447

DiGiacomo, M., Green, A., Delaney, P., Delaney, J., Patradoon-Ho, P., Davidson,
P.M., and Abbott, P. (2017). ‘Experiences and Needs of Carers of Aboriginal

Social Policy Research Centre 2019 40


http://dx.doi.org/10.1177/1355819618766559
https://www.dss.gov.au/disability-and-carers-carers-icss-implementation/carer-support-planning-framework
https://www.dss.gov.au/disability-and-carers-carers-icss-implementation/carer-support-planning-framework
https://www.dss.gov.au/sites/default/files/documents/11_2018/icss-service-blueprint-version-12.pdf
https://www.dss.gov.au/sites/default/files/documents/11_2018/icss-service-blueprint-version-12.pdf
http://dx.doi.org/10.1017/S1041610216001447

Children with a Disability: A Qualitative Study’, BMC Family Practice, 18(1):96.
doi: 10.1186/s12875-017-0668-3.

Donnellan, W., Bennett, K., and Soulsby, L. (2015). ‘What are the factors that
facilitate or hinder resilience in older spousal dementia carers? a qualitative
study’, Aging and Mental Health, 19(10):932-939.

Dow J., Robinson J., Robalino, S., Finch, T., McCaoll, E., and Robinson, L. (2018).
‘How best to assess quality of life in informal carers of people with dementia: A
systematic review of existing outcome measures’, PLOSONE 13(3)
€0193398.https://doi.

European Cancer Patient Coalition and Eurocarers (2017). White paper on cancer
carers: Finding the right societal response to give people with cancer and their
carers a proper quality of life, www.ecpc.org/WhitePaperOnCancerCarers.pdf

Fitch, M. (2015). ‘Supportive Care Framework’, Canadian Oncology Nursing Journal
/ Revue canadienne de soins infirmiers en oncologie, 18(1):9.

Fleming, R., and Sum, S., (2014). ‘Empirical studies on the effectiveness of assistive
technology in the care of people with dementia: a systematic review’, Journal
of Assistive Technologies, 8 (1): 14-34, https://doi.org/10.1108/

Gilhooly, K. J., Gilhooly, M. L., Sullivan, M. P., Mcintyre, A., Wilson,L., Harding, E.,
Woodbridge, R., and Crutch. S. (2016). ‘A Meta-Review of Stress, Coping and
Interventions in Dementia and Dementia Caregiving’, BMC Geriatrics 16:106.
doi: https://dx.doi.org/10.1186/s12877-016-0280-8.

Greenwood, N., Pelone, F., and Hassenkamp, A. M. (2016). ‘General Practice
Based Psychosocial Interventions for Supporting Carers of People with
Dementia or Stroke: A Systematic Review’, BMC Family Practice 17:3. doi:
https://dx.doi.org/10.1186/s12875-015-0399-2.

Greenwood, N., G. Mezey and R. Smith. (2018). ‘Social Exclusion in Adult Informal
Carers: A Systematic Narrative Review of the Experiences of Informal Carers
of People with Dementia and Mental lliness’, Maturitas 112:39-45. doi:
https://dx.doi.org/10.1016/j.maturitas.2018.03.011.

Hamilton, M. and Redmond, G. (2010). Conceptualisation of social and emotional
wellbeing for children and young people, and policy implications: A research
report for the Australian Research Alliance for Children and Youth and the
Australian Institute of Health and Welfare, ARACY and AIHW, Canberra.,

Henwood, M., Larkin M., and Milne, A. (2017). Seeing the Wood for the Trees:
Carer-related research and knowledge: A scoping review, Social Care Institute
of Excellence. http://docs.scie-socialcareonline.org.uk/fulltext/058517.pdf

Heslin, M., Forster, A., Healey, A. and Patel, A. (2016). ‘A Systematic Review of the
Economic Evidence for Interventions for Family Carers of Stroke Patients’,
Clinical Rehabilitation, 30(2):119-33. doi:
http://dx.doi.org/10.1177/0269215515575334

Hiel, L., Beenackers, M.A., Renders,C.M, Robroek, S.J.W, Burdorf, A. and
Croezen, S. (2015). ‘Providing Personal Informal Care to Older European
Adults: Should We Care About the Caregivers' Health?’, Preventive Medicine
70:64-68. doi: https://doi.org/10.1016/j.ypmed.2014.10.028

Hill, T., Thomson, C., and Cass, B. (2011). ‘The Costs of Caring and the Living
Standards of Carers’ Social Policy Research Paper No.43, Australian
Government Department of Families, Housing, Community Services and

Social Policy Research Centre 2019 41


https://dx.doi.org/10.1186/s12877-016-0280-8
https://dx.doi.org/10.1186/s12875-015-0399-2
https://dx.doi.org/10.1016/j.maturitas.2018.03.011
http://dx.doi.org/10.1177/0269215515575334
https://doi.org/10.1016/j.ypmed.2014.10.028

Indigenous Affairs, Canberra.
https://www.dss.gov.au/sites/default/files/documents/05 2012/sprp 43.pdf

Humphrey, N., Kalambouka, A., Wigelsworth, M., Lendrum, A., Lennie, C. and
Farrell, P. (2010). ‘New Beginnings: evaluation of a short social-emotional
intervention for primary-aged children’. Educational Psychology 30(5):513-32.

Hurley, R.V.C., Patterson, T.G., and Cooley, S.J. (2014). ‘Meditation-Based
Interventions for Family Caregivers of People with Dementia: A Review of the
Empirical Literature’, Aging & Mental Health, 18(3):281-88. doi:
http://dx.doi.org/10.1080/13607863.2013.837145.

lecovich, E. (2011). ‘Quality of relationships between care recipients and their
primary caregivers and its effect on caregivers' burden and satisfaction in
Israel’, Journal of Gerontological Social Work, 54(6): 570-591.

Jaffray, L., Bridgman, H., Stephens, M. and Skinner, T. (2016). ‘Evaluating the
Effects of Mindfulness-Based Interventions for Informal Palliative Caregivers:
A Systematic Literature Review’, Palliative Medicine, 30(2):117-31. doi:
http://dx.d0i.org/10.1177/0269216315600331.

Jensen, M., Agbata, I. N., Canavan, M., and McCarthy,G. (2015). ‘Effectiveness of
Educational Interventions for Informal Caregivers of Individuals with Dementia
Residing in the Community: Systematic Review and Meta-Analysis of
Randomised Controlled Trials’, International Journal of Geriatric Psychiatry
30(2):130-43. doi: https://dx.doi.org/10.1002/gps.4208.

Kaschowitz, J. and Brandt, M. (2017). ‘Health Effects of Informal Caregiving across
Europe: A Longitudinal Approach’, Social Science & Medicine, 173:72-80. doi:
https://doi.org/10.1016/j.socscimed.2016.11.036.

Katbamna, S., Ahmad, W., Bhakta, P., Baker, R.,and Parker, G. (2002). ‘Supporting
South Asian carers and those they care for: the role of the primary health care
team’. The British Journal Of General Practice: The Journal Of The Royal
College Of General Practitioners, 52(477): 300-305.

Kavalieratos, D., Corbelli, J., Zhang, D., Dionne-Odom, J.N., Ernecoff, N.C.,
Hanmer, J., P. Hoydich, Z., Ikejiani, D.Z., Klein-Fedyshin, M., Zimmermann,
C., Morton, S.C., Arnold, R.M., Heller, L. and Schenker. Y. (2016).
‘Association between Palliative Care and Patient and Caregiver Outcomes: A
Systematic Review and Meta-Analysis’, JAMA 316(20):2104-14. doi:
https://dx.doi.org/10.1001/jama.2016.16840.

Keating, N., and Eales, J. (2017). ‘Social Consequences of Family Care of Adults: A
Scoping Review’, International Journal of Care and Caring, 1(2):153-73.

Kenny, P., King, M.T., and Hall, J. (2014). ‘The Physical Functioning and Mental
Health of Informal Carers: Evidence of Care-Giving Impacts from an Australian
Population-Based Cohort’, Health & Social Care in the Community, 22(6):646-
59. doi: doi:10.1111/hsc.12136.

Kickett-Tucker, C., Nilson,C., Bessarab,D., Dodd, J., Scrine, C., Hunt, K., and
Mudham, P. (2015). Maambart Maam For Maali Moort Wellbeing Pilot
Program Report, Pindi Pindi Centre for Research Excellence In Aboriginal
Wellbeing, Perth. https://www.beyondblue.org.au/docs/default-
source/research-project-files/maambart-maam-for-maali-moort-wellbeing-pilot-
program-final-report.pdf?sfvrsn=9a6a45ea 2

Social Policy Research Centre 2019 42


http://dx.doi.org/10.1080/13607863.2013.837145
http://dx.doi.org/10.1177/0269216315600331
https://dx.doi.org/10.1002/gps.4208
https://doi.org/10.1016/j.socscimed.2016.11.036
https://dx.doi.org/10.1001/jama.2016.16840
https://www.beyondblue.org.au/docs/default-source/research-project-files/maambart-maam-for-maali-moort-wellbeing-pilot-program-final-report.pdf?sfvrsn=9a6a45ea_2
https://www.beyondblue.org.au/docs/default-source/research-project-files/maambart-maam-for-maali-moort-wellbeing-pilot-program-final-report.pdf?sfvrsn=9a6a45ea_2
https://www.beyondblue.org.au/docs/default-source/research-project-files/maambart-maam-for-maali-moort-wellbeing-pilot-program-final-report.pdf?sfvrsn=9a6a45ea_2

Lacey, R.E., McMunn, A., and Webb, E. (2018). ‘Informal Caregiving Patterns and
Trajectories of Psychological Distress in the UK Household Longitudinal
Study’, Psychological Medicine:1-9. doi: 10.1017/S0033291718002222.

Lambert, S. D., Duncan, L. R., Kapellas, S., Bruson, A. M., Myrand, M., Santa Mina,
D., Culos-Reed, N. and Lambrou. A. (2016). ‘A Descriptive Systematic Review
of Physical Activity Interventions for Caregivers: Effects on Caregivers' and
Care Recipients' Psychosocial Outcomes, Physical Activity Levels, and
Physical Health’, Annals of Behavioral Medicine, 50(6):907-19.

Lang D. and Lim L.C. (2014). Effects of art therapy for family caregivers of cancer
patients: a systematic review'. JBI Database System Reviews and
Implementation Reports 12(4):374-94. https://doi.org/10.11124/jbisrir-2014-
1096

Lazarus, R. S., and Folkman, S. (1984). Stress, appraisal, and coping, Springer,
New York.

Lee, C.Y., Moore K., Candy, B. and Sampson L. (2017). ‘Educational interventions
for improving knowledge of dementia progression and the mental health of
family carers: A systematic review’, BMJ Supportive and Palliative Care, 7:
A368

Lee, E. (2015). ‘Do Technology-Based Support Groups Reduce Care Burden among
Dementia Caregivers? A Review’, Journal of Evidence-Informed Social Work,
12(5):474-87. doi: https://dx.doi.org/10.1080/15433714.2014.930362.

Leung, P., Orgeta, V. and Orrell. M. (2017). ‘The Effects on Carer Well-Being of
Carer Involvement in Cognition-Based Interventions for People with Dementia:
A Systematic Review and Meta-Analysis’, International Journal of Geriatric
Psychiatry, 32(4):372-85. doi: https://dx.doi.org/10.1002/gps.4654.

Li, G., Yuan, H. and Zhang, W. (2016). ‘The Effects of Mindfulness-Based Stress
Reduction for Family Caregivers: Systematic Review’, Archives of Psychiatric
Nursing, 30(2):292. doi: http://dx.doi.org/10.1016/{.apnu.2015.08.014.

Lindo, E. J., Kliemann, K.R., Combes, B.H. and Frank. J. (2016). ‘Managing Stress
Levels of Parents of Children with Developmental Disabilities: A Meta-Analytic
Review of Interventions’, Family Relations 65(1):207-24. doi:
http://dx.doi.org/10.1111/fare.12185.

Lins S., Hayder-Beichel D., Rucker G., Motschall E., Antes G., Meyer G., and
Langer G.(2014) ‘Efficacy and experiences of telephone counselling for
informal carers of people with dementia’. Cochrane Database Systematic
Reviews 2014;Issue 9: Art No.:CD009126.
http://dx.doi.org/10.1002/14651858.CD009126.pub2

Liu, Z., Chen, Q. L., and Sun, Y. Y. (2017). ‘Mindfulness Training for Psychological
Stress in Family Caregivers of Persons with Dementia: A Systematic Review
and Meta-Analysis of Randomized Controlled Trials,” Clinical Interventions In
Aging, 12:1521-29. doi: https://dx.doi.org/10.2147/CIA.S146213.

Loi, S. M., Dow, B., Ames, D., Moore, K., Hill, K., Russell, M. and Lautenschlager,
N. (2014). ‘Physical Activity in Caregivers: What Are the Psychological
Benefits?’, Archives of Gerontology & Geriatrics, 59(2):204-10. doi:
https://dx.doi.org/10.1016/j.archger.2014.04.001.

Lopez-Hartmann, M., Wens, J., Verhoeven, V., and Remmen, R. (2012). ‘The
effect of caregiver support interventions for informal caregivers of community-

Social Policy Research Centre 2019 43


https://ccme.osu.edu/WebCastsFiles/562The%20Management%20of%20Stress%20-%202.pdf
https://dx.doi.org/10.1080/15433714.2014.930362
https://dx.doi.org/10.1002/gps.4654
http://dx.doi.org/10.1016/j.apnu.2015.08.014
http://dx.doi.org/10.1111/fare.12185
https://dx.doi.org/10.2147/CIA.S146213
https://dx.doi.org/10.1016/j.archger.2014.04.001

dwelling frail elderly: a systematic review'. International Journal of Integrated
Care, 12(20) 1-12.

Maayan, N., Soares-Weiser, K. and Lee, H. (2014). ‘Respite Care for People with
Dementia and Their Carers’, Cochrane Database of Systematic Reviews
(1):CD004396. doi: https://dx.doi.org/10.1002/14651858.CD004396.pub3.

Marim C.M., Silva V., Taminato M. and Barbosa D.A. (2013). ‘Effectiveness of
educational programs on reducing the burden of caregivers of elderly
individuals with dementia: a systematic review’. Revista Latino Americana de
Enfermagem, 21:267-75. https://doi.org/10.1590/S0104-11692013000700033

McKechnie, V., Barker, C. and Stott, J. (2014). ‘Effectiveness of Computer-
Mediated Interventions for Informal Carers of People with Dementia-a
Systematic Review’, International Psychogeriatrics, 26(10):1619-37. doi:
https://dx.doi.org/10.1017/S1041610214001045.

McNamara, B. J., Banks, E., Gubhaju, L., Joshy, G., Williamson, A., Raphael, B.
and Eades, S. (2018). ‘Factors Relating to High Psychological Distress in
Indigenous Australians and Their Contribution to Indigenous—Non-Indigenous
Disparities’, Australian and New Zealand Journal of Public Health 42(2):145-
52. doi: doi:10.1111/1753-6405.12766.

Milne, A., and Hatzidimitriadou, E. (2003). ‘The 'Caring in later life' report : a
secondary analysis of the 1995 General Household Survey’, Quality in Ageing,
3(3), 3-15.

National Alliance for Caregiving (2015). Caregiving in the U.S.
https://www.caregiving.org/caregiving2015/

Nay, R., Bauer, M., Fetherstonhaugh, D., Moyle,W., Tarzia, L., and McAuliffe, L.
(2015). ‘Saocial Participation and Family Carers of People Living with Dementia
in Australia’, Health & Social Care in the Community, 23(5):550-58. doi:
doi:10.1111/hsc.12163.

Nicolson, A., Moir, L. and Millsteed, J. (2012). ‘Impact of assistive technology on
family caregivers of children with physical disabilities: a systematic review’,
Disability and Rehabilitation: Assistive Technology, 7:5, 345-349, DOI:
10.3109/17483107.2012.667194

NSW Mental Health Commission (2014). Living Well: A Strategic Plan for Mental
Health in NSW. NSW Mental Health Commission, Sydney.

O’Dwyer S., Moyle W., Pachana N., Sung B. and Barrett S. (2014). ‘Feeling that life
is not worth living (death thoughts) among middle-aged, Australian women
providing unpaid care’. Maturitas, 77(4): 375-379.

Orgeta, V. and Miranda-Castillo, C. (2014). ‘Does Physical Activity Reduce Burden
in Carers of People with Dementia? A Literature Review’, International Journal
of Geriatric Psychiatry 29(8):771-83.

O'Toole, M. S., Zachariae, R., Renna, M. E. , Mennin, D. S. and Applebaum, A.
(2017). ‘Cognitive Behavioral Therapies for Informal Caregivers of Patients
with Cancer and Cancer Survivors: A Systematic Review and Meta-Analysis’,
Psycho-Oncology 26(4):428-37. doi: https://dx.doi.org/10.1002/pon.4144.

Parker, G., Arksey, H., and Harden, M. (2010). Meta-review of International
Evidence on Interventions to Support Carers. Centre for Reviews and
Dissemination, University of York. http://eprints.whiterose.ac.uk/73552/

Social Policy Research Centre 2019 44


https://dx.doi.org/10.1002/14651858.CD004396.pub3
https://dx.doi.org/10.1017/S1041610214001045
https://www.caregiving.org/caregiving2015/
https://dx.doi.org/10.1002/pon.4144

Parker Oliver, D., Patil, S., Benson, J. J. , Gage, A., Washington, K., Kruse, R. L.
and Demiris,G. (2017). ‘The Effect of Internet Group Support for Caregivers on
Social Support, Self-Efficacy, and Caregiver Burden: A Meta-Analysis’,
Telemedicine Journal & E-Health 23(8):621-29. doi:
https://dx.doi.org/10.1089/tmj.2016.0183.

Piccenna L., Pattuwage, Gruen R.L., and Bragge P. (2014). Briefing document:
Optimising support for informal carers of the long-term disabled to enhance
resilience and sustainability. Melbourne, Australia: NTRI Forum, September
2014.

Pickard, L,. Brimblecombe, N., King, D., and Knapp, M. (2018). ‘Replacement Care’
for Working Carers? A Longitudinal Study in England, 2013-15’, Social Policy
& Administration,52(3): 690-709. doi:10.1111/spol.12345.

Piersol, C. V., Canton, K., Connor. S. E., Giller, I., Lipman, S. and Sager, S. (2017).
‘Effectiveness of Interventions for Caregivers of People with Alzheimer's
Disease and Related Major Neurocognitive Disorders: A Systematic Review’,
The American journal of occupational therapy: official publication of the
American Occupational Therapy Association 71(5):p1-7105180020. doi:
http://dx.doi.org/10.5014/aj0t.2017.027581

Purcal, C., Hamilton M., Thomson, C. and Cass, B. (2012). ‘From Assistance to
Prevention: Categorizing Young Carer Support Services in Australia, and
International Implications’, Social Policy & Administration 46(7):788-806. doi:
10.1111/j.1467-9515.2011.00816.x.

Rayan, A. and Ahmad, M. (2018). ‘Mindfulness and Parenting Distress among
Parents of Children with Disabilities: A Literature Review’, Perspectives in
Psychiatric Care 54(2):324-30. doi: doi:10.1111/ppc.12217.

Rees, K. and McCallum, J. (2018). Dealing with Diversity: Aged care services for
new and emerging communities. National Seniors, Brisbane.

Regan T.W., Lambert S.D., Girgis A., Kelly B., Kayser K., and Turner J. (2012). ‘Do
couple-based interventions make a difference for couples affected by cancer?
A systematic review'. BMC Cancer, 12:279. http://dx.doi.org/10.1186/1471-
2407-12-279

Reupert, A. and Maybery, D. (2016). ‘What do we know about familieswhere parents
have a mental illness? A systematic review’, Child & Youth Services, 37(2):98-
111.DOI: 10.1080/0145935X.2016.110403

Rosenberg, A. R., Baker, K. S., Syrjala, K. L., Back A. L. and Wolfe, J. (2013).
‘Promoting Resilience among Parents and Caregivers of Children with
Cancer’, Journal of Palliative Medicine 16(6):645-52. doi:
https://dx.doi.org/10.1089/jpm.2012.0494.

Ruggiano, N. E., Brown, L., Li, J. and Scaccianoce, M. (2018). ‘Rural Dementia
Caregivers and Technology: What Is the Evidence?’, Research in
Gerontological Nursing 11(4):216-24. doi: http://dx.doi.org/10.3928/19404921-
20180628-04

Sin J., Jordan C.D., Barley E.A., Henderson C., and Norman I. (2015).
‘Psychoeducation for siblings of people with severe mental iliness’, Cochrane
Database of Systematic Reviews, Issue 5. Art. No.: CD010540. DOI:
10.1002/14651858.CD010540.pub2.

Smith, L., Onwumere, J., Craig, T., McManus, S., Bebbington, P. and Kuipers, E.
(2014). ‘Mental and Physical lliness in Caregivers: Results from an English

Social Policy Research Centre 2019 45


https://dx.doi.org/10.1089/tmj.2016.0183
http://dx.doi.org/10.5014/ajot.2017.027581
https://dx.doi.org/10.1089/jpm.2012.0494
http://dx.doi.org/10.3928/19404921-20180628-04
http://dx.doi.org/10.3928/19404921-20180628-04

National Survey Sample’, British Journal of Psychiatry 205(3):197-203. doi:
10.1192/bjp.bp.112.125369.

Thomas, K.E., Broady T.R., and James, C.L (2016). ‘Exploring manual handling
practices by informal carers’, International Journal of Therapy and
Rehabilitation 23(7): 305-313.

Thomas S., Dalton J., Harden M., Eastwood A., and Parker G. (2017). ‘Updated
meta-review of evidence on support for carers’, Health Services and Delivery
Research: 5 (12).

Tooth L., Loxton D., Chan H., Coombe J., Dobson A., Hockey R., Townsend N.,
Byles J. and Mishra G. (2018) From child care to elder care: Findings from the
Australian Longitudinal Study on Women'’s Health. Report prepared for the
Australian Government Department of Health, May 2018.

Tretteteig, S., Vatne, S., and Mork Rokstad, A.M. (2016). ‘The Influence of Day Care
Centres for People with Dementia on Family Caregivers: An Integrative
Review of the Literature’, Aging & Mental Health 20(5):450-62. doi:
http://dx.doi.org/10.1080/13607863.2015.1023765.

Tyack, C. and Camic, P.M. (2017). ‘Touchscreen Interventions and the Well-Being
of People with Dementia and Caregivers: A Systematic Review’, International
Psychogeriatrics 29(8):1261-80. doi:
http://dx.d0i.org/10.1017/S1041610217000667.

Vandepitte, S., Van Den Noortgate, N., Putman,K., Verhaeghe, S., Verdonck, C.
and Annemans, L. (2016). ‘Effectiveness of Respite Care in Supporting
Informal Caregivers of Persons with Dementia: A Systematic Review’,
International Journal of Geriatric Psychiatry 31(12):1277-88. doi:
https://dx.doi.org/10.1002/gps.4504

van Santvoort, F., Hosman, C., van Doesum, K., & Janssens, J. (2014).
‘Effectiveness of preventive support groups for children of mental illness or
addicted parents: a randomized controlled trial’. European Child & Adolescent
Psychiatry, 23(6), 473-484.

Victor, E. (2009). A Systematic Review of Interventions for carers in the UK:
Outcomes and Explanatory Evidence, Princess Royal Trust, Essex, UK.
http://static.carers.org/files/systematic-review-15-jan-3840.pdf

Vojt, G., Skivington, K., Sweeting, H., Campbell, M., Fenton C., and Thomson, H.
(2018). ‘Lack of Evidence on Mental Health and Well-Being Impacts of
Individual-Level Interventions for Vulnerable Adolescents: Systematic Mapping
Review’, Public Health, 161:29-32. doi:
https://doi.org/10.1016/j.puhe.2018.04.003.

Waldron E.A., Janke E.A., Bechtel C.F., Ramirez M., and Cohen A. (2013). ‘A
systematic review of psychosocial interventions to improve cancer caregiver
quality of life’, Psycho-Oncology, 22:1200-7.
http://dx.doi.org/10.1002/pon.3118

Walker R. and Hutchinson, C. (2017) ‘Planning for the future among older parents’
of adult offspring with intellectual disability living at home and in the
community: A systematic review of qualitative studies’, Journal of Intellectual &
Developmental Disability, DOI: 10.3109/13668250.2017.1310823

Walker, R., and Hutichinson, C. (2018). ‘Care-giving dynamics and futures planning
among ageing parents of adult offspring with intellectual disability’, Ageing and
Society, 1-16. doi:10.1017/S0144686X18000144

Social Policy Research Centre 2019 46


http://dx.doi.org/10.1080/13607863.2015.1023765
http://dx.doi.org/10.1017/S1041610217000667
https://dx.doi.org/10.1002/gps.4504
http://static.carers.org/files/systematic-review-15-jan-3840.pdf
https://doi.org/10.1016/j.puhe.2018.04.003

Wasilewski, M. B., Stinson, J. N., and Cameron, J. . (2017). ‘Web-Based Health
Interventions for Family Caregivers of Elderly Individuals: A Scoping Review’,
International Journal of Medical Informatics 103:109-38. doi:
https://dx.doi.org/10.1016/.ijmedinf.2017.04.009.

Whitmore, K. E. (2016). ‘Respite Care and Stress among Caregivers of Children
with Autism Spectrum Disorder: An Integrative Review’, Journal of Pediatric
Nursing 31(6):630-52. doi: https://dx.doi.org/10.1016/[.pedn.2016.07.009.

Windle, G. (2011) ‘What is resilience? A review and concept analysis’, Reviews in
Clinical Gerontology, 21:152-169.

Worrall, H., Schweizer R., Marks E., Yuan, L., Lloyd, C. and Ramjan, R. (2018). ‘The
Effectiveness of Support Groups: A Literature Review’, Mental Health and
Social Inclusion 22(2):85-93.

Zarit, S.H. (2018). ‘Past Is Prologue: How to Advance Caregiver Interventions’,
Aging & Mental Health 22(6):717-22. doi:
http://dx.doi.org/10.1080/13607863.2017.1328482.

Zheng, Y., Head, B. A., and Schapmire, T. J. (2016). ‘A Systematic Review of
Telehealth in Palliative Care: Caregiver Outcomes,” Telemedicine Journal &
E-Health 22(4):288-94. doi: https://dx.doi.org/10.1089/tmj.2015.0090\

Social Policy Research Centre 2019 47


https://dx.doi.org/10.1016/j.ijmedinf.2017.04.009
https://dx.doi.org/10.1016/j.pedn.2016.07.009
http://dx.doi.org/10.1080/13607863.2017.1328482
https://dx.doi.org/10.1089/tmj.2015.0090/

Appendix A  Literature Search

The literature search was designed with the advice of a research consultant from
UNSW Library to meet the aims of the project and to fit within the time and budget
constraints of this project.

Academic databases searched included cross-disciplinary databases and
discipline specific databases:

Cross-disciplinary: (Google Scholar)

Psychology: (OVID psychological databases, PsychINFO)

Health (Medline, Embase, PubMed)

Social Sciences (Proquest databases: Social Science databases, Sociological
Abstracts)

Australian specific: Informit

6. Systematic Reviews: Cochrane Library

PP

o

Search terms for academic databases initially included the following:

Systematic review/review/scoping ¢ mental health

review and carers/caregivers and: psychological wellbeing*
social wellbeing
emotional wellbeing

mental health
psychological wellbeing
social wellbeing
emotional wellbeing
social needs
emotional needs
quality of life
emotional impact
stress and strain
anxiety

social isolation
crisis
relationships
family functioning
social support
networks
resilience

coping
depression
fatigue

sleep

Carers/caregivers/young carers/CALD
carers and:

Aboriginal and Torres Strait Islander ¢ social and emotional wellbeing
carers/Indigenous carers and social e mental health
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disadvantage/racism/kinship/Stolen e resilience
Generations/cultural e social support and networks
safety/intergenerational trauma * relationships
¢ disadvantaged families
e disadvantaged communities
Other carer specific terms:
e carer support
e carer needs
e satisfaction in caring
e conflict in caring
e burden of care
e carer depression
Interventions/evaluations/what e mental health
works/effectiveness and ¢ social wellbeing
carers/caregivers/young carers e emotional wellbeing
e psychological wellbeing
e carer support
e resilience
e social support and networks
e counselling
e coaching
e peer support
e training
e support
e services

*the terms ‘wellbeing’ and ‘well-being’ were used in searches.

Grey literature: key stakeholders websites included:

the Mental Health Commission of NSW
Mental Health Carers NSW
Headspace

Beyond Blue

Suicide Prevention Australia

Older Peoples Mental Health Networks
NSW Health

Department of Education

Dementia Australia

Carers NSW

Carers Australia

Eurocarers

Carers UK

Carers Ireland

Carers Scotland

Carers Canada

Carers NZ

National Alliance for Caregiving USA
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Specific historical studies: The review also searched Google Scholar to identify
relevant reports and articles citing key historical studies of carer wellbeing, such as
The Wellbeing of Australians - Carer Health and Wellbeing (Cummins et al. 2007).
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Appendix B Carer needs and outcome
measure examples

Needs Assessments

e Supportive Care Needs Framework
e Carers’ Needs Assessment for Dementia (CNA-D)
e Carers Star

Outcome Measures
Mental health

Centre for Epidemiologic Studies Depression Scale (CES-D)
Brief Symptom Inventory

Beck Depression Inventory

Hospital Anxiety and Depression Scale (HADS)

GHQ-12 and GHQ-28

Taylor Manifest Anxiety Scale (short form)

The State-Trait Anxiety Inventory (STAI) (caregiver distress)
Zung Depression Scale

Hamilton Anxiety Rating Scale (HAM-A)

Multiple Affect Adjective Check List: depression subscale
Kessler Psychological Distress Scale (K10)

Clinical Interview Schedule(revised) (CIS-R)

Symptom Checklist 90 (SCL-90)

Health Status Questionnaire (HSQ)

General Depression Scale (GDS)

Core Bereavement Items (CBrl)

SF-36 Mental Health

Carer burden and stress

Zarit Burden Scale

Caregiver Appraisal Inventory (CAl)

Caregiver Strain Index (CSI)

Carer Burden Scale (CBS)

Derogatis Affects Balance Scale (DABS)
Perceived Stress Scale (PSS)

Revised Memory & Behaviour Problem (RMBC)
Screen for Caregiver Burden (SCB)

Target Complaints Interview Assessment Tool (TCIAT)
Lawton Subjective Burden Instrument

Revised Burden Interview

Carer Assessment of Difficulties Index (CADI)
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Coping

Subscale of Duke UC Functional Support Questionnaire
Ways of Coping Checklist-Revised

Ways of Coping

Caregiving Competence (Pearlin)

Caregiver Burden Index (CBI)

Carer Assessment of Managing Index (CAMI)

Satisfaction

Caregiver Satisfaction Questionnaire
FAMCARE

Consumer Satisfaction Questionnaire

Carer Assessment of Satisfaction Index (CASI)
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