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Abstract: 

 

This study addresses the issues of health literacy, and carer health and wellbeing in 

Australia by fulfilling a commitment made to the Clinton-Global Initiative-University.  

 

There is limited Australian literature concerning health literacy among young carers, 

even though literature indicates that carers suffer low health and wellbeing. It is 

crucial young carers have the opportunity to develop the skills and knowledge to 

maintain positive health and overcome the associated carer health challenges. 

 

This study attempts to bridge the current gap by developing and piloting an 

empowerment program with young carers between 10 and 15 years in two regional 

centres of the Northern Territory, Australia. This involved local allied-health 

practitioners, and was administered during the June/July 2009 semester break in both 

sites. The program consisted of five sessions and focused on maintaining good mental 

and emotional health, dietary health, dental health, and sexual and reproductive 

health.  

 

A pre-test/post-test quantitative and qualitative design included a questionnaire, focus 

group interviews, and participant observation. The questionnaire utilised within this 

study was developed by the candidate due to the absence of appropriate measurement 

tools. The triangulation of data provided the avenue to test the program’s efficacy in 

increasing health literacy from various data collection methods.  

 

This thesis includes ten chapters exploring informal care, health literacy, and the 

development and administration of intervention in an attempt to develop the highest 

attainable level of health literacy; critical health literacy.   

 

The outcomes of this study indicate that health literacy can be increased using 

empowerment approaches. A measurement tool and program which acknowledges 

health literacy from a social and empowerment perspective have been developed. The 

importance for further research about young carers and health literacy is also 

highlighted.  
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Note to Readers: 

 

1. Once the two perspectives of health literacy have been presented in chapter 3, 

thereafter the term “health literacy” refers to social and empowerment 

perspective of health literacy. 

 

2.  The key terms “social skills” and “power-tools” are used interchangeably and 

refer to the required skills of critical health literacy.  
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Chapter One 

Introduction to the Study 

 

This Master by Research project arose from the candidate’s involvement with the 

Charles Darwin University Talloires Network. The Talloires Network is an 

“international association of institutions committed to strengthening the civic roles 

and social responsibilities of higher education” (Tufts University, 2010: online). The 

Clinton Global Initiative-University was established in 2005 by President Bill Clinton 

to encourage young people and higher educational institutions to make a difference on 

their campuses and around the world (Clinton Global Initiative-University, 2010b). In 

2008 the candidate and other Talloires students world-wide attended the Clinton 

Global Initiative-University inaugural conference in New Orleans, United States of 

America. The conference focused on four key global challenges: 1. energy and 

climate change, 2. human rights and peace, 3. global health, and 4. poverty 

alleviation. In the key challenge of global health, health literacy was a major sub-

theme.  

 

‘Health literacy’ is a relatively new concept within health promotion (Nutbeam, 2000) 

and is conceptualised as a non-medical, social construct concerning the ability of 

individuals to understand and utilise health resources effectively (Lurie & Parker, 

2007; Nutbeam 2000). Health literacy is defined by the World Health Organization 

(2010:online) as the “cognitive and social skills which determine the motivation and 

ability of individuals to gain access to, understand and use information in ways which 

promote and maintain good health.” It is clear that health literacy is an important 

phenomenon as it has been acknowledged by the World Health Organization and 

Clinton Global Initiative-University. 

 

Within the social and empowerment perspective of health literacy there are three 

conceptual levels of health literacy (as will be discussed in chapter 3) with an 

emphasis on its highest attainable level: critical health literacy (Nutbeam, 1999b). The 

attainment of a critical level of health literacy centres on individuals’ skills and ability 

to access, analyse, and utilise health information and resources to gain greater control 

over personal health (Nutbeam, 2000). Health literacy is central to empowerment and 
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is a goal and outcome in improving individuals’ access and capacity to utilise health 

resources and support effectively (Nutbeam, 2000). 

 

Health literacy provides the power-tools (as discussed in chapter 5) to be able to 

promote and maintain positive health (Johnson, Huggard & Goodyear-Smith, 2008). 

These include being able to follow-up on arising health issues in times of need, 

successfully navigating the health care system, confidently interacting with allied-

health practitioners (overcoming potential structural domination), and making 

informed decisions regarding personal health. While there are many health resources 

available, unless individuals can read, understand and extract meaningful information 

from these resources, they remain useless. 

 

The attainment of health literacy should be a national priority as 60% of the 

Australian adult population do not possess these necessary power-tools to maintain 

positive health (The University of Queensland, 2008). Low health literacy is 

conceptualised as having little control over personal health, limited decision-making 

power and the absence of the social skills (or power-tools) to obtain and use 

community resources appropriately (Green, Lo Bianco & Wyn, 2007) for personal 

attainment.  

 

During the candidate’s involvement in the Clinton Global Initiative-University, she 

was also an employee of Carers Northern Territory (Carers NT), a non-government, 

not-for-profit community organisation which assists registered informal carers. 

Through the candidate’s increased awareness of the importance of individuals to be 

health literate, it was acknowledged that health literacy would benefit young carers as 

this would effect their overall health and wellbeing, and the quality of care provision 

they provide. 

 

A young carer is an individual aged between 5 and 25 years who provides unpaid, 

informal care to a family member or friend (the care recipient) who suffers from a 

disability, chronic condition, terminal illness, mental illness, or who is frail (Carers 

Australia, 2007). A recent study conducted by Deakin University (Cummings, 

Hughes, Tomyn, Gibson, Woerner & Lay, 2007) found that carers collectively suffer 

the lowest health and wellbeing among the Australian population. These findings are 
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alarming concerning the health and wellbeing of a population of individuals who 

contribute to Australia’s community care, and so the importance for young carers to 

develop the skills of a critical level of health literacy to maintain good health was 

exacerbated. Due to the implications of people living longer with an illness or 

disability it is likely that young carers may become adult carers (Eagar, Owens, 

Williams, Westera, Marosszeky, England & Morris, 2007) further heightening the 

importance of developing health literacy before adulthood to overcome the 

potentialities of the low health and wellbeing carers are vulnerable to. 

 

It is also likely that young carers will require resources and support from the health 

care system, whether this is for their own health or for individuals around them 

(including the care recipient). The life stage of adolescence which many young carers 

experience alongside care provision may further require these individuals to obtain 

assistance and support with their developmental changes. It is anticipated that 

individuals who attain a critical level of health literacy are more likely to engage in 

health promoting behaviours at a younger age and to influence others (Deutsch, 

2006).   

 

It is evident social structures impact on the opportunities of individuals (Ife, 1995) to 

access and utilise community resources and support to maintain positive health. 

Young carers by virtue of their age, educational attainment, and caring responsibilities 

may be vulnerable to structural domination which can reduce the control they have 

over their health. This can further lead to a sense of powerlessness and impede the 

opportunity to maintain positive health. This inevitably may result in low carer health 

and wellbeing and impact on the quality of care provision. 

 

The concept of health literacy and the effects of low health literacy concerning young 

carers remain to be investigated in Australia and this is important especially since 

Cummings et al. (2007) suggest negative health implications are associated with 

informal care. Currently there are no health literacy specific programs for young 

carers to obtain these necessary skills, nor is there any health literacy specific data 

concerning young carers in Australia. There is also a current lack of appropriate 

health literacy measures from a social and empowerment perspective to measure 

Nutbeam’s (2000) conceptual levels of health literacy. 
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Aim and scope of this study 

 

Delegates of the Clinton Global Initiative-University inaugural conference were 

encouraged to make a ‘commitment to action’ to improve and overcome a key global 

challenge (Clinton Global Initiative-University, 2010a). The candidate committed to 

address the issues of low health literacy among young carers in the Northern Territory 

in Australia (a cross-section of the Australian population). The candidate developed 

an empowerment program focusing on developing health literacy and piloted this with 

registered young carers of Carers NT between 10 and 15 years of age. It was 

anticipated this empowerment program would provide participants with the power-

tools (further discussed in chapter 5) to develop a critical level of health literacy. 

Within a social work framework the candidate utilised various theoretical approaches 

to foster empowerment among young carers within the program towards developing 

these power-tools.  

 

Social work in particular is committed to working towards the attainment of social 

justice (Chenoweth & McAuliffe, 2008), and this is achievable through the 

development of a critical level of health literacy. The International Federation of 

Social Workers (2000: online) defines the ultimate goal of social work as to: 

 

…promote social change, problem solving in human relationships and the 

environment and liberation of people to enhance wellbeing. Utilising theories of 

human behaviour and social systems, social work intervenes at the points where 

people interact with their environments. Principles of human rights and social 

justice are fundamental to social work. 

 

The empowerment approach within social work provides the theoretical underpinning 

for this study as health literacy is central to empowerment (discussed in chapter 3), 

and social work in particular provides the avenue for individuals to take control over 

their life. Within the intervention this is facilitated through an interactionist social 

group work approach (Shulman, 2006), social learning (Bandura, 1977), the 

development of a critical-consciousness (Freire, 1974), anti-oppressive practice 

(Dominelli, 2002), and strengths based practice (McCashen, 2005). It is anticipated 
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these approaches will assist in the development of confidence and the motivation for 

participants to maintain good health (Johnson et al. 2008). 

 

The empowerment program within this study addressed four key health areas critical 

during adolescence and adulthood. These were: 

 

1. Dietary health/nutrition 

2. Dental health 

3. Mental and emotional health 

4. Sexual/reproductive health 

 

By providing adolescents with critical information surrounding these health areas they 

had the opportunity to develop the necessary power-tools to gain knowledge and 

awareness of preventative and primary health behaviours and various community 

resources and support within each health area.  

 

The empowerment program was piloted in two regional areas of the Northern 

Territory (Darwin and Alice Springs) through the involvement and collaboration of 

local allied-health practitioners. The candidate obtained funding, relevant resources 

and infrastructure to administer the program (transport for participants, program 

materials, hospitality, support workers), and worked collaboratively with local allied-

health practitioners in developing health information sessions with appropriate health 

material. Allied-health practitioners provided information sessions within the 

empowerment program and disseminated culturally and age appropriate resources to 

participants in an attempt to foster the relevant power-tools of critical health literacy 

(as explored in chapter 6).  

 

The candidate also developed the measurement tool to evaluate the efficacy of the 

intervention in developing health literacy, as no appropriate measures of health 

literacy from a social and empowerment perspective were available. This is further 

explored in chapter 3.  

 

The candidate developed the measurement tool in addition to bridge the current gap of 

appropriate health literacy measurements. As there are no health literacy specific 
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programs, it is anticipated this study will further bridge the current gap in the 

unavailability of health literacy resources. This may provide vulnerable groups of 

individuals who are at-risk of ill health with the opportunity to overcome these 

potentialities. 

 

Other data collection methods within this study included the use of qualitative focus 

group data of participants’ experiences of the intervention, and participant observation 

within the intervention.  

 

Human research ethics was obtained through Charles Darwin University (see 

Appendix 1) to gather data for this project. The candidate collected all data, 

administered the intervention, and analysed data.  

 

Overview of study 

 

This thesis includes ten chapters. Following on from this introductory chapter, chapter 

two explores the phenomenon of informal care within the community and provides 

background statistical and geographical information on the prevalence of caring in 

Australia. The circumstances and responsibilities of care are discussed with a 

particular focus on young carers. The economic insecurity, health outcomes and 

opportunities, educational and employment opportunities, and social interactions are 

addressed in relation to care circumstances.  

 

Chapter three defines and discusses the social determinants of health with a particular 

focus on carers. The development of health promotion and the two perspectives of 

health literacy are explored with the acknowledgment of the approach addressed in 

this study. The availability of appropriate measurement tools and initiatives to 

increase health literacy are reviewed. The prevalence and implications of low health 

literacy within society are presented focusing on the importance of an empowerment 

program in developing health literacy.  

 

Chapter four describes the developmental milestones of adolescence from 10 to 15 

years of age. The formation of an identity and the evolving social relations within the 

family and peer group as individuals move from childhood to adulthood are explored 
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through Erikson’s identity stage and Piaget’s formal operations stage. The 

implications of caring circumstances during this developmental period are also 

incorporated within discussion. The health areas within the intervention are explored 

during the life stage of adolescence, while the implications of providing informal care 

on health are acknowledged.  

 

Chapter five focuses on the social work theoretical underpinnings of the study. The 

definition of power and the social construct of the power-tools in attaining health 

literacy to overcome structural inequalities within the health care system and maintain 

positive health are addressed.   

 

The central theoretical practice approach within this study concentrates on Solomon’s 

(1976) definition of empowerment, and Lee’s (2001) empowerment approach. Lee’s 

multi-focal vision is explored in understanding young carers’ circumstances 

holistically. The social work practice approaches which assist towards empowerment 

and liberation within the intervention are further discussed in gaining a sense of power 

and taking control over individual health.  

 

Chapter six describes the intervention within this study in developing the 

empowerment program focusing on health literacy. The development and pilot of the 

intervention is explored and includes the collaboration and involvement of allied-

health practitioners, required infrastructure, and the development of content material 

within the program. The integration of the theoretical approaches within the 

intervention are further evident. Each program session and an exploration of the 

health themes are presented in detail. 

 

Chapter seven explores the research methodology within this study: the hypothesis, 

research approach, methods of data collection, the design of the research, and 

sampling procedure in obtaining data. The development of the quantitative 

measurement tool and an explanation of its composition is provided. Qualitative data 

collection methods of participant observation and focus group interviews are also 

explained in triangulating data to test the efficacy of the intervention in increasing 

health literacy.  
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Chapter eight presents the findings of quantitative and qualitative data collected in 

this study through data analysis using the Statistical Package for the Social Science 

(SPSS), and a thematic analysis of the focus group data.  

 

Chapter nine reflects on the development and administration of the intervention and 

research instruments. The key themes of the study are presented, alongside the 

limitations of the study. Future recommendations are also made to improve the 

program and research instruments. 

 

Chapter ten provides an overall reflection of the study and concluding remarks. 
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Chapter Two 

The Provision of Informal Care 

 

This chapter provides an overview of the caring phenomenon through discussion of 

statistical and geographical information and the responsibilities involved in informal 

care. The implications of care on individuals’ health and wellbeing are further 

discussed. There is a particular focus on the area of young carers and how caring 

circumstances impact on various aspects of their lives; in education, employment and 

economics opportunities, and social relations and development. The experiences of 

young people within the health care system and the availability and efficacy of carer 

specific resources and support are explored, while the absence of carer specific 

programs concerning health literacy within Australia is highlighted. 

 

2.1 Carer statistical information 

 

Within Australia a carer is defined as an individual who provides unpaid, informal 

care to a family member or friend (care recipient) who suffers from a disability, 

chronic condition, terminal illness, mental illness, or who is frail (Carers Australia, 

2007). This is distinguished from people employed within the health and community 

sector who are paid for their services (Access Economics, 2005). Over one in eight 

Australians (12%) provide informal care to a relative or friend (Access Economics, 

2005), and one in five (or 494,000) carers are the main or only source of care and 

support for the care recipient (Access Economics, 2005). The term ‘care recipient’ is 

defined as the individual who has an illness or disability and receives care from the 

carer in this study.  

 

Within Australia unpaid, informal care comprises of 77% of total community care 

(Australian Bureau of Statistics, 2003; Carers Australia, 2001), and while this is an 

extremely vital contribution within the community, this is largely unrecognised and 

undervalued (Duckett, 2000). The value of informal care provided by Australians is 

estimated at a total replacement cost of $30 billion annually (Australian Bureau of 

Statistics, 2009a) with an estimated relative value of 0.6% of the gross domestic 

produce between 2004-2005 (Eagar et al. 2007). Informal care comprises 
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approximately one million full-time positions (Australian Institute of Health and 

Welfare, 2004, in Bittman, Hill & Thomson 2007:256) with an approximate 

replacement hourly cost of $25.01 in 2005 (Access Economics, 2005).   

 

While informal care is provided free of charge, the time spent undertaking caring 

tasks can replace the potential time individuals could be spending in paid employment 

and leisure activities (Access Economics, 2005). In general, individuals who provide 

informal care are more likely to be unemployed (7.2%) than those who do not provide 

this care (4.8%) (Australian Bureau of Statistics, 2009a). Only 19.2% of the total carer 

population obtain full-time employment (Access Economics, 2005) which is less than 

half (42%) in comparison to the general Australian population (Access Economics, 

2005). In the coming years a large proportion of working age individuals will become 

informal carers due to the ageing population (Bittman et al. 2007) and people living 

longer with an illness or disability. It is inevitable more individuals will combine their 

care responsibilities with work commitments to meet the need for further support 

(Access Economics, 2005; Australian Bureau of Statistics, 2009a). 

 

In Australia young carers are a sub-group within the carer population aged between 5 

and 25 years (Carers Australia, 2001). The definition and age range of a young carer 

varies internationally and this causes much confusion and makes international 

comparisons of young carer circumstances, responsibilities and characteristics 

somewhat imprecise and difficult to compare (Hill, Smyth, Thomson & Cass, 2009). 

In the United Kingdom a young carer is a minor (under 18 years), while in the United 

States of America a young carer is a child aged between 8 and 18 years (Hill et al. 

2009). However, Becker (2007) implies that young carers’ circumstances and 

experiences in Australia and the United Kingdom are extremely comparable and 

similar (Becker, 2007). 

 

It is estimated that there are 388,000 young carers among the Australian population 

under 26 years of age (Carers Australia, 2008), and within this 170,600 young carers 

are under 18 years of age (Carers Australia, 2008). This equates to approximately 

15% of the total Australian carer population aged under 26 years. While care 

responsibilities occur at any stage during life (House of Representatives, 2009), the 

role of caring often falls on young people due to inadequate formal support and 
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intervention from external social structures (Bursnall, 2003; Aldridge, 2008). It is 

obvious a large number of Australian children and young adults provide informal care 

during a significant developmental time. Aldridge (2008) states that young people 

providing care during developmental stages is a dominant feature within young carer 

studies and cites the work of Aldridge and Becker (1993, 1994), and Meredith (1991) 

to support this claim. Bursnall (2003) presents a similar point based on a small study 

population of eight participants. Even though this is a small study, this supports 

Aldridge’s argument and cited works. Children and young people who cannot 

contribute financially often have no alternative but to assume a carer role within the 

home (Aldridge & Becker, 1993) while older family members provide financial 

support. Females are also more often than not involved in all aspects of intimate and 

domestic care (Dearden & Becker, 2004). It is clear that young carers undertake 

responsibilities at a time when they are themselves experiencing changes to their 

bodies and wellbeing, an aspect which is further explored in chapter 4. 

 

2.2 The health and wellbeing of carers 

 

While providing care to family members and friends can be a rewarding experience 

founded on love, attachment and duty leading to early maturity and the development 

of life skills (Becker, 2007; Thomas, Stainton, Jackson, Cheung, Doubtfire & Webb, 

2003), caring often has negative implications concerning individual health and 

wellbeing. This can impose restrictions on adolescent development, and social and 

educational opportunities (Becker, 2007). Even though many young carers feel 

resentment because of the sacrifices and commitments their caring responsibilities 

entail, they often state that they would feel even worse if they refused care 

responsibilities (Bursnall, 2003). Many young carers inevitably miss-out on social 

opportunities and remain conscious of the care recipient when they are away from 

home (Bursnall, 2003). Within Bursnall’s study these feelings were a key theme 

within this study, however is not generalisable to all young carers due to the small 

sample size.   

 

A recent Australian study indicates that carers collectively suffer among the lowest 

health and wellbeing nationally within the population (Cummings et al. 2007). The 
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2003 Survey of Disability, Ageing and Carers found that 29% of carers experienced a 

negative change to their wellbeing and a further 64% reported they experienced 

feelings of worry or depression concerning their care circumstances (2003 Survey of 

Disability, Ageing and Carers in Australian Bureau of Statistics, 2008b:38). 

Cummings et al. (2007), and Edwards, Higgins, Gray, Zmijewski and Kingston 

(2008) speculate that carers account for a large proportion of individuals who suffer 

from depression within Australia. Within both studies, participants were over 18 

years, which excludes most of the young carer population. While this provides a 

reflection on adult carer health, this cannot reflect the health of young carers. It can 

only be speculated that young carers are at-risk of experiencing low carer health and 

wellbeing based on the outcomes of these two studies.  

 

Edwards et al. (2008) participant population were recipients of carer welfare 

payments and it is evident that the lower individuals are on the social gradient, the 

more vulnerable they are to negative health and wellbeing (Wilkinson & Marmot, 

2003). This is further explored in the next chapter. The outcomes of this study also 

cannot be generalisable as this study population does not reflect the wider carer 

population. Individuals of all social positions provide care, however the population 

and outcomes within this study are limited to individuals of low social standing.  

 

These studies provide the most recent empirical data of carer health and wellbeing in 

Australia and are useful in understanding the impact of caring on individuals’ health 

and wellbeing. As discussed in chapter 3, the social standing of individuals effects 

their access and utilisation of health resources and support in maintaining good health. 

The data in these studies is useful in acknowledging the need for carers to develop 

critical health literacy to overcome these associated carer issues.     

 

The responsibilities and duties undertaken by carers often leaves individuals socially 

isolated due to limited funds and leisure time, and in poor physical health due to the 

physical requirements of caring such as lifting, pushing and reaching (Australian 

Bureau of Statistics, 2008b; Cummings et al. 2007). Carers also experience a loss of 

control over their daily life which negatively impacts on their diet, rest, self-care and 

the relationships around them (Gahagan, Loppie, MacLellan, Rehman & Side 2004). 

This implies that young carers are an at-risk population who may experience negative 
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impacts on mental, emotional, and physical health alongside the developmental 

changes they encountered during their transition into adulthood (Heron, 1998). 

Therefore it is likely that young carers may encounter health issues as a result of their 

increasing care responsibilities before they reach adulthood (House of 

Representatives, 2009) as the responsibilities of young carers increase as they age. 

 

On average, young carers expend 1.3 times the amount of time than their non-caring 

peers undertaking domestic duties (Australian Bureau of Statistics, 2008b) but spend 

less than half the time than their peers concentrating on educational tasks (Australian 

Bureau of Statistics, 2008b). While young carers spend longer hours doing chores and 

extra physical and emotional tasks, they have less sleep and experience more sleep 

disturbances (Australian Bureau of Statistics, 2008b). Limited spare time and family 

income often results in many young carers missing out on social events (Carers 

Australia, 2001) which can have implications for child development and the potential 

for psychological impact (Heron, 1998).   

 

The provision of informal care enables individuals who suffer from a chronic 

condition or illness to remain within their home and actively participate within society 

rather than residing in institutions or residential care facilities (Bittman et al. 2007; 

Australian Bureau of Statistics, 2009a). Over the next 40 years the Australian 

population is expected to age rapidly (Sutton, 2009) with as many as one in four 

Australians aged over 65 (Kendig, 2008 in Sutton, 2009:377). Increased life 

expectancy will result in more individuals living with a chronic illness or disability, 

requiring higher and more acute care needs (Australian Bureau of Statistics, 2007b). 

The deinstitutionalisation of health care towards in-home care, alongside individuals 

living with an illness or disability will place an increased demand on informal care 

provision (Bittman et al. 2007; House of Representatives, 2009).  

 

This further implies that many current carers will age and require assistance with their 

own self-care. While the increase of individuals requiring care is imminent, the 

number of carers overall is expected to decline (House of Representatives, 2009). 

Informal care will therefore be in demand with an insufficient number of carers. 

Inevitably this will mean that young people will be called upon to assume informal 

care responsibilities, implying that current carers will increasingly engage in 
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additional care responsibilities and possibly care for more individuals (Begg et al. 

2007:8 in Eagar et al. 2007:30). Young carers are likely to grow into adult carers, 

potentially providing informal care their entire life.  

 

While the health and wellbeing of adult carers has been investigated in Australia, 

there is a gap in the literature around carers’ (particularly young carers’) health 

literacy, and the effects of this on health and wellbeing and care provision. Carers 

need to be health literate to be able to provide the most effective care, and maintain 

positive health and wellbeing particularly with the increase of individuals living with 

an illness or disability. This necessity is also exacerbated when acknowledging the 

current health issues of carers. 

 

Carers will need to access and navigate the health care system for their own health or 

for other’s around them, and interact with allied-health practitioners to obtain health 

resources and support. Young carers may not have the skills or confidence to obtain 

appropriate health resources and support by virtue of their age, educational 

attainment, and experience in manoeuvring in the health care system. 

 

2.3 Responsibilities of care 

 

Young people assume care responsibilities across cultures within Australia and this is 

often viewed as part of family members’ natural responsibilities (Ethnic Disability 

Advocacy Centre, 2003 in Hill et al. 2009:18). The Northern Territory has the highest 

rate of ‘hidden’ young carers nationally, and these individuals do not identify or view 

themselves as a carer but concentrate on their role within the family (Hill et al. 2009; 

House of Representatives, 2009; Gahagan et al. 2004). Inevitably young people within 

these circumstances do not identify or register as a carer to receive support. 

Indigenous young carers largely remain hidden due to their geographical location 

(Hill et al. 2009) in rural and remote communities, and the limited carer resources 

within these locations. Becker (2007) suggests hidden young carers possibly provide 

the largest amount of care while remaining unrecognised and unidentified. They are 

further least likely to access dedicated carer-specific resources and support (Becker, 

2007). While information about hidden young carers is grounded in data from the 
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United Kingdom, this is relevant to hidden young carers in Australia as many of the 

issues are similar (Becker, 2007). This further provides a starting point of building 

knowledge of young carers in Australia as there is limited data concerning the issues 

of hidden young carers, particularly in remote parts of Australia. The lack of resources 

and support for these carers may have significant impact on their overall health and 

wellbeing. Young carers also remain hidden as family members may interpret 

informal care as an expectation of family commitment (Becker, 2007). 

 

Indigenous Australians are 1.8 times more likely to provide informal care than non-

Indigenous Australians (Australian Bureau of Statistics, 2008b), and account for the 

largest proportion of young carers in the Northern Territory and remote areas of 

Australia (Hill et al. 2009). It is evident that Indigenous Australians are over-

represented as informal carers. While less than half (32%) of the Northern Territory’s 

population is Indigenous (Australian Bureau of Statistics, 2006), the care these 

individuals provide can leave them highly vulnerable to health implications. This may 

be attributable to the early onset of chronic illness within the Indigenous population 

(Australian Bureau of Statistics, 2008b), and the cultural outlook of caring as an 

extension of family duties (House of Representatives, 2009). 

 

Indigenous Australian males have a life expectancy of 56 years which is 25 years less 

than the total Australian male population (Australian Bureau of Statistics, 2001). 

Indigenous Australian females have a life expectancy of 63 years which is 19 years 

less than the total Australian female population (Australian Bureau of Statistics, 

2001). Approximately 10% of Indigenous females between 15-24 years are young 

carers, in comparison to 5% of non-Indigenous females. Indigenous male carers 

between 15-24 years also outweigh the prevalence (approximately 7.5%) of non-

Indigenous male carers (approximately 4%) in the same age bracket (Australian 

Bureau of Statistics, 2001). Indigenous young people are likely to assume carer 

responsibilities at a younger age due to the relatively young Indigenous population 

and the incidences of morbidity and mortality among this population. As Indigenous 

Australians suffer higher rates of morbidity and mortality, the need for young 

individuals to provide care informal is more prevalent. This has significant 

implications for carers’ health and wellbeing, and the opportunity to maintain good 
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health in isolated locations (due to the costs of nutritious foods and availability of 

resources and support).  

 

The caring role effects the wellbeing of young carers regardless of whether the care 

recipient lives in the same household (Australian Bureau of Statistics, 2008b). 

Siblings and other children living in the household who are not directly responsible 

for providing care also experience similar stress to the young carer (Heron, 1998). 

Children who do not have direct care responsibilities are often still required to 

undertake additional household responsibilities and perceive themselves to be 

involved in more household tasks than their peers who are not exposed to caring 

circumstances (Bursnall, 2003).  

 

2.4 Economic insecurity of carers 

 

Caring has the potential to effect individuals’ economic security as well as their 

physical and psychological wellbeing. The impact of care can lead to strained family 

and spouse relationships, and contribute to marriage and family breakdown (House of 

Representatives, 2009). Edwards et al. (2008) suggest that almost one in three female 

carers aged under 50 years, and one in seven aged over 50 years are separated or 

divorced due to the strain of caring circumstances. This comparatively exceeds the 

number of divorces (10.6 per 1,000) of non-caring individuals under 40 and over 50 

years (7.2 per 1,000) (Australian Bureau of Statistics, 2009c). Caring circumstances 

can impact on the relationships of female carers. While Edwards et al. (2008) 

highlight the significant difference between carer and non-carer relationship 

breakdown, this study only comprised 18 participants. Therefore this should not be 

assumed across the wider carer population, nor can it be assumed that all relationship 

break downs solely result from care responsibilities. Nevertheless this study highlights 

the significant impact of care circumstances on the relationships around carers. 

 

Caring responsibilities also effect carers’ financial situations as the average income 

for a carer is 25% less than individuals who do not provide care (Australian Bureau of 

Statistics, 2003). The proportion of carers living in low income areas is also 

significantly higher across all age groups compared with non-caring individuals 
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(House of Representatives, 2009). Young carers are more likely than their non-caring 

peers to live in low-income rental and insecure households (Hill et al. 2009). Carers 

across all ages sacrifice their own health care needs despite suffering physically and 

emotionally from caring responsibilities, and often do not access treatment due to 

financial and time constraints when considering the needs and health requirements of 

the care recipient first and foremost (Cummings et al. 2007; House of 

Representatives, 2009). Young carers especially are likely to not have the financial 

means to pay for household essentials and health services, nor have the opportunity to 

save money (Cummings et al. 2007). Due to their economic positions, it is quite 

probable that young people are reliant on older individuals to provide financial 

stability and transport to access health care services. While this is not limited to young 

carers (as many young people rely on older individuals for transport and financial 

support), the associated challenges of carer health and wellbeing further exacerbates 

the importance for young carers to access appropriate health care. 

 

Similar to adult carers, young carers also experience difficulty in finding and 

maintaining paid employment. The lack of educational qualifications, the severity of 

caring responsibilities, and the inflexibility to move away from home to further career 

opportunities leaves many individuals with limited educational and career choices 

(Carer Association of SA, 2005). Access to full-time employment can be unrealistic 

as 60% of young carers aged between 15 and 25 years remain unemployed because of 

their qualifications and the responsibility of care (Carers Australia, 2001). In 2003 

young carers in general obtained the highest rates of part-time employment (Hill et al. 

2009). Inevitably as a result of their circumstances young carers are increasingly at-

risk of making unsuccessful transitions into the workforce which can jeopardise their 

future financial stability and independence (Carers Australia, 2001).  

 

It is important that while these studies provide a critical indication of young carers’ 

educational qualifications and employment status, data within these studies are dated 

(a minimum of seven years). There may have been a change in young carers’ 

employment status and similarly to the general adolescent population, young carers 

may not hold employment to undertake further educational study. Nevertheless these 

studies provide a picture of young carers’ potential situations today. In relation to 

health and wellbeing it is likely that individuals who are unemployed or have little 
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financial security experience negative implications to their health and limited access 

opportunities in obtaining necessary health resources and support. This is further 

discussed in chapter 3.  

 

Young carers generally value their participation in formal education, however lateness 

and countless absences impact on educational attainment (Moore, McArthur & 

Morrow, 2009; Heron, 1998). Many have limited time to complete homework and 

extracurricular tasks, and often experience fatigue and become distracted in the 

classroom with thoughts about the family (Carers Australia, 2001). While school 

provides a form of respite from caring responsibilities and social interaction with 

other young people (Moore et al. 2009) young carers are likely to finish the school 

day early and make trips home during school breaks to do chores and see to the care 

recipient (Heron, 1998). Some young carers have behavioural outbursts at school, 

while others become the target of bullying because of their involvement with a family 

member who has an illness or disability (Heron, 1998; Sahoo & Suar, 2009; Warren, 

2006). Warren’s study is particularly credible as the study population comprises of 

378 participants between the ages of 11 and 15 years which is similar to the age range 

of participants within this study (10 to 15 years). The conclusions drawn from 

Warren’s study are therefore relevant to young carers in this study.  

 

The likelihood of young carers obtaining secondary and tertiary qualifications is also 

far less (4%) than the general population (23%) which limits career prospects (Carers 

Australia, 2001). Limited educational attainment and financial freedom also impact on 

individual health knowledge and awareness of available resources and support in 

maintaining positive health (discussed in chapter 3). This supports the previous 

discussion of low carer health and wellbeing associated with limited financial 

security. 

 

Carers are more likely than non-carers to receive government benefits as their main 

source of income (Australian Bureau of Statistics, 2008b). Very few adults who 

receive care from their young children hold paid employment, leaving the family 

heavily reliant on minimal income or welfare payments (Aldridge & Becker, 1993). 

Relying on limited income to support a family increases the vulnerability to poverty, 
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social exclusion and ill health (Dearden & Becker, 2004). This further effects access 

opportunities to appropriate health care in maintaining positive health. 

 

Key financial support for carers includes the ‘Carer Payment’ and ‘Carer Allowance’ 

(Australian Bureau of Statistics, 2008b) which are social security payments 

distributed through Centrelink. 
1
 The ‘Carer Payment’ is an asset tested, fortnightly 

maximum payment of $710.10 with an included pension supplement of $56.90 as at 

July 2010 (Centrelink, 2010b). The ‘Carer Allowance’ is a supplementary allowance 

for primary carers who provide daily care to someone with a severe disability or 

medical condition (Edwards et al. 2008) and is comprised of  a fortnightly payment of 

$106.70 as at July 2010 (Centrelink, 2010c).  

 

2.5 Care duties 

 

Within their day-to-day activities carers assume a range of responsibilities which 

include providing assistance with communication, health care (liaising with health 

practitioners, navigating the health care system, administering medicines and 

intervention), housework, meal preparation, self-care, mobility, paperwork, property 

maintenance, and transport (Australian Bureau of Statistics, 2003). The 

responsibilities associated with health care require the attainment of a number of 

complex skills concerning the health of the care recipient. Health knowledge is also 

crucial in being able to exercise primary and preventative health behaviours, and 

follow-up on appropriate health resources and support in times of need. While these 

skills are not exclusive to carers they greatly impact on the quality of care provision, 

and carers’ own health and wellbeing. 

 

While young carers assume adult responsibilities and assist with self-care, administer 

intervention, accompany the care recipient to health care appointments, and 

increasingly are depended on to manoeuvre within the health care system, they may 

encounter difficultly in attempting to navigate their way within the health care system 

to obtain the necessary resources and support and confidently interact with allied-

health practitioners. They may misunderstand primary and preventative health 

                                                 
1
 Centrelink is an Australian government statutory agency which delivers payments and services to 

people who need financial assistance (Centrelink, 2010a). 



   20 

 

information and not follow through with intervention. These young people may have 

little motivation and confidence regarding their own health when their focus is on the 

care recipient, and where there is the assumption that they are healthy because they 

are young. The health of adolescents is further discussed in chapter 4.  

 

2.6 Carer specific services and data 

 

There are three peak national networks which provide resources and support to carers 

in Australia. These include Carers Australia and its state and territory networks of 

carer associations, the Commonwealth Respite and Carelink Centres and Centrelink 

(House of Representatives, 2009). These networks provide support and information to 

carers within local areas (House of Representatives, 2009), and liaise and refer 

individuals to the Aged Care Assessment Team, medical and allied-health 

professionals, and other community organisations (House of Representatives, 2009). 

Issues have been raised by carer associations regarding the adequacy of carer specific 

information provided by Commonwealth Respite and Carelink Centres, and 

Centrelink as these organisations provide generalist services not specific to carers 

(House of Representatives, 2009).    

 

Carers Australia is the national peak body that supports carers (Carers Australia, 

2009) and liaises with local, state and federal governments, policy makers and the 

general population to raise the profile of informal care and meet the needs of carers 

(Carers Australia, 2009). The interdependent carer associations across every state and 

territory auspiced under Carers Australia provide general support, information and 

advocacy to carers (Carers Australia, 2009). Carers NT is the Northern Territory’s 

peak body for carers, and provides a range of specialist services throughout regional 

and remote areas of the Northern Territory. These include counselling and music 

therapy, educational seminars for carers and service providers, young carer support, 

remote Indigenous programs, culturally and linguistically diverse programs, and 

short-term respite (Carers NT, 2009). Within the Australian states and territories there 

are dedicated projects for young carers (Becker, 2007), and most of these are provided 

by organisations in the non-government sector. Becker (2007) provides an indication 



   21 

 

of the existence of young carer programs within Australia, however there is no 

empirical data concerning the effectiveness of these programs.  

 

The United Kingdom is at the forefront concerning young carer research and policy 

initiatives (Becker, 2007) and has established specific legal rights for carers and a 

national carer network (Becker, 2007). While there is a growing young carer research 

base in Australia (since early 90s), there is little reference to young carers within 

government policies, and guidance by authorities due to the lack of awareness of the 

implications of informal care (Becker, 2007). In the United States of America carers 

have no specific legal rights and there are minimal young carer initiatives and projects 

(Becker, 2007).  

 

A recent Australian study indicated that many families in Canberra (Australia) either 

did not receive any assistance or received inadequate support and resources from the 

service system to meet their needs (Moore & McArthur, 2007). Support which is 

available is often of poor quality, inappropriate or inflexible and this places greater 

stress on carers and their family (Carers United Kingdom, 2004).  In a study 

conducted by the Australian Institute of Family Studies in 2008, one in two families 

did not utilise formal support services because they were unaware of these or were ill-

informed of available community support (Al-Janabi, Coast & Flynn, 2008). The 

study by Al-Janabi (et al.) had a small sample size of 16 carers, and over half of these 

participants were aged over 65 years. Eleven of the 16 participants in this study had 

been providing care for less than five years, which could explain the limited 

awareness of and accessibility to carer resources and support. Age may also impact on 

access to appropriate resources and support as carers may not use electronic means to 

access support and information, and may rely on public transport or friends and 

family to access valuable community resources. This study by Al-Janabi et al. 

occurred in the United Kingdom and it needs to be acknowledged that resources and 

support for carers in Australia may differ. However, this study highlights the 

importance for individuals to obtain the power-tool necessary for a critical level of 

health literacy (further discussed in chapter 5). 

 

Access issues have also been encountered concerning transport and cost of services 

(Moore & McArthur, 2007). Many organisations can only provide single services 
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based on funding restrictions and guidelines, and this often exclude carers (Moore & 

McArthur, 2007) and surrounding family members. The lack of clarity regarding 

funding often prevents therapeutic intervention with the entire family where the focus 

is on the care recipient (Ofsted, 2009). Support and information around respite, 

illness, educational opportunities, counselling, and skills development are areas of 

interest voiced by many young carers (Moore & McArthur, 2007). This study 

provides the opportunity for participants to gain new information about respite, 

illness, counselling, and develop skills through the intervention, and will be further 

discussed in chapter 6. 

 

Many young carers have voiced opinions that family-centred services including 

counselling, mediation and financial counselling would be useful (Moore & 

McArthur, 2007). Intervention within this study provides the opportunity for young 

carers to participate in community activities and obtain respite from caring 

responsibilities. Assistance to attend school, take part in community activities and 

have the opportunity to obtain respite from their caring responsibilities have also been 

largely sought by young carers (Moore & McArthur, 2007). Between the United 

Kingdom, Australian and the United States of America there is a growing recognition 

of the importance of family centred interventions to meet these expressed needs of 

young carers (Becker, 2007), however little evidence is available of this progress. 

 

When accessing organisations to obtain resources and support, young carers may also 

experience a ‘power-over’ by practitioners (see chapter 5 for further discussion). The 

roles and responsibilities of young carers can also be overlooked when the focus of 

allied-health practitioners is on the care recipient (Thomas et al. 2003). Inevitably 

these young people remain unrecognised as being vulnerable to ill health and 

wellbeing (Moore & McArthur, 2007).  

 

Dominelli (2002:17) explains that power-over relations are often “experienced by 

individuals who are dominated and passive victims of other’s actions.” This power-

over of professionals can lead to the disempowerment and subjugation (McCashen, 

2005) of young carers and is explained in detail in chapter 5). It is important 

practitioners become aware of and acknowledge young carers within society for their 

contributions and vulnerability to negative health experiences. These young people 
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assume adult responsibilities and duties even while they may be underage, still in 

school, not legal to vote, drive, work, or financially support themselves. Many are in 

the midst of puberty while trying to maintain social relations and hobbies, make 

career decisions, and move into adulthood. This alone is a delicate time for young 

people without the added weight and implications caring responsibilities entail. The 

recognition and acknowledgment of young carers within this study will assist towards 

breaking down potential structural domination, and provide these vulnerable 

individuals with increased knowledge surrounding their health.  

 

The lack of understanding concerning family circumstances and caring dynamics 

draws many professionals to conclude that parents have victimised and exploited their 

children (Moore & McArthur, 2007) rather than understanding caring responsibilities 

are a structural issue (Bursnall, 2003; Aldridge, 2008). This leaves many young carers 

reluctant to seek and accept assistance from services for fear of being judged and 

criticised or attract the involvement of child protection services (Thomas et al. 2003; 

Moore & McArthur, 2007).  Parents also fail to identify children as young carers due 

to this misunderstanding of care responsibilities on young people to avoid the 

involvement of child welfare agencies (Becker, 2007). 

 

In an attempt to address the low health and wellbeing of carers, young carers need to 

attain the appropriate power-tools to become health literate, which in turn will lead to 

better health for carers and effective care provision. Freire (1974) explains 

individuals’ silence can only be overcome by gaining the power-tools which in this 

study centre on the social skills of critical health literacy. These skills are explained in 

chapters 3 and 5. It is crucial that young carers have the opportunity to develop the 

skills and knowledge to promote and maintain positive health, and reduce the 

likelihood of suffering ill health in adulthood, particularly if they continue to provide 

care in adulthood.    

 

The implications of individuals living longer with an illness or disability will require 

younger people to assume care responsibilities, which inevitably impacts on their 

educational, social, and career opportunities. As Cummings et al. (2007) suggest 

carers suffer among the lowest collective health and wellbeing nationally and this 

increases the importance of this subgroup of individuals in society developing the 
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power-tools to overcome these associated challenges, an idea that is further explored 

in chapter 5. It is further evident there are no appropriate carer specific health literacy 

programs in Australia, nor is there any appropriate empirical data concerning carers 

and health literacy.   
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Chapter Three 

Health Literacy 

 

This chapter defines and acknowledges the social determinants of health and focuses 

on the development and conceptualisation of health literacy from a social and 

empowerment perspective. Structural domination, limited access opportunities, and 

low health literacy contribute to a sense of powerlessness in overall health and these 

are explored within this chapter. Limited empirical evidence concerning health 

literacy from a social and empowerment perspective within Australia is 

acknowledged, along with the unavailability of measurement tools to test health 

literacy from this perspective. The impact of carers attaining a critical level of health 

literacy is further explained.   

 

3.1 Definition of health  

 

The term ‘health’ fulfils different functions for different people and is a complex, 

ambiguous and ill defined concept (Baum, 2002; Berg & Sarvimaki, 2003). 

Historically the biomedical model of health has over-shadowed much of the discourse 

of Western health and this has been defined as the absence of illness or disease 

(Duckett, 2000). In recent times the biomedical model of health has been widely 

criticised for ignoring the social, psychological, and spiritual aspects which contribute 

to and effect health (Baum, 2002). The World Health Organization therefore defined 

health as “a state of complete physical, mental and social wellbeing, and not merely 

the absence of disease or infirmity” (World Health Organization, 2003: online). Today 

the biomedical definition of health holds less legitimacy and the World Health 

Organization’s definition of health is most commonly drawn on (Duckett, 2000). 

Health is also regarded as a basic universal human right and is addressed in ‘The 

Universal Declaration of Human Rights’ (United Nations, 1948), the ‘Jakarta 

Declaration on Leading Health Promotion in the 21
st
 Century’ (World Health 

Organization, 1997), and ‘Ottawa Charter’ (World Health Organization, 1986). 
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3.2 A measure of health 

 

There are multiple measurement tools which gather data to explore individuals’ 

health. The Child Health and Illness Profile- Adolescent Edition (CHIP-AE) provides 

one measure of health for adolescents. This self-reporting instrument is based on the 

broad conceptualisation of health (Forrest et al. 2000) and was developed in 1995 to 

measure and compare health differences across population groups (Altshuler & 

Poertner, 2002). This provides a comprehensive description of adolescents’ (aged 

between 11 and 17 years) overall health; physically, psychologically and socially 

(Young Bradford & O’Sullivan, 2007).  

 

3.3 The social determinants of health 

 

Inequalities within health arise from the positions individuals occupy within society 

rather than medical care (Labontė & Laverack, 2008), and these are shaped by 

political, social and economic forces (Labontė & Laverack, 2008). These social 

determinants of health represent a range of personal, social, economic and 

environmental factors which determine the health status of individuals and 

populations (World Health Organization, 1998). They include individuals’ 

socioeconomic and gender status, their access opportunities to health resources and 

support, their educational attainment, and their vulnerability to structural domination 

and oppression (Keleher, MacDougall & Murphy, 2007). As explored in chapter 2, 

young carers are particularly vulnerable to experiencing health inequalities as a result 

of their caring circumstances (Cummings et al. 2007), and their potentially powerless 

positions within the health care system (by virtue of their age, social class, life 

experiences, and educational attainment).  

 

Labontė and Laverack (2008) identify income and social status as the most significant 

determinant of health. As discussed previously, the average income for carers is less 

than 25% compared to individuals who do not have caring responsibilities (Australian 

Bureau of Statistics, 2004 in Cummings et al. 2007: ix). Young carers are also more 

likely to live in low income areas than their non-caring counterparts (House of 

Representatives, 2009) which effects individuals’ preventative and primary 
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behaviours through their access opportunities in obtaining appropriate health 

resources and support. Unequal access to material conditions and economic security 

effects individual health across the socio-economic spectrum (Eckersley, 2001).  

 

Wilkinson and Marmot (2003) acknowledge ten social, political, and economic 

factors which influence the health of individuals and communities. These social 

determinants of health include 1. social gradient, 2. stress, 3. implications during 

conception and infancy, 4. social exclusion, 5. work, 6. unemployment, 7. social 

support, 8. addiction, 9. food, and 10. transport. These determinants provide a useful 

framework to explore the situation of carers.  

 

3.3.1 The social gradient 

 

 The social gradient refers to the idea that individuals who attain lower social 

status generally have a shorter life expectancy (Wilkinson & Marmot, 2003). 

Carers tend to have low social status as a result of lower educational attainment 

(Carers Association of SA, 2005), limited workforce participation (Access 

Economics, 2005), social isolation and alienation (Carers Australia, 2001), and 

structural marginalisation (Moore & McArthur, 2007). These impact on 

individuals’ access opportunities to health care which further impacts on life 

expectancy. Carers also suffer the lowest collective health and wellbeing 

nationally (Cummings et al. 2007) and the implications of low social status 

coupled with low health and wellbeing increases the risk of shorter life 

expectancy. Shorter life expectancy inevitably results in other individuals having 

to take over care responsibilities due to carer morbidity and mortality. This 

increases the need for carers in particular to attain a critical level of health 

literacy to maintain good health further explored later in this chapter.  

3.3.2 Stress 

Individuals who worry and are constantly stressed and anxious over significant 

periods of time can experience negative impacts on to their mental and physical 

health (Wilkinson & Marmot, 2003). It is evident that individuals who provide 

informal care worry extensively about the care recipient’s health and future care 
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arrangements, and experience stress throughout their daily care responsibilities 

(2003 Survey of Disability, Ageing and Carers in Australian Bureau of 

Statistics, 2008:38). Carers also face stress in relation to financial insecurity, 

future care expenses, and other family and work responsibilities; managing the 

household, employment, study, social relations, and other family commitments. 

Carers who hold paid employment often worry about their roles and 

expectations in the workplace while trying to juggle caring responsibilities and a 

family. Younger carers who attend formal education also face higher degrees of 

stress than their non-caring peers due to extra responsibilities in the home and 

sporadic educational participation (Australian Bureau of Statistics, 2008). As 

previously mentioned in chapter 2, it is apparent within the literature that carers 

experience a negative change to their health as a consequence of their caring 

responsibilities. 

 

3.3.3 Early life 

 

Ill health and negative health choices which impact on health also significantly 

impact on pre and post-natal care. As 75% of all primary carers are female 

(Australian Bureau of Statistics, 2009) the negative emotional, physical and 

psychological implications associated with caring greatly effects child bearing 

and rearing practices. Infants born into stressful circumstances may have low 

birth weights which exacerbates the risk of poor health in later life (Wilkinson & 

Marmot, 2003). Female carers may also feel divided between the needs and care 

of their family and the requirements of care circumstances. This can result in 

feelings of neglect and guilt for not providing adequate attention towards other 

family members due to the dependence and requirements of the care recipient.   

 

3.3.4 Social exclusion 

 

Caring responsibilities often leave many young carers socially isolated and 

alienated due to financial constraints and limited leisure time (Australian Bureau 

of Statistics, 2008; Cummings et al. 2007), which has the potential for 

psychological damage (Heron, 1998) during adolescence. Many young carers 

may experience social isolation by missing-out on opportunities to develop 
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social skills and interact with peers which can inevitably result in difficulties in 

establishing intimate relationships (Heron, 1998). Young carers may also be 

solely excluded from the peer group and experience bullying.  

 

Exclusion within the health care system can occur when allied-health 

practitioners assume young carers are too young to be involved in care 

responsibilities. They remain overlooked while being vulnerable to ill health 

which can reinforce or extend powerlessness, marginalisation, and oppression 

(Labontė & Laverack, 2008). Being socially excluded and dominated can lead to 

feelings of isolation, fear, marginalisation, depression, and anxiety further 

impacting on mental and emotional health.  

 

3.3.5 Work 

 

While obtaining employment has significant positive economic, social, and 

psychological outcomes for individuals, workplace duties and stresses can 

contribute to ill health. While paid employment provides financial security and 

social stimulation, the daily responsibilities of care, work, and home life can 

contribute to increased stress for carers. Carers who hold paid employment 

require alternative caring arrangements during work hours, which can be costly. 

Carers also worry about whether the needs of the care recipient are being 

adequately met while in someone else’s care. Financial security contributes to 

positive health, however carers generally have less income and may not have 

access to appropriate health care, or health opportunities. 

 

3.3.6 Unemployment 

 

While job security generally increases health, unemployment and job 

uncertainty can lead to serious health implications and premature death 

(Wilkinson & Marmot, 2003). Financial insecurity and the uncertainties of 

employment within caring circumstances can negatively impact on carers’ 

emotional and mental health. Individuals who face financial uncertainty or 

economic insecurity are likely to experience higher rates of mortality and 

morbidity than individuals who are financially secure (Australian Institute of 
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Health and Welfare, 2008). Higher income increases individuals’ access to 

appropriate health resources and support and the likelihood of engaging in 

healthy practices such as healthy eating, exercise, attending social functions, and 

access to better housing (Australian Institute of Health and Welfare, 2008). 

Monetary gain also impacts on individuals’ motivation and confidence to seek-

out and obtain resources and support in maintaining good health. Carers often do 

not access treatment and support for themselves due to financial costs and time 

constraints (Cummings et al. 2007; House of Representatives, 2009) and this has 

significant primary and preventative health outcomes. Carers are also more 

likely to hold minimal or no employment, leaving family members vulnerable to 

poverty, social exclusion and ill health (Dearden & Becker, 2004).  

3.3.7 Social support 

 A supportive social network contributes to a sense of love, support, self-esteem 

and value, while the absence of supportive networks can lead to feelings of 

isolation, depression, and low self-esteem and self-worth (Wilkinson & Marmot, 

2003). Young carers are often isolated and alienated due to the expectations and 

demands of their caring responsibilities (Carers Australia, 2001), and some 

become the target of bullying (Heron, 1998; Sahoo & Suar, 2009; Warren, 

2006). As previously discussed, many young carers do not partake in school and 

social events with peers, and it is crucial carers have the opportunity to develop 

strong networks to provide support and assistance within caring circumstances. 

The increased prevalence of family breakdown contributes to the necessity of a 

strong supportive network. As will be discussed in chapter 6, intervention 

provides the opportunity for socialisation and the development of a supportive 

network.  

 

3.3.8 Addiction 

 

Any form of addictive relationship can have negative social and economic 

implications on health (Wilkinson & Marmot, 2003). Addiction may be an 

avenue of comfort or stress release for individuals under immense pressure 

within care responsibilities, alongside family commitments and employment 
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(Wilkinson & Marmot, 2003). Behaviours such as smoking and alcohol abuse 

may provide a cathartic effect for carers who are stressed and burnt-out, 

however these behaviours have long term health consequences. It is important 

young carers have the opportunity to explore health behaviours and understand 

the negative implications associated with particular health choices. The 

intervention within this study provides the avenue for participants to socially 

learn and attain the power-tools to be able to make informed decisions about 

their health.   

 

3.3.9 Food 

 

While a balanced diet is a prerequisite for maintaining positive health, a poor 

diet can lead to malnutrition, illness, and obesity which also have negative 

psychological effects on individuals (Wilkinson & Marmot, 2003). Individuals 

who attain low social and economic status are more likely to have unequal 

access to a variety of fresh, nutritious foods. Malnutrition leads to an array of 

health issues including oral decay, obesity, diabetes, cancer, and depression. 

Carers may be vulnerable to eating a poor diet due to the cost of nutritious foods 

and time constraints to prepare nutritious meals. Adolescent carers are also less 

likely to consume a well-balanced diet by virtue of their eating habits (further 

explored in chapter 4) during this life stage. The intervention provides 

information on positive dietary health to address these issues.  

 

3.3.10 Transport 

 

It is likely young carers rely on public transport, family and friends to commute 

which limits social interactions and can constrain the individual to the 

household. The unavailability of reliable transport may pose issues for young 

carers who need to commute to school and extracurricular activities, and assist 

the care recipient to attend appointments, obtain medicines, and during times of 

emergency. 

 

Most modern forms of transport have led to a decrease in daily physical exercise 

(Wilkinson & Marmot, 2003) resulting in an increase of obesity and morbidity. 
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Modern forms of transport have also led to increased fatal accidents and 

pollution which effect health (Wilkinson & Marmot, 2003).  

 

Carers are vulnerable to suffering the potential negative outcomes of these 

determinants of health due to their caring responsibilities and circumstances. Young 

carers are further disadvantaged as they may experience negative health outcomes 

before they reach adulthood. It is crucial young carers have the opportunity to 

overcome these potential health outcomes to provide them with the best possible 

chance to maintain positive health.  

 

3.4 Health promotion  

 

The promotion of behaviour change towards healthier living has been one of the 

major objectives for governments and policy makers within ageing societies over the 

past two decades (Baum, 2002). In the current health care climate there has been a 

considerable emphasis on the shift towards individualised health care and personal 

responsibility within health promotion and public health (Toofany, 2007; Green et al. 

2007). Health promotion includes all activities intended to prevent disease and 

promote positive health (Kemm & Close, 1995) and involves all levels of social 

organisations; from federal government initiatives to individual decision making. The 

World Health Organization (1998:1) defines health promotion as “the process of 

enabling people to increase control over, and to improve their health” which is central 

to empowerment practice (Nutbeam, 2000).  

 

Health promotion seeks to promote personal change to address and improve the social 

determinants of health through empowerment approaches. While health promotion 

has historically been implicit within nursing theories based on disease control and 

prevention (Berg & Sarvimaki, 2003), psychosocial empowerment approaches can 

provide a mechanism for individuals to maintain positive health. It is evident that 

medical care alone does not dictate the health and wellbeing of individuals as 

political, social and economic inequalities can oppress and create power-blocks for 

certain groups of individuals to maintain positive health (Labontė & Laverack, 2008; 

Mullaly, 1997). These structural implications are further discussed in chapter 5. 
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Health promotion is empowerment based and focuses on the fairest and most effective 

ways to improve health for all (Keleher et al. 2007). The concept of health promotion 

has been detailed as a basic human right and forms the basis of various declarations. 

‘The Universal Declaration of Human Rights’ states that “everyone has the right to a 

standard of living adequate for the health and wellbeing…including…medical care 

and necessary social services…” (United Nations, 1948: article 25:7). ‘The Jakarta 

Declaration on Leading Health Promotion’ (World Health Organization, 1997) further 

explains health promotion as an essential element of health development, which 

contributes to the reduction of health inequalities, and builds social capital for social 

and economic development. The World Health Organization considers health 

promotion to be a resource that permits people to lead socially and economically 

productive lives (World Health Organization, 1998). In the mid-1980s the World 

Health Organization adopted the concept of empowerment within its health 

promotion definition, emphasising the necessity of empowering individuals to attain 

and maintain positive health (Berg & Sarvimaki, 2003).  

 

Hubley & Copeman (2008:26-27) contend that “health promotion involves coercion, 

persuasion or health empowerment approaches”. While it is not within the scope of 

this study to address the areas of coercion and persuasion, health empowerment lies at 

the centre of health promotion, and this aligns with the theoretical underpinnings of 

empowerment approaches within this study. The empowerment program focusing on 

health literacy (intervention) provides a safe environment for individuals to become 

empowered (Lee, 2001; Solomon, 1976) in overcoming potential power-blocks, and 

developing a critical level of health literacy. This will be explained in chapters 5 and 

6. Health empowerment comprises two components: self-efficacy and health literacy 

(Hubley & Copeman, 2008) and these components alongside the empowerment 

approach are pivotal within any health promotion program which focuses on 

developing health literacy. 
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3.4.1 History of the health promotion charters 

 

The World Health Organization’s concept of health promotion was first 

conceptualised in the 1978 ‘Alma Ata Declaration on Primary Health Care’ which 

draws attention to the social determinants of health as a response to the limitations of 

the biomedical model in improving health (McDonald & Thompson, 2005; Labontė & 

Laverack, 2008). ‘The Alma Ata Declaration on Primary Health Care’ (World Health 

Organization, 1978) declared health as a universal goal and a fundamental human 

right requiring the promotion of community and individual self-reliance and 

participation in the planning, organisation, operation and control of primary health 

care by drawing on and utilising available community resources (World Health 

Organization, 1978). The Declaration further stated that appropriate education on the 

prevailing health problems and the promotion of primary and preventative health care 

measures were a goal for national and international government and non-government 

agencies in allowing individuals to attain a level of health that would permit them to 

lead a socially and economically productive life by the year 2000 (World Health 

Organization, 1978). 

 

Some nine years after the establishment of the ‘Alma Ata Declaration’, the inaugural 

International Conference on Health Promotion was held in Ottawa, Canada in 1986 

as a response to the new public health movement (World Health Organization, 1986). 

Progressing on from the ‘Alma Ata Declaration on Primary Health Care’, the ‘Ottawa 

Charter’ outlined the prerequisites for public health, and focused on health promotion 

in achieving health equity by the year 2000. Delegates of the conference were 

required to commit to health promotion strategies and join in an alliance with non-

government and government organisations, and the World Health Organization to 

promote and exercise health promotion alongside the basic moral and social values of 

the ‘Ottawa Charter’ (World Health Organization, 1986). 

 

It was the ‘Ottawa Charter’ that first introduced the concept of empowerment as an 

outcome of health promotion, and reinforced the importance of community 

participation in promoting health (Hubley & Copeman, 2008). The ‘Ottawa Charter’ 

focused on building healthy public policy, creating supportive networks, social and 

living environments, strengthening community action, and developing personal skills 
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while re-orienting health services to promote proactive, positive health among 

individuals (Hubley & Copeman, 2008). 

 

Ten years after the turn of the millennium it is evident that the Declarations’ targets of 

positive health for all have failed to succeed as millions of people world-wide still live 

without access to adequate health care and support. While it is obvious that health is a 

basic human necessity, many individuals still do not possess the necessary skills, 

knowledge and resources to be able to lead healthy lives, and seek-out and act on 

health information and support in times of need.  

 

This study promotes human rights by upholding the ultimate goals of the ‘Alma Ata’ 

and ‘Ottawa Charters’ through the candidate’s commitment to address the issues of 

health literacy through the Clinton Global Initiative-University. As the empowerment 

program is developed from a social work theoretical base, this further upholds and 

promotes social justice, equity, and equality. While the ‘Alma Ata’ declaration 

emphasises self-reliance in utlising community resources, structural elements also 

impede individuals’ ability to effectively obtain and use resources. As discussed 

earlier an individuals’ position within society is a determinant of their health, and it is 

evident that individuals with lower socio-economic status are likely to have poorer 

health outcomes and less access to appropriate health care. These individuals may also 

not have the confidence and ability to seek out and utilise resources and support for 

personal attainment.  

 

3.4.2 The emergence of health literacy  

 

Literacy is a social practice which concentrates on the ability to read, write and use 

language effectively (Toofany, 2007) while health is a resource needed to lead a 

productive life individually, socially and economically (Green et al. 2007). The 

relationship between literacy skills and health is complex as literacy skills impact on 

health knowledge, health status and access to health services (National Network of 

Libraries of Medicine, 2010). The term ‘health literacy’ is a relatively new concept 

within health promotion (Nutbeam, 2000) and was first used in 1974 by Simonds, 

who argued that school children should be educated to become health literate 
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(Toofany, 2007). Later that year the term was first published at a health education 

conference discussing health education as a social policy issue (Mancuso, 2009).  

 

Health literacy originated from the idea that adequate levels of literacy and numeracy 

skills are required to effectively participate within the health care system (Mancuso, 

2009; Ad Hoc Committee on Health Literacy, 1999 in Kickbusch, 2001:290). The 

determinants of health concerning literacy skills arose from the United States National 

Adult Literacy Survey in 1992 (Kickbusch, 2001) defining literacy as “using printed 

and written information to function in society, achieve one’s goals, and develop one’s 

knowledge and potential” (Kirsch, Jungeblut, Jenkins & Kolstad, 2002:2). The Ad 

Hoc Committee on Health Literacy for the Council on Scientific Affairs of the 

American Medical Association recognised the determinants of health literacy were 

broader than merely attaining literacy and numeracy skills (Kickbusch, 2001). Health 

literacy was later defined as “the ability to perform basic reading and numerical skills 

required to function in the health care environment” (Ad Hoc Committee on Health 

Literacy, 1999 in Kickbusch, 2001:290).  

 

3.4.3 Defining health literacy 

 

There are now various and competing definitions of health literacy, with much 

vagueness surrounding the development and application of the term within health. 

There are two perspectives concerning health literacy: 

 

1. Health literacy from a literacy skills perspective 

2. Health literacy from a social and empowerment perspective 

 

Due to the vagueness surrounding the term there is much confusion and debate about 

its definition and application within health and social care (Baker, 2006). This 

vagueness has subsequently attracted little attention from policy makers and health 

care providers in Australia (Bryan, 2008). The two perspectives of health literacy are 

discussed below. 
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3.4.3.1 Perspective One: health literacy from a literacy skills perspective  

 

In the United States of America, health literacy is defined as the relationship between 

patient literacy and numeracy levels, and the ability to comply with medical 

instructions. The USA Institute of Medicine defines health literacy as “the degree to 

which individuals have the capacity to obtain, process, and understand basic health 

information and services needed to make appropriate health decision.” (Ratzan & 

Parker, 2000 in Institute of Medicine of the National Academies, 2001:4)  This 

concept of health literacy concerns the ability of individuals to read and understand 

printed health materials and medical labels (Hubley & Copeman, 2008). 

 

In 2004 the Institute of Medicine published the inaugural report Health literacy: A 

prescription to end confusion, which explained that individuals needed to possess 

basic numeracy and literacy skills to navigate the health care system and use health 

information adequately (Bryan, 2008). The report called on the government and non-

government sectors to become proactive in establishing effective and sustainable 

initiatives and standards for health information communication (Bryan, 2008).  

 

While the Institute of Medicine’s definition of health literacy is well respected and 

valid in demonstrating a positive outcome to health promotion, it fails to acknowledge 

the social skills required by individuals to seek-out and obtain appropriate resources 

and support. It further overlooks the social, economic and ecological influences which 

impact on certain groups of individuals in society, as well as the issues associated 

with conceptualising, utilising and reflecting on resources.  

 

Much of the original research from the United States of America concerning low 

literacy and comprehension levels in clinical settings have been associated with 

potential risk factors for poor health (Nutbeam, 2008). These have been managed 

using clinical patient education resources which focus on the biomedical model of 

health, testing patients’ literacy skills and pronunciation of medical terms, and recital 

of health instructions to practitioners in clinical settings (Hubley & Copeman, 2008).  

 

Measurement tools which test individuals’ health literacy from a literacy skills 

perspective include the Wide Range Achievement Test-revised (WRAT-R) and the 
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Rapid Estimate of Adult Literacy in Medicine (REALM). These measures test health 

literacy through word recognition and memory of medical terms and body parts. The 

REALM is the most commonly used literacy test among adults in clinical settings 

(Davis et al. 2008), and measures reading and pronunciation skills (Baker, Williams, 

Parker, Gazamararian & Nurss, 1999). There is also an adolescent version of the 

REALM; the REALM-Teen, which also tests for word recognition and pronunciation 

of medical terms appropriate for young people (Davis et al. 2008).  

 

These measures are useful in predicting individuals’ likelihood of encountering 

difficulty in reading and pronouncing medical terms. The study conducted by Davis, 

Wolf, Arnold, Byrd, Long, Springer, Kennen and Bocchini (2008) comprised of 1,533 

adolescents aged 10 to 19 years, and while this provides a reliable amount of data, this 

does not consider the social aspects of health and wider social settings of health. 

These solely concentrate on the reading abilities of these individuals. It is further 

likely that 10 year olds would have less motivation and confidence concerning their 

reading abilities as they may still need assistance to read and pronounce words. 

 

The Test of Functional Health Literacy in Adults (TOFHLA) is the most widely used 

test to measure health literacy by testing individuals’ comprehension of medical 

resources and instructions (Andrus, Pharm & Roth, 2002; Baker et al. 1999). These 

include the completion of appointment slips, consent forms and understanding 

medical prescriptions (Parikh, Parker, Nurss, Baker & Williams, 1996). This test has 

been developed to gather evidence of individuals’ abilities to comprehend medical 

terms and instructions and is utilised only within medical settings (Mancuso, 2009). 

 

The Health Activities Literacy Scale (HALS) currently provides the most 

comprehensive measure of individuals’ health status focusing on literacy skills and 

the ability to conceptualise health information in five health domains: 1. health 

promotion, 2. health protection, 3. disease prevention, 4. health care and maintenance, 

and 5. systems navigation (Nutbeam, 2008). The properties and efficacy of this 

measure remain unknown as this is a relatively new tool. The HALS continues to 

support the view of health literacy as a derivative of the measurement of basic literacy 

skills and continues to overlook the importance of health literacy as a social concept 
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(Nutbeam, 2008). Completing the HALS is further time consuming (approximately 40 

minutes) (Baker, 2006). 

 

Most research studies of health literacy have involved adults, hospital patients, older 

people, and individuals suffering from a chronic illness (Gray, Klein, Noyce, 

Sesselberg & Cantrill, 2005). Children and adolescents have rarely been included in 

data collection concerning health literacy (Gray et al. 2005; Betz, Meeske, Smith & 

Chang, 2008) even while it is widely acknowledged that the skills of health literacy 

should be developed at a young age (Betz et al. 2008). While most empirical studies 

have been conducted in the United States, there is a growing body of knowledge 

concerning health literacy internationally (Keleher & Hagger, 2007). Canada and the 

United States are more research active in the area of health literacy than Australia and 

the United Kingdom. This may be due to the fact that health literacy has gained more 

popularity among North American policy makers and federal organisations (Green, 

2007) than these in Australia and the United Kingdom where the term is and 

applicability of health literacy is largely vague. 

 

From this perspective health literacy is reliant on individuals’ literacy skills and 

overlooks the wider social skills of access and utilisation of community resources and 

support. Even if individuals can read information, this does not mean they can have 

the ability to understand and conceptualise this information for personal attainment. 

This perspective also fails to acknowledge the wider social settings of health literacy 

(such as taking medication in the home, reading pamphlets, exerting health 

behaviours, and influencing family and friends). Few studies have examined everyday 

health related activities in the wider health arena (Institute of Medicine, 2001).   

 

3.4.3.2 Perspective Two: Health literacy from a social and empowerment 

perspective 

 

From a social and empowerment perspective health literacy requires more than basic 

numeracy and literacy skills to navigate the health care system and obtain and use 

health information. Health literacy requires the social skills of having the confidence 

and motivation to navigate and interact with service providers in obtaining health 

information. It further requires individuals to be able to understand and extract 
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meaningful health information and utilise this within everyday practices. This centres 

on primary and preventative health behaviours and informed health choices. Health 

literacy also promotes collectivity within society by having the means to be able to 

assist and care for oneself and positively influence others. As discussed in chapter 2, 

the skills of health literacy are crucial for carers to be able to provide effective care 

provision and influence surrounding individuals in maintaining good health. Health 

literacy is an extremely important skill for carers to attain as this impacts on their 

overall health and wellbeing, and effectiveness of care provision. 

 

Health literacy is also seen as an asset model originating within health promotion and 

public health (Nutbeam, 2008). The outcome of health literacy provides personal 

decision making power, motivation and confidence to access and utilise appropriate 

health resources and support, and exert primary and preventative health behaviours. 

This approach maintains health as a basic human right, and promotes equity and 

social justice (Nutbeam, 2008; Labontė & Laverack, 2008). This asset model of health 

literacy has much support in Australia, Canada and the United Kingdom (Nutbeam, 

2008) and is connected to Nutbeam’s levels of health literacy which are explored later 

in this chapter. 

 

The knowledge, attitudes and beliefs about health influence individual health 

decisions which effects future health outcomes (Australian Institute of Health and 

Welfare, 2008). The ability to acquire and process health knowledge enables 

individuals to recognise health problems in themselves and others, and act on this by 

making informed decisions regarding primary behaviours and access to appropriate 

services where necessary (Australian Institute of Health and Welfare, 2008). Health 

skills are a part of the life skills needed to function effectively in modern society, and 

many of the life skills are critical to health (Kickbusch, 2006).  

 

The World Health Organization (2010) defines health literacy as the “cognitive and 

social skills which determine the motivation and ability of individuals to gain access 

to, understand and use information in ways which promote and maintain good health.” 

This definition of health literacy will be utilised within this study as the basis for 

exploring and acquiring health literacy. This perspective aligns with the principles of 

social work and theoretical underpinnings within the intervention (further discussed in 
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chapter 6). Health literacy is central to empowerment and this acknowledges the wider 

social and structural implications which can impinge on individuals’ ability to access 

and utilise health resources. It is anticipated health literacy will be fostered in the 

intervention through the various empowerment approaches discussed in chapter 5. 

  

There are currently no appropriate measurement tools which gather data and provide 

an indication of individuals’ health literacy from a social and empowerment 

perspective. All available health literacy measurement tools focus on the literacy 

skills of individuals in clinical settings. The previously discussed health literacy 

measures (from a literacy perspective) are medically orientated and are disseminated 

primarily within a health care setting. While it is critical individuals attain literacy 

skills to be able to read and extract meaningful information from resources, the social 

skills and opportunities for individuals to access and obtain resources are pivotal for 

individuals to be able to obtain these resources and utilise them effectively. 

 

3.5 The levels of health literacy  

 

Nutbeam further expanded on the World Health Organization’s definition of health 

literacy to incorporate levels of knowledge, skills, and confidence to take action to 

improve personal health. Nutbeam (2000) developed three conceptual levels of health 

literacy: 1. functional health literacy, 2. interactive health literacy, and 3. critical 

health literacy. Progressing to higher levels implies an increased attainment of 

knowledge and power to exert primary and preventative health behaviours, understand 

and extract meaningful information from health resources, navigate the health care 

system, and interact with health practitioners. This contributes to the sense of control 

individuals have over their own health.  

 

Progression in the levels of health literacy is not only dependant on cognitive 

development, but also on the exposure and successful comprehension of different 

forms of information (i.e. navigating the health care system and interacting with 

practitioners) (Nutbeam, 2000). While literacy skills are predictive of health literacy 

these are not definitive of the effectiveness of health education or the social marketing 

of health messages. Such applications are dependant on how people understand these 
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messages (Keleher & Hagger, 2007). The levels of health literacy are discussed 

below.  

 

3.5.1 Level 1: Functional health literacy 

 

A functional level of health literacy requires basic skills in reading and writing to be 

able to function in everyday situations (Nutbeam, 2000). Individuals who attain this 

level of health literacy have obtained sufficient information on particular health issues 

(Nutbeam, 2000 in McMurray, 2003:16) and can read and understand basic 

information in pamphlets. Individuals with a functional level of health literacy can act 

on simple advice and instructions provided by health professionals (Kickbusch, 2001 

in McMurray, 2003:16).  

 

Individuals at this level can still make uninformed decisions regarding intervention 

options and compliance, and may encounter issues in navigating the health care 

system. More of a reactive role is adopted in managing health as individuals rely on 

health care providers to assist and direct them towards good health. Individuals who 

attain this level of health literacy are less motivated to actively seek-out preventative 

health information and access assistance in times of need.  

 

While this acknowledges that individuals do require literacy skills to be able to read 

information (which is connected to perspective one), there is a broader focus on 

individuals’ social skills in maintaining good health. This focus becomes more 

prominent as the levels of health literacy progress.      

 

3.5.2 Level 2: Interactive health literacy 

 

An interactive level of health literacy builds on from the skills of functional health 

literacy, and requires skills to be able to extract meaning from different forms of 

communication. These include written materials, liaisons with practitioners, and 

information from the media (Nutbeam, 2000). Individuals who obtain this level of 

health literacy are more proactive concerning their health than individuals with a 

functional level of health literacy. These individuals have the knowledge to follow-up 

on arising health issues, and successfully navigate the health care system, translating 
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information into everyday health promoting practices (i.e. flossing teeth, eating two 

fruits and five vegetables daily). While individuals have some degree of confidence in 

interacting with practitioners regarding their health and intervention options, many 

can experience a power-over by allied-health practitioners in making informed health 

decisions (McMurray, 2003).   

 

3.5.3 Level 3: Critical health literacy 

 

A critical level of health literacy is the highest and most complex of Nutbeam’s levels 

and requires advanced cognitive and social skills to critically analyse and use health 

information to exert greater control over life events and situations (Nutbeam, 2000). 

Individuals obtain the knowledge and skills to be able to follow-up on arising health 

issues and navigate the health care system, and have the confidence to interact with 

practitioners and take control over their lives. These individuals can make informed 

decisions regarding their health. These include exerting primary and preventative 

health behaviours, having the knowledge of where to go in times of need, and 

overcoming the power-over dichotomy of health practitioners.  

 

Individuals who have attained this critical level may become involved in community 

action and development (i.e. lobbying policy makers, campaigning, and promoting 

good health practices) (McMurray, 2003) and influence others to maintain good 

health (McMurray, 2003). They also can assist others with their health care by seeking 

appropriate support and interacting with practitioners, and explaining intervention 

options.  

 

This level of health literacy can be beneficial for carers as it assists them to overcome 

the potentialities of low health and wellbeing, and provide effective care provision. 

This study aims to provide young carers with the opportunity to achieve critical heath 

literacy.  

 

As previously discussed the CHIP-AE provides a comprehensive description of 

adolescent health behaviours. While the tool only measures health and illness, it is 

important participant health behaviours are obtained to gain an overall understanding 

of their health practices. The CHIP-AE was introduced within this study to gather data 
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on health more broadly and understand behaviour change and experiences that 

contribute to individuals’ health literacy. The candidate used the CHIP-AE as a basis 

for developing the quantitative measurement tool within this study (see Appendix 5). 

The development of this tool will be explained further in chapter 7.  

 

3.6 Impacts of low health literacy  

 

While critically health literate individuals maintain positive health, individuals with 

low health literacy are less likely to understand, access and use valuable community 

resources and support (Green et al. 2007). These individuals often have limited 

knowledge regarding primary and preventative behaviours, and have little confidence 

and motivation to seek resources and support. Difficulty is also encountered in 

navigating the health care system, and interacting with practitioners (Chew et al. 

2004). Even though people are less motivated to utilise resources and support, they 

are more likely to require frequent hospitalisation and emergency care (Betz et al. 

2008; Nielson-Bohlman et al. 2004 in Mancuso, 2009:1) which may be a result of not 

maintaining preventative health or having the knowledge of wider societal supports. 

Adults who have low health literacy are also more likely to be financially poorer and 

have health conditions which limit their activities (Nutbeam, Wise, Bauman, Harris & 

Leeder, 1993). This indicates that care recipients may attain low health literacy which 

further promotes the importance for carers to obtain the knowledge and skills to be 

able to assist with their health care. 

 

Low health literacy can effect individuals of all ages, ethnicities and educational 

levels (Chang & Kelly, 2007). Low health literacy is a stronger predictor of a person’s 

health than age, income, employment status, educational level and race (National 

Network of Libraries of Medicine, 2008). Not having the knowledge and skills to 

navigate the health care system and utilise community resources impinges on the 

quality and appropriateness of services and intervention received by individuals. This 

can be highly time consuming. 
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3.7 Prevalence of low health literacy 

 

Inadequate literacy skills can further pose barriers to receiving quality health care 

(Parikh et al. 1996) as most health information is obtained from the internet, 

television, newspapers, magazines, pamphlets and books which require basic reading 

and comprehension skills (Betz et al. 2008). Social structures assume clients can read 

and understand health resources and comply with intervention requirements and 

medical documents (Foulk et al. 2001) which further disadvantages individuals. 

Health care providers frequently overestimate consumers’ abilities to understand 

health care instructions and resources (Bryan, 2008).  

 

While literacy skills are vital in maintaing effective functioning in everyday practices 

774 million adults worldwide are illiterate and women and girls are over-represented 

(UNESCO Institute for Statistics, 2009). It is argued that if individuals cannot read, 

they cannot effectively utilise medical resources (pamphlets, medical forms) and 

comply with intervention (Betz et al. 2008; Davis et al. 2008) and while this centres 

on the literacy perspective of health literacy, this is crucial in being able to obtain and 

conceptualise appropriate information. As a large number of the Australian population 

do not have the necessary social skills of health literacy (The University of 

Queensland, 2008) young people by virtue of their age and educational attainment 

may not acquire adequate health literacy. A simpler system of explaining health 

information is crucial. Health resources are useless if individuals cannot read and 

draw meaningful information from these.  

 

Low health literacy is a worldwide issue (Toofany, 2007) recognised by international 

professional organisations and federal agencies in the United States of America as a 

significant public health issue (Betz et al. 2008). Developed nations (i.e. the United 

States, Australia and the United Kingdom) have responded to the increasing 

prevalence of low health literacy by developing policies and initiatives directed 

towards individualised personal health care (Toofany, 2007). These have largely 

focused on the literacy perspective of health literacy.  
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According to the 2003 National Assessment of Adult Literacy (NAAL) 36% of the 

North American population aged 16 years and over attained low levels of health 

literacy (Betz et al. 2008) while 53% of respondents obtained a functional level of 

health literacy and only 12% attained a critical level of health literacy (Betz et al. 

2008). Similarly the Adult Literacy and Life Skills survey (ALLS) conducted in 

Australia in 2006 suggested that nine million Australians (60% of the population) 

between 15-74 years did not attain the basic knowledge and skills to understand and 

use health information effectively (The University of Queensland, 2008). The Healthy 

Communities Research Centre is currently seeking a national focus on health literacy 

(The University of Queensland, 2008) based on the conclusions drawn from the Adult 

Literacy and Life Skills survey. 

 

There are also issues concerning functional health literacy in the United Kingdom 

(Toofany, 2007). The National Consumer Council in 2004 indicated that one in five 

people lacked the necessary skills to understand simple health information to improve 

their overall health (Toofany, 2007) and this is a major challenge presented to the 

United Kingdom’s government strategy for public health (Toofany, 2007). When 

comparing the United States, Australia and the United Kingdom, it is evident the 

United States is at the forefront in investigating the issues of health literacy.  

 

Australia is currently without any formal unifying framework or national approach 

towards addressing the issues of low health literacy (Green et al. 2007). Most 

Australian health literacy literature focuses on evidence provided by Nutbeam 

(Keleher & Hagger, 2007), and despite past projects which have relied on 

communication and education to increase health literacy, most have failed to achieve 

sustainable outcomes in bridging the gap of health equality between various social 

and economic groups (Nutbeam, 2000). While the cost of low health literacy among 

the Australian population has not been investigated, expenditure in the United States 

has reached more than US$58 billion annually (Keleher & Hagger, 2007). While there 

is no available Australian costing of health literacy, it is likely that Australian 

expenditure is also high as the Adult Literacy and Life Skills Survey reported that a 

large percentage of Australians did possess the basic skills to extract and utilise health 

information. 
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3.8 Health literacy data and measurement tools 

It is evident most studies which seek to conceptualise and measure health literacy 

emphasise literacy skills within a clinical setting (Davis et al. 2008; Parikh et al. 

1996), failing to acknowledge the wider social aspects and implications of health 

literacy. There are currently no appropriate health literacy measures to test the social 

aspects of health literacy (the motivation, access, comprehension, and applicability of 

resources), and this creates a large gap within literature concerning the social skills of 

health literacy. Baker (2006) argues that health literacy depends on the relationship 

between individual communication capacities, the health care system, and the broader 

community and need to be incorporated in a measure to effectively seek data on these 

wider social skills and settings. Even the ‘Adult Literacy and Life Skills Survey’ that 

was conducted in Australia focused on the literacy, numeracy, and problem solving 

skills of individuals, and did not acknowledge individuals’ motivation, confidence, 

and social positions within society to maintain good health.  There are currently no 

comprehensive measures of health literacy which test Nutbeam’s conceptual levels of 

health literacy, and acknowledge the various social implications of maintaining good 

health.  

 

3.9 The school setting 

 

The school environment provides a significant opportunity to address the health 

literacy of young people and this contributes to four school-related outcomes: 1. 

lifelong learning skills, 2. competencies and behaviours, 3. specific cognate 

knowledge and skills, and 4. self-attributes (St Leger, 2001). While these attributes 

are necessary in achieving health and educational outcomes, they are also 

fundamental to the attainment of personal health literacy (St Leger, 2001). Health and 

education outcomes are interrelated and children who are healthy learn more, which is 

a determinant for long term health (Mitchell et al. 2000). While most schools in 

developed and developing countries have achieved basic health literacy levels among 

its students, this rarely provides the ability for individuals to take a proactive role in 

maintaining good health and independently seek-out resources and follow-up on 

arising health issues. Children who do not attain a critical level of health literacy will 

not possess the skills during adolescence and adulthood to independently and 
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confidently seek-out resources and support to maintain positive health and influence 

others.  

 

The intervention within this study has the potential to stimulate social change 

concerning the issues of low carer health and wellbeing. This program can be 

administered to young carers across contexts, and provide the next generation of 

potential adult carers with the opportunity to maintain good health.  

 

The World Bank (1993) further acknowledges the social skills required in improving 

young peoples’ health literacy and access to educational opportunities. There is little 

research concerning the effects of health promotion in schools and long term health 

outcomes (Mitchell, Palmer, Booth & Powell Davis, 2000), and few Australian 

schools have developed initiatives towards improving the health of young people 

(Mitchell et al. 2000). While schools have the potential to be major health promoting 

entities for students (National Health and Medical Research Centre, 1996), a 

significant number of adolescents from 15 years of age actively utilise the internet to 

search for health information in their private time (Gray et al. 2005). 

 

Adolescents increasingly use the internet to gather information about diet and 

exercise, and find information on the symptoms of an illness, health concern or 

treatment/intervention options prior to seeking professional help (Gray et al. 2005). 

While adolescents are sophisticated internet users many do encounter access and 

navigation issues while seeking electronic health information (Gray et al. 2005). Often 

the spelling, terminology and unfamiliarity of health terms and instructions can be 

difficult to understand (Gray et al. 2005) and articulating a health question or concern 

into words can pose great difficulty for young people (Gray et al. 2005). These reflect 

the social skills of access, comprehension and extraction of health information (Gray 

et al. 2005). The social skills are vital for making the best attempt to access and use 

electronic health resources (Gray et al. 2005). 
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3.10 The need for an empowerment program focusing on health 

literacy 

 

Health promotion aims to achieve three outcomes: 1. social action and influence, 2. 

healthy public policy and organisational practices, 3. and health literacy (Nutbeam, 

2000). Social action and influence include social change and community participation, 

community empowerment, social norms, and public opinion (Nutbeam, 2000). 

Healthy public policy and organisational practices include changes in policy 

statements, legislation, regulation, resource allocation and organisational practices 

(Nutbeam, 2000). While these areas are highly relevant to health, it is not within the 

scope of this study to address these. Health literacy, the third outcome of health 

promotion is the central aim and outcome of the intervention within this study. 

 

The study seeks to provide individuals with community assets to promote 

empowerment towards leading a healthy life (World Health Organization, 2010a). 

Young carers are a marginalised and at-risk group of individuals who may not 

otherwise have the opportunity to develop the required social skills central for a 

critical level of health literacy.  As will be discussed in chapter 5, an empowerment 

program focusing on health literacy provides the means for individuals to take control 

over their health.   

 

Empowerment within this study focuses on the collation and dissemination of age and 

culturally appropriate context-specific health information for individuals to exert 

greater autonomy in seeking-out and utilising health resources and support to maintain 

greater control over their health (Nutbeam, 2000). The World Health Organization’s 

(2010) health literacy definition aligns with the general focus of empowerment 

practice; gaining personal control over one’s life (this is discussed in chapter 5).  

 

The attainment of health literacy provides the opportunity for individuals to lead a 

health promoting life, which is a key underpinning for economic prosperity. Self-

empowerment implies taking action that responds to the linkages between the 

personal, interpersonal, and socio-political spheres (Krogsrud Miley, O’Melia & 

DuBois, 2004) and is further discussed in chapter 5. Health literate individuals can 
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provide quality care towards others, and act as a mediator of health resources and 

support for family and friends in times of need. 

 

It is evident there is limited empirical evidence concerning health literacy within 

Australia, particularly from a social and empowerment perspective and no adequate 

measurement tools currently exist to effectively gauge health literacy between its 

conceptual levels. The competing definitions of health literacy make it difficult to 

adequately discuss even while the need for health literacy specific programs are 

crucial due to the prevalence of low health literacy in Australia. It is evident that a 

large proportion of the population do not have the basic skills to obtain, interpret and 

apply health information effectively for personal attainment, and this also directly 

impacts on informal care provision, and the health of carers. In an attempt to bridge 

these gaps, the candidate developed an empowerment program focusing on 

developing a critical level of health literacy for young carers from a social and 

empowerment perspective. A measurement tool to test the efficacy of intervention 

was also developed and this is explained in chapter 7. 
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Chapter Four 

Adolescent Health and Development  

Between 10 and 15 years  

 

This chapter explores the period of adolescence and puberty, and discusses the various 

milestones during this stage of life which include Piaget’s formal operations stage, 

and Erikson’s identity vs. role confusion stage. Adolescent health is discussed, 

alongside the decisions and experiences individuals encounter during this life stage 

which may have negative implications to their mental and emotional health, dietary 

health, sexual health, and dental health. The prevalence of health issues within these 

areas in the Australian population are also discussed. The implications of providing 

informal care on health are acknowledged and further explored within the 

intervention.  

 

The term ‘adolescence’ is derived from Latin and is defined as a time to grow or 

mature (Slee, 1993), a universal psychosocial transition between childhood and 

adulthood which signifies a time of sexual maturity (Berk, 2004; Sahler & Kreipe, 

1991; Slee, 1993). While assumptions are made that adolescence is viewed as a period 

of deep tragedies and soaring triumphs (Sahler & Kreipe, 1991), severe emotional 

disturbances are not a routine feature during this period of life (Berk, 2004) and for 

many individuals the venture through adolescence is often undramatic and uneventful 

(Slee, 1993). Berk (2004:350) describes adolescence as a:  

 

Significant time requiring an acceptance of an adult body, adult ways of 

thinking, emotional and economic independence, a more mature way of 

relating to others and forming a positive self-identity; sexually, morally, 

politically and vocationally. 

 

Adolescence is a time of rapid growth physiologically and psychologically (World 

Health Organization, 2005) and is marked by the onset of puberty: a time where 

sexual maturation becomes evident (Vander Zanden, 2000) through a dynamic 

biological process leading to adulthood (Sahler & Kreipe, 1991). Puberty typically 

begins between the ages of 10 and 12 years (Newman & Newman, 1999) and occurs 
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approximately two years earlier for females than males (Newman & Newman, 1999). 

This is signified by the onset of the primary sex characteristics: menarche for females 

and the growth of the testes and penis for males (Newman & Newman, 1999). Once 

primary sex characteristics are established, secondary sex characteristics follow and 

involve the budding of the breasts for females, and the appearance of facial hair for 

males (Berk, 2004).  

 

There is great debate about when the period of adolescence ends and the period of 

adulthood first begins (Rice & Dolgin, 2005). These various beliefs centre on physical 

maturity, the attainment of a full legal status, and the earning of respect and 

independence in decision making from adult figures (Rice & Dolgin, 2005). Lambert, 

Rothschild, Altland and Green (1972:7) discuss the period where adolescence ends as:  

 

Self-controlled, productive, and stable behaviour clearly dominates the 

personal and societal spheres of life; inappropriate and ineffective 

behaviour does not disappear, it is uncommon; and there are always 

possibilities for later change in the behaviour structure. 

 

Frydenberg (1997:7) explores adolescence as less a developmental stage and more a 

period when individuals face differing constraints, explaining:  

 

Adolescence are generally limited by their economic insecurity, 

subjected to changing legal constraints and juvenile-specific policies, 

influenced by a multimedia consumer industry, relegated to limited areas 

of work, characterised by restricted social intercourse and restricted in 

their degree of political participation. 
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4.1 Cognitive development 

 

During adolescence the emergence of cognitive development begins from the age of 

11 years and provides the capacity for abstract, scientific thinking (Berk, 2002). 

Thought processes of young people advance in three ways during adolescence: 1. 

basic cognitive skills continue to develop, 2. logic emerges, and 3. intuitive thinking 

becomes quicker and more convincing (Berger, 2005). Piaget’s fourth and final 

developmental stage of formal operational thought is attained during adolescence as 

individuals move from concrete operational experiences to more abstract and logical 

thoughts (Santrock, 2004). Adolescents also begin to think systematically by 

developing and testing hypotheses in a deductive manner during this developmental 

stage (Santrock, 2004). These adult-like thought processes allow individuals to 

consider future planning and complex concepts of beauty, truth and justice (Slee, 

1993).  

 

The attainment of formal operational thought also provides the means for an 

individual to be able to re-evaluate the concept of the self, and their personal 

perceptions of others (Berk, 2004). Adolescents inevitably develop the capacity to 

think about thinking, and become aware of themselves: the person they are and who 

they aspire to be (Rice & Dolgin, 2005). This self-evaluation is evident during early 

adolescence where young people are more likely to make judgements of and compare 

themselves with others, while also understanding that peers also engage in similar 

thought (Sebastian, Burnett & Blakemore, 2008).  

 

Individuals’ emergence of cognitive development has been related to the quality of 

the home environment, sociodemographic status and maternal intelligence (Rice & 

Dolgin, 2005). For young carers the responsibilities of caring often coincides with the 

realms of adolescence, a time when individuals should be nurtured to grow with the 

help of family and peers (Sahoo & Suar, 2009) rather than provide care to dependant 

individuals. As discussed in chapter 2, care responsibilities provide the opportunity 

for individuals to mature and develop life skills early (Becker, 2007; Thomas et al. 

2003), while limited social interaction can seriously impact on child development 

(Heron, 1998). The likelihood of young carers residing in low income 
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neighbourhoods, and the consequences of not having access to available community 

resources and support can severely hinder the emergence of cognitive development. 

 

4.2 The self and identity 

 

A consistent sense of self is necessary for positive and effective functioning in society 

(Archer & Waterman, 1991 in Lerner, 2002:153; Erikson, 1968 in Lerner, 2002:135), 

and developing an identity is one of the most important tasks during adolescence 

(Rice & Dolgin, 2005).  While identity formation is lifelong, the emergence of 

identity formation becomes prominent during this time (Van Hoof & Raaijmakers, 

2002). Individuals ask themselves questions about and reflect on who they are, and 

what their aspirations are “where am I going?” and “what will I become?” (Erikson, 

1959 in Lerner, 2002:135; Phillips & Pittman, 2003). During this process adolescents 

move into Erikson’s fifth psychosocial challenge of identity vs. role confusion 

(Berger, 2005) and face challenges of finding out who they are, what their values and 

beliefs are, and which future paths to take (Santrock, 2004). Erikson (1950, 1968 in 

Lambert et al. 1972:13) states “an individual cannot find a lasting identity if there is 

no personal conflict during adolescence… [they] must be permitted to experience the 

conflict in decision making so vital to mature development.” 

 

Identity formation is viewed as a reciprocal process between the individuals’ internal 

processes and their environment (Adamson, Hartman & Lyxell, 1999). The physical, 

cognitive and emotional changes adolescents experience lead to an altering of their 

previous childhood thoughts, feelings and appearance (Lerner, 2002). This ongoing 

process of reflection and change (Baumeister, 1999 in Rice & Dolgin, 2005:175) 

emerges as the individual chooses, experiments, and adopts values, beliefs and goals 

(Archer, 1989 in Rice & Dolgin, 2005:174) for personal attainment. Abstract and 

idealistic thought permits individuals to understand they possess multiple selves in 

various contexts (Santrock, 2004) and through identity formation attempt to establish 

a consistent identity by reconsidering the roles and values which have been enforced 

on them by parents and the wider society (Berger, 2005). These roles and values 

coupled with those of their own are re-evaluated and further accepted or rejected 

(Berger, 2005).  
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Erikson’s psychosocial theory of achieving a mature identity relies on the success in 

resolving seven conflicts (1968 in Rice & Dolgin, 2005:175-6):  1. temporal 

perspective versus time confusion; gaining a clear sense of time, 2. self-certainty 

versus self-consciousness; developing confidence in accomplishing future tasks, 3. 

role experimentation versus role fixation; experimenting with various identities, 4. 

apprenticeship versus work paralysis; exploring and trying different occupations 

before deciding on one vocation, 5. sexual polarization versus bisexual confusion; 

defining what it means to be male/ female, 6. leadership and fellowship versus 

authority confusion; expanding social horizons, taking leadership responsibilities and 

learning to follow others, and 7. ideological commitment versus confusion of values; 

constructing an ideology.  

 

Caring circumstances and responsibilities may interfere with this developmental stage 

for adolescent carers as individuals attempt to explore and achieve an identity while 

they maintain adult-like responsibilities (as was discussed in chapter 2) at a time when 

they may not understand who they are and what their aspirations are. It may be 

extremely difficult for young carers to move through this developmental stage while 

being heavily relied on to provide a range of care activities and manage care 

responsibilities which limit the importance of social interaction within identity 

exploration.  

 

An Eriksonian researcher viewed identity as a global construct (Solomontos-

Kountouri & Hurry, 2008) and developed the ‘identity status paradigm’ which claims 

all individuals occupy a particular identity status (Phillips & Pittman, 2003). This 

identifies crisis and commitment as two factors which determine an individual’s status 

of vocational, religious, sexual and political choices (Wires & Barocas, 1994; Phillips 

& Pittman, 2003; Rice & Dolgin, 2005). Crisis refers to the period of experimentation 

of the various aspects of identity while commitment refers to the degree of personal 

investment within this experimentation (Marcia, 1966 in Rice & Dolgin, 2005:176).  

 

An identity crisis occurs when adolescents feel unsure about who they are and what 

their future may be in the midst of societal expectations and pressures (Lerner, 2002). 

Many theorists challenge the term ‘crisis’ and refer to it as merely a time of confusion 
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(Herbert, 1991). Marcia (1966 in Rice & Dolgin, 2005:176) explains “a mature 

identity is achieved when the individual has experienced a crisis and has become 

committed to an occupation and ideology”. Four alternative levels concerning identity 

achievement are also distinguished within this framework and are comprised of: 1. 

foreclosure, 2. diffusion, 3. moratorium, and 4. achievement (Berger, 2005; Wires & 

Barocas, 1994).  

 

4.2.1 Identity foreclosure  

 

Identity foreclosure concentrates on the values and goals individuals adopt based 

on parental or societal expectations (Berk, 2004) and these are adopted without 

exploring alternatives (Berk, 2004). Many young carers may assume a pre-

mature identity status because of their care responsibilities and the expectations 

society places on care within the home. As discussed in chapter 2, the 

responsibility of caring often falls on young people without choice (Bursnall, 

2003; Aldridge, 2008), leaving them vulnerable to assuming a foreclosed 

identity as a carer. Inevitably these young people sacrifice their time, energy and 

resources to assume care responsibilities, while the experience of limited social 

interactions can lead to feelings of exclusion from the peer group (Moore et al. 

2009).  

 

4.2.2 Identity diffusion  

 

Identity diffusion occurs when adolescents have not committed to a particular 

identity (Santrock, 2004). These individuals are often undecided and feel 

indifferent about vocational and ideological choices (Santrock, 2004), and many 

are uncommitted to reaching particular values and goals (Berk, 2004). Young 

carers may also experience a sense of identity diffusion by deferring their 

identity explorations while they provide care, and sacrifice opportunities to 

explore various roles.  
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4.2.3 Identity moratorium  

 

Adolescents experiencing identity moratorium delay or refuse to make particular 

decisions in assuming an identity (Rice & Dolgin, 2005). Individuals within 

identity moratorium can explore alterative possible selves without making a 

final identity choice (Berger, 2005). McDevitt and Ormrod (2004) explain 

moratorium as a form of identity crisis which involves no strong commitment to 

a particular career or set of beliefs. Similarly, Lerner (2002) expresses this as a 

time when adolescents waver between roles. Young people who provide care 

may be vulnerable to missing-out on an identity exploration. With the 

expectation of people living longer with an illness or disability, young carers 

may grow into adult carers and not have the opportunity to explore a potentially 

different identity from that of a carer. These young adults may inevitably 

assume identity foreclosure. 

 

4.2.4 Identity achieved   

 

Individuals who have explored identity or have overcome an identity crisis and 

have committed to particular goals and views have achieved a successful 

identity (Phillips & Pittman, 2003). These individuals have resolved their 

identity crises, evaluated alternatives in personal decisions and commitments 

(Rice & Dolgin, 2005; Berk, 2004) and are clear in their rationale regarding 

vocational, political and ideological choices (Lerner, 2002). Identity achieved 

individuals have successfully obtained inner stability that corresponds with what 

others perceive them to be (Vander Zanden, 2000).  

 

Peers are especially important during adolescence in developing an identity (Pugh & 

Hart, 1999). Peer relationships are essential during this transition from childhood to 

adulthood (Berger, 2005) as individuals of equal status discuss their identity and 

future aspirations (Pugh & Hart, 1999). Peers provide a supportive environment and 

the opportunity to identify as members of a particular group (Hollingshead, 1949 in 

Lambert et al. 1972:64), and through these interactions acquire an emerging separate 

identity from a child (Lambert et al. 1972). Individuals within the group also have the 

opportunity to test their social skills and gain a sense of acceptance and belonging 
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(Berger, 2005; Lambert et al. 1972) by attending social events, participating in peer 

activities, and visiting each others’ homes (Lambert et al. 1972). Byrne and Mazanov 

(2002) explain the peer group can however negatively impact on adolescent 

adjustment and identity when significant issues arise between individuals. Young 

carers may be disadvantaged when exploring the potentialities of developing an 

identity as the isolation and alienation they experience can impede their sense of 

belonging and acceptance among peers.  

 

Parents who cannot or do not respond to adolescent desires of self-autonomy may also 

inhibit the opportunity for individuals to explore identity possibilities (Grotevant, 

1983 in Worden, 1991:9). In the transition from childhood to adulthood, adolescents’ 

increased need for independence is vital in establishing an identity and gaining 

autonomy from the family (Rice & Dolgin, 2005). Adolescents expect their parents 

will support their journey towards individuation while remaining confident they will 

assist them during times of need (Frydenberg, 1997). While self-esteem among 

adolescents has been linked with the willingness of parents to grant autonomy (Rice & 

Dolgin, 2005), this may be difficult within caring circumstances where young carers 

provide care to a dependant relative, particularly to a parent who cannot provide 

psychosocial support to the adolescent. Inevitably caring responsibilities may impact 

on young carers’ access to parental support and guidance, and so the usual 

experiences of growth and development may be compromised (Cass et al. 2009).  

 

Individuals with secure family attachments explore various elements of their identity 

while safely returning to the comfort of their family (Howard & Medway, 2004). 

Howard and Medway (2004) further explain that adolescents with insecure family 

attachments or adolescents whose parents are emotionally or physically unavailable 

are vulnerable to experiencing negative mental and emotional wellbeing while 

exploring their identity. There is the potential for members of the family within caring 

circumstances to be emotionally or physically unavailable, and overlook the need to 

support and nurture young people within the home where the focus is on the needs of 

dependant family members. Inevitably young carers may experience issues 

concerning the lack of availability of their family to support and encourage a healthy 

identity exploration.   
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4.3 The health of adolescents 

 

Even while individuals are generally the healthiest during the period of adolescence, 

younger people are nevertheless susceptible to a variety of health issues which are 

increasingly prevalent among those living in low income homes (Berk, 2002). 

Adolescents can experience a vast array of health issues such as stress, depression, 

sexually transmitted diseases and infections, poor dietary health, and poor dental 

hygiene. These health areas are significant during the period of adolescence and can 

impact on their health in adulthood (McMurray, 2003).  

 

The World Health Organization accentuates the areas of mental health, nutrition, and 

sexual and reproductive health as inherently important health areas, and lists the 

health themes within this study as development topics. The implications of behaviours 

and choices within each of these health areas in adulthood are often effected by the 

decisions and health behaviours of individuals during adolescence. These health areas 

are significant to maintaining good health and are discussed below.  

 

4.3.1 Stress and depression  

 

The World Health Organization (2010b) characterises depression as one of the most 

disabling clinical diagnoses worldwide, and the fourth leading contributor to the 

global burden of disease. While depression effects 121 million people worldwide, it is 

estimated that by the year 2020 depression will be the second leading contributor to 

the global burden of disease (World Health Organization, 2010b). Within Australia 

depression is currently the most debilitating illness (Hickie, 2004) and accounts for 

60% of all disability expenditure for individuals between 15 and 34 years (Hickie, 

2004). On average one in five females and one in eight males across the socio-

economic spectrum experience depression during their lifetime (Beyond Blue, 2009). 

The World Health Organization (2001) indicates youth suicide is an increasing health 

concern internationally, and promotes mental health education and initiatives towards 

the promotion of positive mental health. The intervention within this study seeks to 

provide participants with knowledge of positive mental health, and an awareness of 
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community resources and support to address mental health issues. This is further 

addressed in chapter 6. 

 

‘The National Survey of Mental Health and Wellbeing of Adults’ was conducted over 

a twelve month period between 2006 and 2007 and found that 18% of Australian 

adults had experienced a form of mental health disorder during this time (Australian 

Bureau of Statistics, 2007a). Overall 6.2% of respondents suffered an affective 

disorder and within this young people aged between 16 and 24 years comprised 26% 

of all respondents (Australian Bureau of Statistics, 2007a). Female experiences of 

mental health disorders were twice as prevalent as male (Australian Bureau of 

Statistics, 2007a). 

 

The increased risk of depression during adolescence has been associated with early 

pubertal timing amongst females (Kaltiala-Heino et al. 2003) even though early 

maturation in males promotes psychosocial adjustment (Stattin & Magnusson, 1990 in 

Kaltiala-Heino et al. 2003:532). Adolescent females are further likely to engage in 

negative thinking concerning body image and self-worth which also contributes to 

depressive episodes and ill mental health (Rofey et al. 2009). The responsibilities of 

care require children as young as five to undertake adult-like responsibilities (Carers 

Australia, 2001), and while young people who take on adult roles mature earlier than 

their peers there are psychological implications (Becker, 2007; Thomas et al. 2003).  

 

The physical and cognitive changes which occur during adolescence can greatly effect 

individuals emotionally and behaviourally (Sahler & Kreipe, 1991). While incidences 

of depression are generally low during childhood (Hankin, 2006), it is increasingly 

being recognised that depression often begins during the adolescent years and can 

reach adult prevalence levels during this time (Hankin, 2006). Stress during 

adolescence is associated with the incidence of depression (Frydenberg, 1997) and 

care circumstances can leave young carers susceptible to experiencing stress and 

depression (World Health Organization, 2005 in Australian Bureau of Statistics, 

2007a: online). Adolescence is a critical time where the development of positive 

mental and emotional health is imperative to life long mental health (Thiede Call, 

Altan Riedel, Hein, McLoyd, Petersen & Kipke, 2002). The expectations of providing 
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care and behaving like an adult can increase the prevalence of depression among 

young people (Frydenberg, 1997; Kaltiala-Heino, Kosunen & Rimpela, 2003).   

 

Generic stressors are the most frequent and prominent stressors during adolescence, 

and these include interactions and conflict with peers and the family, issues related to 

school and study, self image, pubertal concerns, and financial hardship (Howard & 

Medway, 2004). Essau (2005:130) explains “adolescents who experience anxiety and 

depression can be highly impaired in various life domains, such as school, home, and 

in social activities.” Symptoms of depression can be associated with low academic 

achievement and this can have negative outcomes for future occupational choices and 

income which impacts on socioeconomic status (Fletcher, 2008). This is particularly 

important for young carers as literature indicates they suffer among the lowest health 

and wellbeing nationally. As discussed in chapter 2, young carers are less likely than 

their non-caring counterparts to obtain academic qualifications, which can contribute 

to the incidences of financial insecurity and the opportunities to maintain good health.  

 

It is evident that untreated and unacknowledged anxiety and depression among 

adolescents can persist throughout adulthood (Boyd, Gullone, Kostanski, Ollendick & 

Shek, 2000). Depression is one of the leading causes of suicide for adolescents (World 

Health Organization, 2005), and Australia and New Zealand have the highest rates of 

suicide among industrialised countries (World Health Organization, 1999 in 

McMurray, 2003:144). The determinants of suicide among adolescents include family 

conflict or parental divorce, hereditary depression, substance abuse, social isolation 

and alienation, and mood disorders (Pelkonen & Marttunen, 2003). Social and 

economic disadvantage, a lack of external social support, and adversity further 

contributes to the overall risk of adolescents suffering ill mental health, which can 

result in suicide (McMurray, 2003). Young carers are extremely vulnerable to 

experiencing ill mental health due to care circumstances, strained family relationships 

(House of Representatives, 2009), social isolation (Carers Australia, 2001), and low 

health and wellbeing (Cummings et al. 2007).  

 

Many adolescents seek assistance and comfort from family and friends to help cope 

with stress and depression, but some attempt to address issues without assistance 

(Thiede Call et al. 2002). Accessing mental health resources and support can prove 
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difficult and embarrassing for young people who do not obtain a critical level of 

health literacy as they may not navigate the health care system efficiently nor have the 

confidence and motivation to discuss health concerns with allied-health practitioners. 

Individuals often fear practitioners will disapprove of or undermine their situation and 

not listen to their needs and experiences (Woodgate, 2006). Inevitably young people 

become discouraged from seeking resources and support and feel helpless in 

attempting to interact with allied-health practitioners because of their concerns and 

may eventually give up (Woodgate, 2006). Young carers can be overlooked by health 

practitioners where the focus is on the care recipient (Thomas et al. 2003), failing to 

acknowledge their psychosocial needs.  

 

4.3.2 Sexual health 

 

During adolescence, peer relationships evolve and sexual interests, and sexually 

orientated behaviour begins to emerge (Newman & Newman, 1999). Dating 

relationships develop between individuals during early adolescence and these often 

provide the opportunity to socially interact, learn about others, and instigate sexual 

engagement (Newman & Newman, 1999; Cox, 1990 in Kaplan, 1998:277). While 

early engagement in sexual behaviour has been related to delinquency, alcohol 

consumption, emotional depression, and lower school grades (Tubman, Windle & 

Windle, 1996 in Kaplan, 1998:279), there is little evidence of the relationship between 

adolescent sexual activity and depression (Monahan & Lee, 2007). Adolescents who 

engage in early sexual activity may have succumbed to peer-pressure (Kaltiala-Heino 

et al. 2003) and have overestimated the prevalence of their peers engaging in sexual 

activity. This places pressure on individuals to sexually experiment at a younger age 

than they feel ready and comfortable (Leland & Barth, 1992 in Kaplan, 1998:279). 

 

The proportion of adolescents engaging in sexual intercourse increases markedly 

between 14 and 16 years (Kaltiala-Heino et al. 2003) and by 17 years approximately 

half of all adolescents have had sexual experiences with multiple partners (Sexually 

Transmitted Diseases Services, 2005; Vander Zanden, 2003). While the prevalence of 

teen-sex has increased from previous generations (Kaplan, 1998; World Health 

Organization, 2004), adolescents’ knowledge about the use of contraceptives and safe 

sex practices has not kept up with this increase (World Health Organization, 2004). 
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Individuals between 10 and 19 years are at an increased risk of acquiring sexually 

transmitted diseases (STDs), sexually transmitted infections (STIs), and unwanted 

pregnancies compared with any other age cohort (Sulak, 2004). 

 

Through a study conducted by Merianos, Bowden, Krause, Savage & Wallace (2001), 

it was found the Northern Territory has the highest percentage of most STIs 

nationally, and these include chlamydia, gonorrhoea, pelvic inflammatory disease and 

genital herpes, and life threatening illnesses such as HIV/AIDS (Dacey & Travers, 

2004; World Health Organization, 2004; Vander Zanden, 2003). Young peoples’ lack 

of awareness of the symptoms and effects of STIs can leave them without appropriate 

intervention and treatment, and this can cause discomfort, infertility and mortality 

(Dacey & Travers, 2004). The high prevalence of STIs in the Northern Territory may 

be attributable to the Northern Territory’s relatively young population structure 

compared with other states and territories (Australian Bureau of Statistics, 2009d). 

The high incidences of STIs in remote Northern Territory communities may be due to 

the limited availability of sexual health resources and support for preventative and 

primary sexual health care in isolated communities.  

 

Parents may also be reluctant to discuss areas of sex and sexuality with their children, 

and this leaves adolescents feeling guilty, embarrassed, and confused (Newman & 

Newman, 1999). Adolescents inevitably become reluctant to seek sexual health 

resources, intervention and support due to concern regarding the lack of 

confidentiality and disclosure of personal information to their family (World Health 

Organization, 2004). Many individuals are fearful of potential disapproval of sexual 

behaviour by service providers, and financial constraints often deter access to 

appropriate information and treatment (World Health Organization, 2004).  

 

Even when adolescents access appropriate resources and support, many fail to comply 

with prescribed intervention and do not inform their sexual partners of their STIs or 

STDs for fear of embarrassment and rejection from the peer group (Sexually 

Transmitted Diseases Services, 2005; Kaltiala-Heino et al. 2003). The younger 

adolescents are, the less likely they will be to access support (Berger, 2005) as many 

younger people are often unaware of the consequences of engaging in unsafe sexual 

behaviours. There is little age and sex-specific data concerning STIs (World Health 
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Organization, 2004) in Australia and even less in known about sexual activity in 

young Australian age groups (Healey, 2002).  

 

Effective and good quality sexual education is likely to deter many adolescents from 

early sexual intercourse, and encourage the use of contraception and safe sex practices 

(Healey, 2002; Sexually Transmitted Diseases Services, 2005). Despite a high 

prevalence of early sexual intercourse and the increased risks of disease and 

pregnancy, many adolescents feel education regarding sex is minimal and 

inappropriately delivered (Few et al. 1996 in McMurray, 2003:154). Much of the 

information adolescents’ gain comes from fellow peers and this is at times inaccurate 

(World Health Organization, 2004). Economically disadvantaged and vulnerable 

adolescents are more likely to live in areas with little infrastructure and resources 

around sexual health (Healey, 2002; Sexually Transmitted Diseases Services, 2005). 

This is likely to effect the access opportunities of young carers as they are likely to 

live in low socioeconomic areas. As Indigenous young carers account for the highest 

number of hidden young carers in the Northern Territory, individuals in remote 

communities are even less likely to have adequate access to appropriate sexual health 

information.  

 

4.3.3 Dietary health and nutrition  

 

While food and nutrition have been recognised as inherent contributors to good 

health, few adolescents consume the daily required amount of cereals, fruit and 

vegetables (Australian Bureau of Statistics, 2008a). The physical bodily changes 

during adolescence require individuals to increase their consumption of vitamins, 

minerals, and calories to sustain energy and growth (Berger, 2005). By eating well 

and engaging in healthy behaviours, adolescents can boost their performance levels 

and master growth and developmental tasks, growing into healthy adults (Massey-

Stokes, 2002).  

 

During adolescence, individuals acquire a sense of personal choice and autonomy 

from parental control over eating habits, and this leaves them vulnerable to unhealthy 

and irregular eating (World Health Organization, 2005). Many adolescents skip 

breakfast, snack excessively, and consume high amounts of fast and packaged food 
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(Kaplan, 1998; World Health Organization, 2005). Social interactions typically 

increase during these pubertal years, and many eat out with friends replacing home 

cooked, nutritious meals with take-away and fast-foods (World Health Organization, 

2005). The consumption of soft-drink also markedly increases during this period of 

life and this is attributable to the packaged meals consumed within social settings. 

Adolescents consume more soft-drink than any other food and drink (McMurray, 

2003). 

 

While the promotion of positive dietary health has increased among policy makers 

and government departments, in recent decades the rate of obesity in Australia has 

escalated across all age groups (Australian Institute of Health and Welfare, 2008). 

Obesity is defined as being 20% above the accepted weight range for a person’s 

height or obtaining an excessive amount of body fat (Slee, 1993; Dacey & Travers, 

2004). Obesity is the most common nutrition problem in Australia (Slee, 1993) and is 

a major burden of chronic disease and disability world-wide (Australian Bureau of 

Statistics, 2009b). In Australia obesity holds a national total estimated annual cost 

(including health system, productivity and carer costs) of $58 billion (Australian 

Bureau of Statistics, 2009b). Epstein (1987 in Kaplan, 1998: 269) states “obese teens 

are very likely to become obese adults” with a negative body image and self-concept 

(Kaplan, 1998). Obese children and adolescents are at an increased risk of elevated 

plasma triglyceride, hyperinsulinemia, hypercholesterolemia, and hypertension (Slee, 

1993).  

 

Nationally 86% of the population aged over 12 years do not consume the required 

daily amount of fruit and vegetables to maintain positive health (Australian Institute 

of Health and Welfare, 2008) and younger people consume less fruit and vegetables 

than older adults (Australian Institute of Health and Welfare, 2008). Disparities in 

socio-economic status and gender contribute to a variance in fruit and vegetable 

consumption (Australian Institute of Health and Welfare, 2008). Nutrient deficiencies 

are also re-emerging issues in Australia due to low fruit and vegetable intake among 

the population (Australian Institute of Health and Welfare, 2008). The average cost of 

food in the Northern Territory is higher than most Australian capital cities due to its 

remote geographical location (Rae, Hobson, Priestly & Mackerras, 2001) and the need 

for most fresh fruit and vegetables to be imported into the Northern Territory. 
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Territorians also eat out regularly, consuming the highest amounts of soft-drink and 

alcohol among the Australia population (Rae et al. 2001; Australian Bureau of 

Statistics, 2005).  

 

Obese and overweight adolescents are further at-risk of developing depression 

(Martyn-Nemeth et al. 2009) during a time of substantial bodily change, and increased 

school and peer stressors (Cartwright et al. 2003 in Martyn-Nemeth et al. 2009:97). 

Minimal social support and adversity-avoidant coping strategies have been associated 

with unhealthy eating behaviours and depressive moods (Cartwright et al. 2003 in 

Martyn-Nemeth et al. 2009:97) which decreases primary and preventative health 

behaviours, and minimises the consumption of fruit, vegetables, and breakfast 

(Cartwright et al. 2003 in Martyn-Nemeth et al. 2009: 9). This inevitably results in an 

increase in high fatty foods and sweets (Martyn-Nemeth et al. 2009). Carers in the 

Northern Territory are at-risk of consuming a poor diet due to the cost of nutritious 

foods, and the general eating habits of Territorians.  

 

During adolescence, girls also become less satisfied with their bodily appearance 

(World Health Organization, 2005) and this places them at-risk of restricting their 

food and energy intake in an effort to live up to societal expectations (of equating 

beauty with being thin) (Kaplan, 1993). In the United States over one-third of 

adolescent females engage in detrimental methods of weight loss and weight control 

through chronic dieting, excessive exercise, self-induced vomiting, diet medications 

and laxatives (Massey-Stokes, 2002). Johnston and Haddad (1996 in World Health 

Organization, 2005:32) suggest that “adolescence is a time of high vulnerability to 

societal and peer pressure, often reinforced by the media…evidenced by conformity, 

among other things, in behaviours, attitudes and dietary practices.” Adolescents who 

are under-nourished and hungry are further prone to illness and infection which 

effects school performance and learning (Massey-Stokes, 2002). These consequences 

have just as devastating effects as being obese.   
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4.3.4 Dental health  

 

Tooth decay may also result from poor eating habits as well as poor oral hygiene 

(World Health Organization, 2005). The Public Health Association of Australia 

explains the nation is facing a crisis in oral health due to access issues associated with 

cost (Lavelle, 2004) and limited public dental care. As much as 90% of dental 

services are provided within the private sector (Lavelle, 2004) and this leaves people 

who have low or no income (i.e. young people, unemployed people, people with 

disabilities, Indigenous people, and carers) with limited opportunities to access timely 

and affordable dental care (Lavelle, 2004). No available Northern Territory data 

concerning the dental health status of Territorians exists, however Plummer (2001:70) 

predicts the dental health of Territorians is “quite probably not as good” as the rest of 

Australia. It is likely such structural inequality greatly effects the dental health of 

carers due to the overall financial and time constraints associated with care.  

 

4.4 The importance of these health areas to adolescents 

 

As discussed in chapter 3, individuals with low socio-economic standing are 

vulnerable to having low health literacy particularly in relation to age and educational 

attainment. It is evident the Northern Territory has among the highest prevalence of 

STIs, and alcohol and soft-drink consumption while the nation is experiencing an oral 

health crisis, and has among the highest suicidal rates of industrialised countries. 

Carers are likely to be further disadvantaged by their social positions within each of 

these health areas.  

 

The above health areas are critical during adolescence and effect the health of 

individuals in adulthood. Young people need to be able to seek-out appropriate 

resources and support to obtain and utilise community resources without feeling 

embarrassed or concerned about the approval of allied-health practitioners as 

explained in chapter 3 and as discussed within the mental, and sexual/reproductive 

health themes. A critical level of health literacy would provide individuals with the 

power-tools to engage in positive mental health behaviours, safe sex practices, 

maintain a well-balanced diet and good oral health. The power-tools of critical health 
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literacy provides the knowledge and awareness of available community resources and 

support to maintain good health.  

 

Adolescence is generally a healthy period of life with minor illness (Berger, 2005), 

however decisions during adolescence impact on health later in life. The health areas 

explored within this chapter are pivotal to the overall basic health of Australians. 

While the health of adolescents is important to the growth and development of 

Australia’s future (National Health and Medical Research Council, 1996), it is evident 

mental health, sexual health, nutrition, and dental health needs to be addressed. It is 

evident that caring circumstances greatly impact on the various health areas explored 

in this chapter and are therefore taken up as key elements of the empowerment 

program in increasing health literacy, and will be outlined in chapter 6. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



   69 

 

Chapter Five 

Theoretical Foundations of the Study 

 

This chapter provides the theoretical framework for this study and explores the 

concept of health literacy as a ‘power-tool’ for maintaining positive health, and 

acquiring a critical level of health literacy. The relevant social work approaches 

utilised within the intervention are discussed, and include Solomon’s (1976) definition 

of empowerment, Lee’s (2001) empowerment approach, Shulman’s (2006) 

interactional group work approach, Bandura’s (1977) social leaning theory, and 

Freire’s (1974) concept of critical-consciousness. A focus on individual strengths 

(McCashen, 2005; Saleebey, 2006), alongside these empowerment approaches fosters 

an environment for young carers to empower themselves to become health literate. 

These are discussed within Lee’s interlocking dimensions of empowerment in relation 

to the participant population.  

  

5.1 Health literacy as power 

 

Power is a contested term defined by numerous theorists within varying disciplines 

and paradigms (Thompson, 2003; Deutsch, 2006; Mullaly, 1997, 2007; Solomon, 

1976, McCashen, 2005; Lee, 2001). The ability to influence or “to be able to” (Lee, 

2001:180) is a common underlying thread within power (Thompson, 2003), and major 

theorists including Weber (1968 in Thompson, 2003:46-49), Foucault (2002), Lukes 

(1986), and Marx (1959) have long discussed the implications of power. There are 

positive and negative connotations concerning power, and Weber (1968 in Thompson, 

2003:46) discusses positive power as “the probability that a person will be able to 

carry out his or her own will in the pursuit of goals of action regardless of resistance”, 

while negative power dominates and oppresses individuals, and assumes “a command 

will be obeyed by a given group of people” (Weber, 1968 in Thompson, 2003:46). 

Weber (1968 in Thompson, 2003:49) also constitutes power within structural 

properties explaining social structures can oppress the individuals they purport to 

assist through domination of or ‘power-over’ individuals (Dominelli, 2002).  
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Individual health and wellbeing can be seen as an example of these potential power-

over situations. Health is impacted upon by the social class individuals occupy and 

“influenced by their position in the labour market, income and access to economic 

resources” (Davis, 1991 in Mullaly, 1997:133). As health is socially constructed, the 

opportunity for individuals to maintain a healthy life is strongly impacted on by 

underlying social structures (Thompson, 2003). Health literacy impacts on 

individuals’ access opportunities within the health care system in obtaining and 

utilising health resources and support efficiently, interacting with allied-health 

practitioners, and leading a healthy life.   

 

Within a postmodern paradigm, the construct of power is held by dominant discourses 

that marginalise individuals whose truths and circumstances differ (O’Connor, Wilson 

& Setterlund. 2003). Postmodernism is critical of the domination and oppression of 

minority groups by the social order (Mullaly, 2007), and empowerment practice 

understands that individuals’ experiences and opportunities are constructed by the 

positions they omit within social structures (Braye & Preston-Shoot, 1995). As 

discussed in chapter 3, young carers inevitably remain unrecognised by health 

practitioners as a vulnerable and at-risk population (Moore & McArthur, 2007) 

assumed to be too young to have significant involvement with caring responsibilities. 

The failure to recognise and acknowledge young carers often reinforces or extends the 

notion of powerlessness and contributes to further marginalisation and oppression 

(Labontė & Laverack, 2008). Within this study allied-health practitioners and the 

health care system are seen as potentially dominant discourses of power. 

 

Power is encountered in everyday activities and is evident in most relationships and 

liaisons (Oakley, 2001) such as the family, workplace, classroom and health care 

system. “Power pertains the exercise of participation, self-determination, and 

competence and self-efficacy to provide stability and predictability in life” 

(Prilleltensky, Nelson & Pierson, 2001:145), and within this study power concentrates 

on the ability to exercise a sense of control over individual health and wellbeing by 

attaining the power-tools of critical health literacy: the means to access, understand, 

and utilise valuable health resources which satisfy basic human needs.  
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Health literacy is necessary in promoting individuals’ control over their health which 

inevitably increases the control individuals’ have over their life (Bergsma, 2004). The 

attainment of health literacy within and between its various levels provides the 

opportunity for individuals to gain knowledge and power (Foucault, 2002) over their 

health and wellbeing. By obtaining effective power, individuals will have the 

motivation to utilise health resources appropriately for personal use and to influence 

their family and friends (Deutsch, 2006).  

 

While health literacy constitutes the attainment of power within this study, low health 

literacy contributes to a sense of powerlessness. Individuals with low health literacy 

may have little control over their health and have little decision-making power and 

confidence to interact with allied-health practitioners. They also often have little 

knowledge of available resources and community support (Green et al. 2007) and this 

was highlighted in chapter 2 where literature expressed carers may not be aware of 

community support to assist them.  

 

Solomon (1976:19) conceptualises powerlessness as the “inability to obtain and use 

resources” and individuals with low health literacy are likely to have limited 

knowledge concerning health conditions, primary and preventative behaviours, and 

obtain little confidence and motivation to navigate the health care system and interact 

with service providers. Individuals with low health literacy are also vulnerable to 

structural domination in not being able to make informed health decisions which 

contributes to a sense of powerlessness.  

 

While not all personal problems are directly caused by structural disadvantage, 

structural elements of disadvantage are found in most personal issues (Fook, 1993). 

Social institutions operate in ways which can discriminate and oppress certain groups 

of people (Mullaly, 2007) and young carers are at-risk of poor health and wellbeing 

by virtue of their positions within society. Ife (1995:58-59) states that “power is 

stratified by dominant groups in society reinforcing structural inequality and an 

unequal distribution of power and access for minority groups.” This is directly related 

to young people trying to manoeuvre and obtain appropriate resources and support 

within the health care system.   
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Dominelli (2002:17) explains that power-over relations are “often experienced by 

individuals who are dominated and passive victims of others’ actions.” Young carers 

can experience a ‘power-over’ by practitioners and leaving them “kept in their place 

and silenced” in their ability to take control of their situations (McCashen, 2005:21). 

This often reinforces or extends the powerlessness experienced by certain groups, and 

contributes to further marginalisation and oppression within the health care system 

(Labontė & Laverack, 2008). Young carers are a minority group of individuals in 

society who are overlooked for their contributions and vulnerabilities where the focus 

is on the care recipient (Thomas et al. 2003; Moore & McArthur, 2007).  

 

As powerless individuals are easily dominated and silenced by those who hold greater 

power, Freire (1985) explains individuals can also contribute to their own oppression 

by internalising the views of the dominant culture. Individuals who have been 

exposed to domination and oppression for an extended period of time begin to 

internalise and accept their oppression, failing to recognise their positions and any 

possible alternatives (Lukes, 1974 in Braye & Preston-Shoot, 1995:109; Solomon, 

1976). Learned helplessness and the aspects of a person’s emotional or intellectual 

makeup can prevent them from actualising possibilities that do exist (Lee, 2001).   

 

Freire (1974) explains that individual silence can only be overcome by gaining a 

critical-consciousness of their situation: the power-tools to change their current 

situations. It is anticipated that the intervention will provide participants with a 

critical-consciousness of the implications of low health literacy, and foster self-

empowerment towards attaining critical health literacy. It is crucial young carers are 

provided with the opportunity to develop skills and knowledge to promote and 

maintain positive health to reduce the likelihood of experiencing the potentialities of 

ill health as explored in chapter 2 .  

 

While the power-over by professionals can lead to the disempowerment and 

subjugation of young carers (McCashen, 2005) it is important practitioners become 

aware of and acknowledge young carers’ contributions and vulnerability to ill health. 

It is anticipated that a recognition and acknowledgment of young carers will assist to 

break down potential structural domination and provide an avenue of familiarity and 
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mutual respect for participants to build the confidence to seek support during 

adolescence and adulthood. 

 

5.1.1 Alleviating structural oppression 

 

The basis of alleviating structural oppression lies in structural change, liberation, and 

revolution (Ife, 1995). Ife (1995) argues that unless change is made at structural 

levels, any attempt to alleviate oppression for the powerless is limited in its value. 

While social change is extremely important in alleviating oppression, this is not the 

central aim within this study. The involvement of allied-health practitioners as 

collaborators within the intervention (see chapter 6) has the potential to instigate 

social change by raising the profile of young carers to those in powerful positions 

within the health care system. Practitioners will have the opportunity to learn about 

the roles, responsibilities and issues concerning young carers thereby increasing 

community and practitioner awareness. This is further explored in chapter 6.  

 

The emphasis of empowerment practice focuses on the power imbalances within 

society which limits the experiences and opportunities of certain groups of individuals 

by other more powerful, dominant individuals. Within this study the focus on 

reducing the potential power imbalance between young carers and allied-health 

practitioners is explored by providing young carers the opportunity to attain 

appropriate health knowledge and the power-tools for a critical level of health 

literacy, while involving allied-health practitioners as collaborators within 

intervention to interact with young carers. 

 

5.2 Empowerment 

 

5.2.1 History  

Empowerment practice first emerged in the field of social work as a problem-focused, 

medical casework process during the Settlement House Movement in 1884 (Krogsrud 

Miley et al. 2004; Addams, 1910). The focus of empowerment has since shifted in 

recent years to emphasise personal strengths and incorporate elements of social action 

by acknowledging and re-dressing the personal, interpersonal and political power 
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imbalances within society (Krogsrud Miley et al. 2004). Empowerment practice also 

provides the means for individuals to become empowered and liberate themselves 

from their current positions or potential positions as is evident within this study 

(Oakley, 2001; Krogsrud Miley et al. 2004; DuBois & Miley, 2002; Chenoweth & 

McAuliffe, 2008). The major influences within empowerment practice include the 

work of Freire (1970, 1974), The Settlement House Movement (Addams, 1910), the 

contemporary women’s movement (Delphy & Leonard, 1984), feminist perspectives 

(Fook, 2002), systems theory (Bartlett, 1970; von Bertalanffy, 1971), and small group 

perspectives (Preston-Shoot, 1987; Konopka, 1972; Gitterman & Shulman, 1994).  

 

While the empowerment approach describes almost every aspect within social work 

practice (Lee, 1991), Lee (2001) explains empowerment is located and has potential 

use in a number of contemporary social work approaches: feminist theory (Fook, 

2002; Valentich, 1996; Weil, 1986; Van Den Bergh & Cooper, 1986), the strengths 

approach (Saleebey, 2006; McCashen, 2005), the ecological perspective and the life 

model approach (Germain & Gitterman, 1996), narrative therapy (White & Epston, 

1990; Healy, 2005), an interactionist approach (Shulman, 2006), and structural social 

work (Middleman & Goldberg, 1974; Mullaly, 1997, 2007). The purpose of social 

work is concerned with working alongside marginalised members (Simon, 1990 in 

Mullaly, 2007:168), “support[ing] oppressed individuals, groups and communities in 

challenging the discrimination and inequality to which they are routinely and 

systematically exposed.” Young carers are a marginalised group of young people 

whose positions within society may limit their educational attainment, and access to 

resources and support within the health care system and this is appropriate within this 

study. Young carers are also marginalised because of the responsibilities they assume 

in providing care to a dependant individual, and this is not a routine task for  young 

people.  

 

The attainment of health literacy assists to overcome potential structural domination, 

break down potential power-blocks. Assisting individuals to empower and liberate 

themselves from their current position towards the attainment of health literacy is very 

relevant within social work practice, as the Australian Association of Social Workers 

Code of Ethics (2000:1) states that:  
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Social work aims to maximise the development of human potential and 

the fulfilment of human needs “while” working with and enabling 

people to achieve the best possible levels of personal and social well-

being…[and] social justice through social development and social 

change. 

 

The intervention aims to promote individual development with health knowledge and 

practices to improve individuals’ health. This strives to overcome the potentialities of 

low carer health and wellbeing in an attempt to provide young carers with the best 

possible opportunity to gain health literacy. This program can be used with young 

carers across contexts to work towards social change concerning carer health and 

wellbeing, and increase the profile of young carers.  

 

Empowerment practice is also seen to be at the heart of human service professional 

legitimacy as cited by Pease (2002) and Mullaly (1997, 2007). Lee (2001:32) explains 

“social work can assist people who are oppressed in empowering themselves 

personally, interpersonally and politically to work towards liberation and actualization 

of their potentialities.” This commitment to working with and promoting self-

empowerment among marginalised and oppressed groups of individuals is extremely 

relevant within the profession as it has experienced instances of oppression and 

criticisms from other professions (Mullaly, 2007). The social work profession has 

largely been staffed by women who themselves have been subjugated throughout 

history.  

 

The theoretical underpinnings of empowerment within this study align with the 

concept of health literacy from a social and empowerment perspective discussed in 

chapter 3. As empowerment is central to health literacy, social work practice is 

relevant in achieving social justice and personal and social change among vulnerable 

and marginalised individuals. 

 

5.2.2 Definition of empowerment 

 

In the last few decades government departments and social service agencies have 

jumped on the ‘empowerment bandwagon’. The vagueness and overuse of terms such 
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as ‘empowerment practice’ within these contexts has led to a misunderstanding and a 

loss of substantive meaning of the term and is now often equated with self-esteem 

(Ife, 1995; Wallerstein, 2002; Tew, 2006). As discussed in chapter 3, the 

deinstitutionalisation and focus on health as an individual responsibility emphasises 

the push of government departments and policy makers towards individuals taking 

control and responsibility for their own health, and this has also been framed as 

“empowerment”. This creates some issues in ensuring health practitioners engage 

appropriately. 

 

In contrast, many theorists within social work have defined and explored 

empowerment practice (DuBois & Miley, 2002; Gutierrez, 1994; Rappaport, 1987; 

Simon, 1994; Lee, 2001; Solomon, 1976). Solomon (1976:19) defines empowerment 

as: 

 

The process whereby the social worker engages in a set of activities with 

the client system that aim to reduce the powerlessness that has been 

created by negative valuations based on membership in a stigmatized 

group. It involves identification of the power-blocks that contribute to the 

problem as well as the development and the implementation of specific 

strategies aimed at either the reduction of the effects from indirect power-

blocks or the reduction of the operations of direct power-blocks. 

 

This acknowledges that while social work is central to empowerment practice, 

empowerment does not reside in the individual, but is an outcome between a system 

(person) and its environment (Krogsrud Miley et al. 2004). Social work practitioners 

cannot empower individuals, but influence the environment in which the individual 

has the potential and capability to achieve self-empowerment by gaining necessary 

resources and opportunities (Dominelli, 2002; Saleebey, 2006) previously 

inaccessible (Krogsrud Miley at al. 2004).  

 

In reviving and increasing young carers’ abilities and resources, their voices become 

legitimised and desired outcomes are explored (Saleebey, 2006). Language is pivotal 

within postmodernism and deconstructing speech is a central element within this 

school of thought (Gardner, 2006). Through deconstructing and reconstructing 
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language, social work can begin to reconstruct an alternate picture of young carers’ 

health through the development of health knowledge. Empowerment essentially 

requires access to societal resources to address and alleviate social exclusion 

(Krogsrud Miley et al. 2004; Oakley, 2001) within the health care system. These 

resources include the presence of allied-health practitioners, information on primary 

and preventative health care, available community resources and support, the access 

requirements to these resources, and the development of social skills through 

interactions with peers and practitioners.  

 

Lee (2001:31-33) and Solomon (1976) discuss empowerment as the power and ability 

to obtain and use available resources, knowledge, and know-how in identifying and 

reducing the effects of power-blocks and the power of those in dominating positions. 

This is crucial within this study as the attainment of knowledge and know-how will 

provide the opportunity for young carers to obtain the power-tools necessary for a 

critical level of health literacy. Within this study empowerment is not a practice 

model, but a “goal and process for overcoming oppression” (Mullaly, 2007:302) in an 

attempt to obtain resources and support.  Lee’s empowerment model of practice has 

been utilised as the underlying theoretical framework in bridging the gap between 

young carers’ health and wellbeing and health literacy. 

 

5.2.3 Multifocal vision of empowerment 

 

Lee (2001:49) conceptualises a multifocal vision of empowerment as viewing 

individuals’ issues and stressors holistically, and facilitating the environment for 

individuals to empower themselves on three levels: the personal, the interpersonal, 

and the political. Social work strives to work holistically with clients acknowledging 

the wider social, political, and economic dimensions of their experiences and issues. 

Within empowerment, Lee discusses seven foci within multifocal vision or lenses to 

understand the nature and needs of oppressed individuals. These foci consist of:  

 

• A historical view of oppression 

• An ecological view 

• An ethclass perspective 
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• A cultural/multicultural perspective 

• A feminist perspective 

• A global perspective 

• A critical perspective. 

 

Lee’s multifocal vision (2001) provides the opportunity to view and understand 

individuals’ positions and issues holistically. The phenomenon of caring can be 

conceptualised through Lee’s multifocal vision to understand the experiences of this 

marginalised group of individuals in society.  

 

5.2.3.1 Historical view  

 

The caring phenomenon has historically been seen as a family act, something which 

family members undertake through the love, devotion and responsibility they have for 

one another. Individuals often become motivated to provide care to family through 

feelings of obligation (Hales, 2007). Informal care is associated with the private, 

domestic sphere (Gray & Heinsch, 2009) of the household, which did not warrant 

acknowledgement and support from wider social structures. Caring was not valued as 

a component of community care, but a natural responsibility within the family and 

only in recent years have carers been acknowledged for their contributions within 

society, requiring support for themselves while providing informal care. Only in the 

last 20 years have the needs and awareness of carers, particularly younger carers been 

acknowledged (Moore et al. 2009). Australia is developing its young carer body of 

knowledge (Moore et al. 2009), and significant areas require investigation.  

 

5.2.3.2 Ecological view 

 

Understanding how people cope in the face of adversity is essential within this view 

(Lee, 2001). While there are a few policies and initiatives specifically for carers in 

Australia, it is obvious that individuals who provide informal care predominately cope 

alone. When viewing the person-in-environment, (a central feature within this view), 

it is clear that carers engage in all aspects of intimate and physical care. It is likely 

carers will need to manoeuvre within the health care system and interact with 
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practitioners to obtain resources and support at some point within their carer journey, 

or for their own health. Young carers are likely to experience marginalisation and be 

overlooked by practitioners as ordinary young people, rather than individuals who are 

particularly vulnerable to ill health. Low health literacy can contribute to the sense of 

powerlessness as individuals may not obtain the social skills to be able to secure 

necessary health resources and support. This view emphasises that individuals possess 

the innate resources and strengths to be able to overcome these associated challenges 

and change their potentialities.  

 

Consciousness-raising and adaptation are further highlighted within this lens as tools 

for liberation. The intervention within this study provides young carers with the 

opportunity to change their situations by developing a consciousness of their 

potentially powerless positions within the health care system, and understand the 

implications of this. Through exposure to health information and interacting with 

potentially dominant figures, participants will have the opportunity to gain new health 

knowledge and develop the power-tools of a critical level of health literacy. Through 

the involvement of practitioners, participants have the possibility to develop mutual 

relationships which in turn will assist towards breaking down potential power blocks.   

 

Another key element within this lens focuses on the avenue for individuals in similar 

situations to influence each other (Germain, 1991:16 in Lee, 2001:139). While the 

empowerment program promotes personal change, the group work setting provides 

strength in numbers which may foster future social change (Shulman, 2006). By 

raising individuals’ consciousness of their positions within society concerning their 

health, individuals may become motivated to work together to address further 

injustices towards membership in certain groups: carers and young people.   

 

The involvement of health practitioners within the program assists to raise the profile 

of young carers within the community, and builds partnerships between organisations, 

health practitioners and particular groups of individuals. The empowerment program 

provides the opportunity for allied-health practitioners from various agencies to come 

together within two regional centres of the Northern Territory and form an alliance 

with a shared goal of disseminating appropriate health resources to young carers. This 
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alliance within the community could potentially stimulate future collaboration and 

community action in health promotion and informal care. 

 

5.2.3.3 Ethclass perspective 

 

The ethclass perspective concentrates on the realities of minority groups marginalised 

by oppression (Lee, 2001). Society instils that family members should provide 

unconditional care to their relatives, and this is exacerbated through the 

deinstitutionalisation of formal care and the individualisation of health care. This form 

of oppression can contribute to learned helplessness on the part of the carer by being 

overlooked for their contributions and the sacrifices they have made. Individuals 

internalise this oppression as their destiny, rather than seeing it as a structural issue 

which has impacted on their economic position and health. 

 

Young carers are further vulnerable to being marginalised and powered-over within 

the health care system by virtue of their age, educational attainment and experience in 

manoeuvring within the system. As the literature in chapters 2 and 3 explained, 

individuals’ economic positions contribute to their access opportunities to adequate 

healthcare and leading a healthy life. As carers often evidently sacrifice paid 

employment opportunities to provide care, this leaves the family susceptible to 

economic hardship which impacts on the health of individuals. Younger carers are 

likely to not have financial freedom by virtue of their age, and may experience ill 

health as the absence of economic security within the family may hinder health care 

opportunities (affordability of nutritious foods, regular dental and health care 

appointments etc).   

 

Structural domination impedes the motivation and confidence of individuals to access 

and utilise appropriate health resources, and this will be addressed through developing 

a critical-consciousness, and providing young carers with the power-tools necessary 

for personal change to develop a critical level of health literacy. In addressing the 

issues of domination and the relatively powerless positions young carers occupy, an 

acknowledgement and understanding of their social relations at the personal, 

organisational and cultural level is crucial (Dominelli, 2002).  
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Mediation between individuals within the group, health resources, and allied-health 

practitioners promotes active community engagement between the health care sector 

and the wider community in addressing the current issues of low health literacy, and 

low carer health and wellbeing. It is anticipated that promoting individual health will 

improve these wider macro level issues (Hepworth, Rooney & Larsen, 1997). This 

study may also raise awareness of the importance and implications of informal care 

within the community, and the necessity of attaining a critical level of health literacy.   

 

This study centres on macro (political) and micro (individual) level practice as health 

literacy is a social construct which impacts on individuals’ opportunities to seek-out 

and appropriately utilise community health resources and support to lead a healthy life 

(Lurie & Parker, 2007; Nutbeam, 2000). Macro-level intervention concerns social 

change at the community, organisational, societal and global level (Hepworth et al. 

1997) and this is central to the foundation of this project which flourished through the 

Clinton Global Initiative-University. The Clinton Global Initiative-University focuses 

on developing projects and models which generate social, environmental, and 

economical value locally, nationally, and internationally (Clinton Global Initiative, 

2010c), and this is relevant to health promotion and the ultimate aim of social work in 

increasing social justice for all.  

 

5.2.3.4 Cultural/multicultural perspective, and Feminist perspective 

 

 It is an assumption that all carers are female in the same way it is an assumption that 

only adults provide informal care. This ignorance contributes to the oppression of all 

carers. It is more likely that a child or adolescent will provide care to an adult in the 

home to allow other working age individuals to contribute financially. It is also 

oppressing to assume that individuals within the home are readily available to provide 

care. Within this study, the health care setting, and allied-health practitioners are seen 

as dominant figures and contributors to silencing young carers through their oversight 

of young carers.  

 

Individuals can also adopt a carer identity which is of particular importance during the 

development stages of adolescence. Adolescent carers can be at-risk of not having the 

freedom to develop an identity separate from their carer role as was discussed in 
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chapter 4. This period of life signifies a time when young people begin to explore 

various possible selves, make vocational decisions, and form new relationships, yet 

the impact of caring can hinder this experience for young people and inevitably create 

a foreclosed identity. Currently there is no Australian research which highlights 

identity exploration for young carers, however it is likely their caring responsibilities 

may impact on the prospects of successfully developing an identity separate from 

their carer role.    

 

As discussed in chapter 2, Indigenous young people account for the largest number of 

young carers in the Northern Territory (Hill et al. 2009), while individuals from 

culturally and linguistically diverse backgrounds account for the largest number of 

young carers in larger cities in Australia  (Hill et al. 2009). As Becker (2007) indicates 

Indigenous young carers largely remain hidden due to their geographic location (in 

rural and remote communities) and the emphasis of caring as a family role.  

 

While there has been little research concerning the cultural outlook of caring in 

Australia, research in the United States has put forward some generalisable outcomes 

on the cultural outlook of caring. Through a scholarly media analysis, Dilworth-

Anderson, Williams and Gibson (2002) emphasise that carers of diverse backgrounds 

have an extended informal support system to assist with care responsibilities, and 

were more involved within religious organisations than individuals of mainstream 

culture. The amount of caring across cultures (particularly in Asian cultures) also 

increases as individuals age or their needs become more acute.  

 

Carers of minority groups further tend to use less formal supports that individuals of 

mainstream culture (Dilworth-Anderson et al. 2002) and this may be due to service 

system access requirements being confusing or foreign for individuals to feel 

comfortable accessing (Wiles, 2003). Others attempt to manage care without formal 

help with the desire to maintain independence and conform to culturally expected 

roles (Wiles, 2003). The deeply embedded ideals of family care, gender roles, and 

limited flexibility within formal supports (as discussed in chapter 2) inevitably places 

the majority of informal care within the home (Wiles, 2003).   
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Traditionally care has been viewed as the duty and compassion of women, and it is 

evident that female carers transcend male carers in primary care responsibilities 

(Dearden & Becker, 2004). This effects females’ employment opportunities, financial 

security, and increases stress with child rearing, and managing a household. Among 

child bearing and rearing practices, it is likely females sacrifice activity outside the 

home to nurture and raise children in the same way they provide care to family 

members with an illness or disability. This may be attributable to data indicating that 

females are more emotionally attached to their family in comparison to males (Takano 

& Arai, 2005) and that society views providing informal care as an expected female 

role (Gonyea, Paris & de Saxe Zerden, 2007). In many cultures women are expected 

to assume a carer role within the household (Kim & Carver, 2007). Female carers are 

especially likely to experience a higher level of relational deprivation and depression 

in comparison to male carers (Bookwala & Schulz, 2000). 

 

Male carers’ contributions are however significantly underestimated (House of 

Representatives, 1999) even while there is a disproportionate reliance on women to 

provide care. This may reflect the view that females more readily accept sacrifices of 

income and aspirations. In recent times however there has been increasing resistance 

among women to sacrifice their careers and ambitions to provide care to family and 

friends (House of Representatives, 1999) which raises the importance for males and 

females to jointly manage care responsibilities (House of Representatives, 1999).  

 

The projected increase of care recipients in the future, alongside the decrease of 

available carers (as discussed in chapter 2) will pose issues within the household 

concerning gender roles and care. Historically this responsibility has fallen on women, 

however today the roles of women within the household have shifted. Women are 

increasingly undertaking full-time employment and study now, and cannot be 

assumed that women will be available to assume care responsibilities (Marks, 1996). 

Gender studies concerning informal care would provide a comprehensive indication 

of the future of informal care. The projection of increased care requirements in the 

future further speculates that young female carers will continue to provide care in 

adulthood. This may be something which young carers may not have considered and 

poses many significant issues for young carers’ education and employment 
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opportunities, and social development which relates to the formation of an identity 

and the implications of ill health.  

 

5.2.3.5 Global perspective  

 

As discussed in chapter 3, health literacy is a global issue, documented by the World 

Health Organization (2010a) and Clinton Global Initiative-University as a key 

priority. This study concentrates on increasing the health literacy of young carers 

through Lee’s empowerment approach to address this global issue and further tackle 

the prevalence of low carer health and wellbeing in Australia. It is anticipated that 

increasing the health literacy of young carers will in turn reduce these issues and 

further address the potential of structural inequalities and power-over young people in 

the health care system.  

 

5.2.3.6 Critical perspective 

 

The critical perspective within Lee’s multifocal vision consolidates all previously 

discussed views and perspectives and reflects on the use of power by dominant groups 

of individuals towards those in less powerful positions. The critical perspective 

understands that individuals may possess innate power to overcome oppression and 

reach full potential, however are unable to do so as a result of negative power-blocks 

(Lee, 2001). There are no carer specific health literacy programs, nor any health 

literacy specific research concerning young carers in Australia. Such knowledge is 

essential to begin to understand issues of carer health and wellbeing and stimulates 

social change through the acknowledgement of young carers. 

  

Empowerment and anti-oppressive approaches are critical in acknowledging the 

plurality of truths and experiences of individuals, which is further appropriate within 

postmodern paradigms (Gardner, 2006; Mullaly, 2007). While young carers have 

similar caring responsibilities they may have vastly different experiences and health 

needs. This reality is largely defined by external social systems (Murphy & Pardeck, 

1998), individuals’ social skills, and the attainment of health literacy. Postmodernism 

provides the avenue to acknowledge and explore this diversity (Healy, 2005). This 

approach is relevant within the empowerment program as it creates personal change to 
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overcome the associated carer challenges. These ideas of personal change and 

liberation are further embraced within postmodernism (Thompson, 2003).  

 

5.3 Dimensions of empowerment  

 

Lee’s (2001) multifocal vision of empowerment enables a holistic exploration of the 

social, historical, economic and structural implications concerning young carers’ 

health and the avenue to take control over their health. 

 

Within Solomon’s concept of empowerment, Lee (1996) extracts three interlocking 

dimensions of empowerment: 1. the development of a more positive and potent sense 

of self, 2. the construction of knowledge and capacity for a more critical 

comprehension of social and political realities of one’s environment, and 3. the 

cultivation of resources and strategies, or more functional competence, for attainment 

of personal and collective social goals, or liberation. These interlocking dimensions of 

empowerment are explored within the theoretical approaches underpinning 

intervention. 

 

5.3.1 The development of a more positive and potent sense of self. 

 

Young carers experience isolation and have limited social interactions due to 

financial and time constraints (Carers Australia, 2001; Cummings et al. 2007). 

This suggests the need for providing social opportunities for young people to 

identify with others experiencing similar circumstances (McMurray, 2003; Lee 

& Swenson, 1994). Group work is embedded in the history of social work 

practice (Fatout, 1996), most prominently emerging during The Settlement 

Movement in the 1920s (Lee & Swenson, 1994). Within intervention the group 

setting will provide acceptance, support and the opportunity for young carers to 

come together to share experiences and learn from one another (Brill, 1998). 

Lang (1987:11) defines the group setting as a “plurality of persons who have a 

common identity…certain common goals and shared norms.” It is evident that 

carers share similar responsibilities and experiences and the group setting 
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provides the opportunity for individuals to develop commonality, identity and a 

sense of social acceptance.   

 

A group work approach is also appropriate within health promotion as it 

“assist[s] in building networks for mutual support…developing skills and 

knowledge through social learning… promote self-care and independence, and 

change social attitudes” (Nutbeam et al. 1993:166). It is anticipated that the 

intervention will provide the opportunity for individuals to socially learn from 

one-another and develop the skills of health literacy. Health literacy is critical to 

empowerment which encapsulates and supports the theoretical underpinnings 

within this study. As health literacy is a social construct, it is important this is 

addressed using psychosocial approaches. Empowerment approaches provide 

the necessary means to address the issues of low health literacy among the 

population through an interactional group work approach (Shulman, 2006) 

which promotes self-empowerment (Solomon, 1976; Lee, 2001) through 

activities which promote social learning (Bandura, 1977), the development of a 

critical-consciousness (Freire, 1974), and a focus on individual strengths 

(McCashen, 2005).  

 

Shulman’s (2006) interactional model of group work is appropriate within this 

study as it concentrates on a self-realising, energy-producing, dynamic 

interaction between individuals. This is necessary in promoting self-

empowerment to maintain positive health and involves a focus on mediation 

between young carers and their systems: health resources, allied-health 

practitioners, and group peers in stimulating social change (Lee, 2001). Through 

commonality and collectivity this group creates a ‘strength in numbers’ 

phenomenon between group members in addressing and overcoming common 

issues (Gitterman & Shulman, 1994). It is anticipated the group work approach 

may also provide the foundation for future collective action through personal 

and collective member empowerment (Oakley, 2001).  

 

Within the group environment participants will be able to identify with others of 

similar age and share similar experiences. This contributes towards a collective 

identity, and normalises their situations in a mutually supportive network 
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(McMurray, 2003). This supported environment also provides the awareness 

that individuals can help others while helping themselves (Lee & Swenson, 

1994) through discussion of experiences and suggestions to one-another 

(Shulman, 2006). The group environment is further relevant to individuals 

during this life stage, as peers become increasingly important and influential as 

explored in chapter 4. The opportunity to converse with other young people and 

develop a collective identity contributes to the ‘all in the same boat’ 

phenomenon (Shulman, 2006) and provides the avenue for individuals to 

discover themselves, reclaim their identity and create community and solidarity 

within the group (Mullaly, 2007) to deal with issues collectively (Duckett, 

2000). This discussion stimulates and produces a cathartic effect for individuals 

and the group as a whole (Shulman, 2006) and fosters collective growth 

(Duckett, 2000).  

 

This treatment group approach is appropriate when assisting individuals to cope 

with stressful circumstances, and recognise that innate (self-empowerment, 

consciousness of one’s position within society) and external (health information, 

and resources and support) resources do exist to overcome current situations. 

Mutual-aid views the group system as a whole (Gitterman, 1979 in Lee & 

Swenson, 1994:414) and focuses on supporting and educating members to learn 

new skills and obtain appropriate information (Toseland & Rivas, 2009). 

 

Within a system of mutual-aid, members listen, consol and assist each other to 

cope with and share experiences of pain, mobilising resilience (Lee & Swenson, 

1994). This approach provides the avenue for vulnerable individuals to come 

together within dialogical and pedagogical processes (Lee, 1993) and attain 

health literacy. It is anticipated an increase in power will eventuate from the 

attainment of the power-tools of critical health literacy through social learning, 

the development of a critical-consciousness, and an emphasis on personal 

strengths.  
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5.3.2 The construction of knowledge and capacity for a more critical 

comprehension of social and political realities of one’s environment.  

 

An ecological approach within social work emphasises individuals are best 

understood through the inter-relatedness of their environment (Fook, 1993; 

Germain & Gitterman, 1996). Understanding and conceptualising how young 

carers cope and interact within and between various systems in their 

environment provides a holistic understanding of the cultural, social, spiritual, 

political, ethnic and economic elements which construct their circumstances 

(Saleebey, 2006). It is anticipated this holistic understanding will surface 

through informal discussion between peers of the group, and the opportunity for 

participants to interact with health practitioners in raising key issues, 

questioning the information disseminated and seeking further information as 

required. An ecological approach focuses on the fit between individuals and 

their environment (Hepworth et al. 1997) and the intervention concentrates on 

the interactions between peers and potential power figures in an attempt to 

break-down the potential power-blocks and build a forum of mutual respect.   

 

Social learning (Bandura, 1977) emphasises that human thoughts and behaviours 

are influenced through observation, experience, and a socially stimulating 

learning environment. Bandura’s (1977) social learning theory is relevant within 

this study as the group setting provides individuals with the opportunity to 

observe peers’ actions, while interacting and learning from allied-health 

practitioners. Social learning underpins behaviour change through the 

importance and relevance individuals ascribe to health resources and 

information (Payne, 2005), and this serves to enhance the adaptive patterns of 

behaviour, and increase social functioning through positive reinforcement 

(Preston-Shoot, 1987). This reinforcement will occur through the dissemination 

of health information as is further discussed in chapter 6. 

 

As discussed in chapter 3, a large percentage of the Australian population have 

low health literacy, and as young people may have lower literacy skills by virtue 

of their social positions, a simpler system of explaining health information is 

crucial. It is anticipated that social learning will occur through the dissemination 
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of information within the intervention using dialogical processes (interaction 

between participants and allied-health practitioners), pictorial resources (e.g. 

step-by-step photos of brushing and flossing teeth), and practical activities 

(preparing and cooking meals). The development of individual health resource 

books is also a tool for social learning whereby individuals will engage and 

converse about various health related themes while compiling the disseminated 

information they receive from health practitioners. The use of resource books 

within the program is further explored in chapter 6. Previous work has shown 

the value of life story books to people with dementia and their carers as a 

therapeutic tool, as well as something which is valued and shared with family 

(Kitwood, 1997).  

 

The mutual-aid group within the empowerment program will foster social 

learning as members dialogically interact and form expectations about the 

outcomes of their behaviours, health knowledge and confidence in maintaining 

positive health.  Participants are social learners who have the means to make the 

necessary changes and through mutual-aid interact with one-another to foster 

this learning (Lee, 2001).  

 

Social learning occurs when individuals observe positively reinforced 

behaviour, particularly when certain behaviours or actions bring valued benefits 

(Bandura, 1977). In contrast, the likelihood of individuals adopting observed 

behaviours with negative outcomes is reduced (Bandura, 1977) as individuals 

convert these observed consequences into current motivators of behaviour 

(Bandura, 1977). Within the intervention young carers will be exposed to both 

positive and negative health behaviours, and the outcomes and implications of 

these behaviours on individual health will be explored. Participants will have the 

opportunity to examine these resources and consider them in light of their own 

health thereby beginning a process of consciousness-raising.  

 

Freire (1970:17) defines conscientização (consciousness) as “learning to 

perceive social, political, and economic contradictions and take action against 

the oppressive elements of reality.” Gutierrez (1989, in Lee, 1991:10) 

acknowledges critical-consciousness is central to empowerment practice in 
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reducing self-blame and enhancing self-efficacy towards the understanding that 

one possesses innate power-tools to liberate themselves from their current 

realities. Within an interactionist group setting, critical-consciousness flourishes 

as self-empowerment surfaces through the perception of commonality (Parson, 

1989 in Lee, 1991:10) and validation from peers that change is possible. This 

signifies the importance of education within this context. When people become 

aware of the structural influences, a collective attempt arises on the part of the 

powerless to address power-blocks and change their oppressive situations 

(Parson, 1989 in Lee, 1991: 11; Shulman, 2006).  

 

By understanding how structural inequalities dominate and oppress vulnerable 

individuals, social work begins to deconstruct oppressive practices and 

reconstruct social justice (Mullaly, 2007; Fook, 1993). Attempting to reduce the 

potential power-over of practitioners towards young carers facilitates a process 

of consciousness-raising through the pedagogical and dialogical processes 

between the facilitator (candidate) and participants within the empowerment 

program (further explored in chapter 6). These approaches will stimulate 

discussion of the importance of the health information in maintaining good 

health. 

 

Consciousness-raising fosters an understanding of one’s self emotionally and 

intellectually within the surrounding environment (Dominelli, 2002). It is 

important young carers are aware of potential domination within the health care 

system, and the potential health issues and consequences they may experience 

due to their caring circumstances. It is important young carers also understand 

the implications of how low health literacy contributes to their positions within 

the health care system. By raising individuals’ awareness of these potentialities 

they begin to understand they are not the source of the problem and view this as 

being structurally based (Dominelli, 2002; Mullaly, 2007). By understanding 

their positions within these structural elements, individual self-blame is reduced 

and liberation is enhanced. Lee (1996: 225) explains “critical-consciousness and 

knowledge of oppression is power” and individuals who view their problem as 

separate from themselves understand they possess the means to be able to 

overcome their situations.  
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Power stems from the ability to realise potential and accomplish aspirations and 

values (Lee, 2001) central to critical-consciousness-raising. The assumption that 

all individuals have resources regardless of their situations and the capability to 

grow or change (Greene & Lee, 2002) resides in raising individuals’ 

consciousness that these resources are innate. This is a key concept within 

strengths-based approaches (Weick & Saleebey, 1998) where abilities and 

resources which have been overlooked in light of individual issues and 

experiences (Saleebey, 2006) are highlighted. This focuses on individuals’ 

strengths rather than deficits, placing them in the position to view their 

experiences differently (McCashen, 2005) and identify the difficulties in 

speaking about current situations (Stanton, 1989 in Braye & Preston-Shoot, 

1995:114). Strengths-based approaches are essential in the context of young 

carers and are outlined in chapter 6.  

 

5.3.3 The cultivation of resources and strategies, or more functional 

competence, for attainment of personal and collective social goals, or 

liberation. 

 

The social interactions between participants and health practitioners will provide 

young carers with the familiarity and confidence to seek-out assistance from 

appropriate organisations in times of need through the forum of mutual respect 

developed within the intervention. 

 

Obtaining the appropriate resources and knowledge to provide the power-tools 

necessary for the attainment of a critical level of health literacy provides young 

carers with the opportunity to exercise health promoting behaviours during 

adolescence and throughout adulthood. Young carers may also encounter health 

issues and consequences as a result of their caring responsibilities before they 

reach adulthood. As discussed in chapter 2, the implications of individuals living 

longer with an illness or disability will inevitably require young people to 

increasingly provide informal care, and it is likely young carers will grow into 

adult carers. Young carers are therefore at great risk of growing into adult carers 

with low health literacy and continue to suffer low health and wellbeing. The 
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cultivation of resources within the empowerment program aims to provide 

young carers with the opportunity to obtain and utilise these to overcome the 

associated challenges of carer health and wellbeing.   

 

5.4 The increase of power 

 

Interpersonal power stems from social status, and the attainment of new skills 

(Krogsrud Miley et al. 2004). The increase and development of knowledge within this 

study leads to an increase in power (Lee, 2001) by liberating individuals from their 

potentially powerless positions. Deutsch (2006:33) explains two ways of limiting 

oppression and gaining power; by “enhancing personal power, and decreasing the 

power of more powerful individuals or structures.” The gaining of personal power 

will be facilitated through the attainment of appropriate health knowledge and 

awareness, while limiting the power of more powerful individuals through the 

involvement of potentially dominant and authoritative figures. As previously 

discussed, young carers will also have the opportunity to interact with allied-health 

practitioners to break down power-blocks and build a forum of mutual respect. 

 

Providing the opportunity for young carers to access and utilise available community 

resources promotes the sharing of power-tools between individuals and the wider 

community. To gain the necessary skills crucial for health literacy, individuals need to 

become self-empowered to develop the motivation and confidence to promote and 

maintain positive health (Johnson et al. 2008).  

 

Empowerment theory links individual wellbeing with larger social, political and 

economic structures (Perkins & Zimmerman, 1995). Social work does not view issues 

as personal attributes, but rather as an attribute of individuals’ social situations 

(Pincus & Minahan, 1973). Structural accounts of social justice find fault in and 

‘blame the system’, identifying oppression or structural disadvantage as the basis of 

personal issues due to social, racial and economic class, while other dimensions of 

disadvantage such as age and educational attainment need to be addressed (Ife, 1995).  
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The various empowerment knowledges that have been utilised within this study 

provide the most efficient means to stimulate an avenue for young carers to empower 

and liberate themselves from their current vulnerable positions. The attainment of 

adequate health knowledge and skills to of health literacy formulates the power-tools 

to lead a healthy life.  It is anticipated the intervention will provide personal and 

social change to increase good health and reduce the potential power-over of 

practitioners. The involvement of practitioners further stimulates the opportunity for 

an increased recognition of young carers within the health care system in 

acknowledging their contributions and vulnerabilities.  
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Chapter Six 

An Empowerment Program Focusing on 

Health Literacy 

 

This chapter will explore the development of the intervention within this study: an 

empowerment program which focuses on developing the health literacy of young 

carers. Discussion draws on the theoretical underpinnings of the program which were 

previously discussed in chapter 5, and outlines the layout and structure of each 

program session related to the health areas pivotal during adolescence and adulthood 

as identified in chapter 4. The involvement of various allied-health practitioners as 

collaborators during the formation and administration of the intervention is further 

explained. The resources and infrastructure required to develop and implement this 

program within the Northern Territory are also discussed. 

 

The implications of individuals living longer with an illness or disability will require 

an increase in informal care provision, and this will greatly effect the already 

plummeting health of carers. While these future occurrences cannot be reversed, 

young carers do have the opportunity to take control of their health and exert effective 

skills to maintain health and wellness through the development of critical health 

literacy. In chapter 3 it was established that health literacy is a global issue and this is 

a key theme within the Clinton Global Initiative-University and World Health 

Organization.  

 

It is anticipated that an empowerment program focusing on health literacy would 

provide the avenue for young carers to empower themselves towards good health.  

 

As explained in chapter 4, it is evident there are issues concerning Australia’s mental, 

emotional, dietary, dental, and sexual health, and it is imperative young people have 

the opportunity to seek appropriate resources and support to overcome these negative 

health implications. As further identified in chapter 2 it is obvious that carers are also 

at an increased risk of poor health outcomes by virtue of their social and economic 

positions and caring circumstances. The importance of attaining a critical level of 

health literacy within the areas of dietary health and nutrition, dental health, mental 
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and emotional health, and sexual and reproductive health provides young carers with 

the best opportunity to maintain good health and to follow-up on arising health issues. 

These health areas form the basis of intervention and are explored as a platform for 

obtaining a critical level of health literacy.  

 

6.1 Role of the candidate within intervention 

 

The candidate initiated the idea to develop an empowerment program for young carers 

through her involvement in the Clinton Global Initiative-University. The candidate 

worked collaboratively with local allied-health practitioners and sought information 

and resources to develop and facilitate the program. The candidate also acted as a 

mediator between participants and health resources and supervised participants within 

the program (as participants were under 18 years of age).  

 

The program was designed for participants aged 10 to 15 years. The process of 

participant selection is outlined in chapter 7. 

 

6.2 Empowerment program 

 

The group consisted of closed membership which allowed participants to build 

rapport and develop trust in disclosing personal information about their health and 

caring responsibilities. Closed membership provided a greater sense of cohesion, 

higher group morale, predictability of role behaviour, and an increased sense of 

cooperation (Toseland & Rivas, 2009). 

 

The program took place over five consecutive weekdays during the 2009 June/July 

school semester break in two regional areas of the Northern Territory: Darwin and 

Alice Springs. Participants attended each session for five hours. This was the most 

cost-effective and time-appropriate method for participation in the intervention as 

school and extra-curricular commitments may have interfered with participation 

during school semester periods. As young carers’ family circumstances were also 

unpredictable, parents were initially consulted in relation to the proposed days and 

times of the intervention. A five-weekday program between the hours of 10am-3pm 
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was most suitable for participants and their families, and delivering a program over a 

one-week block rather than in smaller sessions over several weeks reduced the 

likelihood of sporadic participation. All transport, hospitality, and program costs were 

provided free of charge as carers often experience economic hardship (seen in chapter 

2). This further upholds social work values of equal opportunity and social justice; the 

ultimate aims of social work (Lee, 2001). 

 

The empowerment program was first delivered in Alice Springs (one group) and later 

in Darwin (two groups due a maximum number of 10 participants within each group). 

The layout and content of the program was identical at both project sites.    

 

The empowerment program was largely funded through The Myer Foundation and 

this provided the financial means to purchase program materials, provide guest 

speakers and participants with incentives, and pay for hospitality and transport 

expenses. The candidate’s transport and accommodation costs to administer the 

intervention in Alice Springs were further provided through The Myer Foundation 

grant.  

 

All fun day expenses; transport, activities, and hospitality were funded through the 

Commonwealth Carelink and Respite Centre within both sites. Carers NT provided 

support workers where necessary to provide respite for young carers to participate in 

the program.  

 

The Carers NT conference rooms in both sites were utilised as venues for the 

program. These rooms provided adequate space, cooking, and storage facilities. 

Carers NT also provided participants with young carer promotion t-shirts as an added 

incentive for participating in the study.   

 

While the intervention provided the opportunity for young carers to develop the skills 

critical to health literacy, it also provided respite from caring responsibilities. The 

program provided a safe and familiar environment for young carers to experience 

social interactions and stimulation with other young people of similar circumstances. 

As discussed in chapter 2, young carers often experience isolation and limited social 

interaction (Carers Australia, 2001) and the program sought to provide an avenue of 
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social stimulation to develop confidence and the capacity to collectively utilise 

resources (Frydenberg, 1997) and build supportive networks. 

 

As the intervention was administered during the school semester break, the candidate 

was mindful of keeping the program fun and exciting. Participants were invited to 

attend the fun day held at the midway point of the program. Participants went to the 

cinema, played tenpin bowling and had lunch at a local restaurant. This provided 

some relief from the program as well as extra respite for young carers, and the 

opportunity to interact with peers in social settings. It was important that participants 

felt they were engaging in social activities rather than a school environment.  

 

Young carers received an incentive for participating in the study and this included two 

cinema tickets in a thank you card on conclusion of the program. This incentive 

provided young carers with future respite from caring responsibilities at a time when 

they felt appropriate thereby providing autonomy.  

 

While every program session concentrated on a different health theme, the structure 

and layout of daily program sessions were consistent across this program. It was 

important to provide participants with predictability, familiarity and a sense of 

consistency.  
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Table 1: The layout of the program’s health themes 

 

Monday Tuesday Wednesday Thursday Friday 

Dietary 

Health and 

Nutrition 

 

(involved a 

dietician) 

Dental 

Health 

 

 

(involved a 

dentist) 

 

Fun Day 

 

Mental and 

Emotional 

Health 

 

(involved a 

social worker 

in the Darwin 

site, and 

psychologist 

in the Alice 

Springs site) 

Sexual/Reproductive 

Health 

 

 

(involved a 

registered nurse) 

 

Table 2: The structure of the program sessions 

 

Time  Program Session 

10am Welcome and morning tea 

10.10am-10.30am Discussion of health theme and ice breaker activities 

10.30am-12.30pm Health information session with allied-health practitioners 

12.30pm-1.15pm Preparation and consumption of lunch 

1.15pm-2.15pm Informal discussion and reflection on health information session 

2.15pm-3pm Strength and resilience activities for health resource book 

3pm Program session close and afternoon tea 

 

 

Program sessions commenced at 10am each morning, and morning tea was provided 

on arrival. Between 10.10am and 10.30am the session’s activities, and health theme 

were explained, and lunch duties were discussed. Participants also engaged in 

discussion about how they felt each morning using Kroehnert’s (1991) Faces activity. 

This activity was introduced during the first session after introductions and the ice-

breaker activity, and consisted of 39 cartoon facial expressions. Participants each 
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received a copy of the activity and were required to choose a facial expression which 

best described how they felt each morning. While it was not compulsory to discuss 

how individuals felt and why they chose a particular facial expression, general 

discussion surfaced each morning between participants about how they felt.   

 

Through this activity individuals recognised, named, and explored their feelings. All 

negative feelings were discussed within the group and participants later suggested 

possible solutions/outcomes to alleviate negative feelings. Through problem-solving 

techniques, fellow members of the group suggested things to do to feel better in 

replacing unwanted feelings. The two most important skills for healthy behaviours are 

social decision-making and problem-solving skills (Elias & Kress, 1994; Gillis, 2000; 

Kickbusch, 2001 in McMurray, 2003:161) and these skills were required within this 

activity. Young carers also participated in other ice-breaker activities during this time 

which provided familiarity between peers, and assisted in developing trust, and a 

sharing of thoughts and ideas (Zastrow, 2001).  

 

Between 10.30am and 12.30pm an allied-health practitioner facilitated an information 

session concentrating on the relevant health theme. This was an interactive discussion 

session utilising visual and practical tools to promote social learning and dialogical 

processes. It involved the dissemination of age and culturally appropriate primary and 

preventative health information, discussion of the implications of unhealthy 

behaviours and decisions within the health area, and information of local resources 

and support. Participants interacted with each other and with the practitioner 

discussing past experiences, and health behaviours and choices relevant to the health 

theme. Young carers also had the opportunity to discuss their carer responsibilities 

and obtain new information on their health. A further explanation of each health 

theme is presented later in this chapter. 

 

The practitioner explained their professional role within the health system, and the 

resources and support of particular organisations relevant to the health theme. 

Information of access requirements (location, operating hours, appointment and 

referral procedures) was further explained. This information was provided to 

participants in hardcopy format so young carers could include this information within 

their health resource book (which is further explained below). 
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One objective of the program was to develop a positive relationship between young 

carers and potentially dominant figures, and increase the motivation for participants to 

seek-out assistance and resources from organisations and professionals they became 

familiar with. Practitioners also had the opportunity to ask general questions about 

care experiences and responsibilities, thereby increasing their own knowledge.  

 

Lunch was usually prepared by participants and consumed between 12.30pm and 

1.15pm each day. The basis for preparing meals emphasised a sense of control over 

individual health, and the opportunity to develop social skills in working with peers 

and maintaining good health. Lunch choices and preparation are explored further in 

this chapter. 

 

Between 1.15pm and 2.15pm, informal discussion and reflection on the information 

provided in the health session were explored. Access requirements and the social 

skills to obtain health resources and support were further addressed during informal 

discussion. During this time participants had the opportunity to develop their own 

health resource book by collating all the information they obtained from the health 

practitioner.  

 

6.3 Health resource book 

 

All disseminated information was collated by participants into personal folders which 

encouraged the development of a personal health resource book. The collation of 

health materials provided practical and visual means for participants to personalise 

what they received in a format that could be meaningful and useful for them in the 

future. The resource book also assisted in providing stimulation and social learning 

within the group. There were no set guidelines in terms of constructing the health 

resource book, and participants were encouraged to develop their book however they 

pleased. This provided a sense of autonomy, self-worth and ownership. On 

completion of the program, participants took their resource book with them to refer to 

and utilise in everyday circumstances.   
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McMurray (2003:161) states “[Health promotion] sessions should incorporate art, 

music, and other artifacts of adolescent life so that they can readily identify with the 

context as well as the content.” Participants were encouraged to be creative in 

constructing their book and were provided with a range of materials including folders, 

coloured paper, stickers, magazines, health brochures and comics, recipes, copies of 

strength cards, inspirational quotes, coloured pencils, crayons and texters, scissors, 

glue, glitter pens, and the health information provided by allied-health practitioners. 

Participants made collages, painted, drew, and developed poems for their health 

resource books. Elements of strength-based approaches were utilised as participants 

undertook activities (discussed later in this chapter) which promoted positive feelings, 

talents, aspirations, and supportive networks. Developing positive feelings and 

attaining a sense of self-esteem and self-worth promoted individual control over their 

health which aligns with the outcomes of health promotion as mentioned in chapter 3.  

 

6.4 Development of social skills 

 

During informal discussion and reflection time, the candidate facilitated conversation 

among group members regarding the social skills of health literacy in an attempt to 

develop a consciousness among participants of their innate abilities and resources 

towards critical health literacy. 

 

Discussion points included: 

 

• Feedback on general thoughts of the information session  

• The usefulness of the information provided by practitioners (would this make 

a difference to health?) 

• Any increase of individual health knowledge and resources  

• Any increased awareness of health information and knowledge concerning 

individuals’ health  (within the particular health theme discussed) 

• Exploring the preventative health measures discussed within the health session 

and whether these would be adopted   

• Exploring the primary health measures discussed within the health session and 

whether these would be adopted in times of need 
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• The process and requirements of accessing and utilising appropriate resources 

and support  

• Exploring the interactions between participants and allied-health practitioners  

• The amount of control participants had over their health now that they 

acquired new health information and knowledge (within the appropriate health 

theme) 

 

Discussion of the structural elements and power-over which can impinge on young 

carers’ access and utilisation of appropriate health resources and support included: 

 

• Whether participants felt listened to by the practitioner 

• Whether empathy was shown by the practitioner of caring circumstances 

• The amount of control participants felt they had when speaking with the 

practitioner 

• The general interest of allied-health practitioners towards young carers’ 

health and wellbeing  

• The willingness of participants to talk freely with the practitioner 

• The approachability of allied-health practitioners 

 

Discussion further explored the information participants received from the health 

practitioner in increasing their confidence and motivation to seek assistance and 

support within the health care system now that they had become familiar with various 

professionals and human service organisations. The implications of not acquiring new 

health knowledge were explored, contributing to the development of a critical-

consciousness as discussed in chapter 5. The impact of attaining a critical level of 

health literacy on care provision was also discussed with participants.  

 

Elements of post-modernism are present within this discussion as the facilitator 

embraced and encouraged the plurality of stories and experiences of participants, 

providing an avenue for individuals to feel included and heard. The involvement of 

allied-health practitioners allowed young carers to question and voice concerns 

regarding the acquired health information.  
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Between 2.15pm and 3pm (and during any spare time) strength-based activities were 

used to stimulate further thinking and discussion of self-control and innate resources. 

Radburn’s (2008) The Feelings Book: promoting emotional literacy through drawing 

was utilised in promoting participants’ strengths. Young carers also participated in a 

range of activities which explored positive emotions, empathy, and resilience. These 

included: 

 

• Draw things you can do well 

• Who is your hero? 

• Draw yourself climbing up the mountain: something I want to achieve 

• Draw something you’d love to do 

• What helps you to relax? 

 

Through these activities participants identified and defined a range of feelings to 

expand their emotional vocabulary (Radburn, 2008). This encouraged participants to 

visualise and present their aspirations and goals through drawings which provided an 

avenue for expression, and the opportunity to share aspirations with peers. It was 

anticipated that participants would recognise their aspirations and look beyond their 

carer role as a foreclosed identity (as was explored in chapter 4). Once activities were 

completed participants had the opportunity to present their work to the group and 

compile these into their health resource book.  

 

Other activities which participants completed included the five finger support hand 

(Radburn, 2008) in identifying five individuals who participants could turn to in times 

of need. Having a good support system during adolescence and adulthood is critical to 

positive mental and emotional health, especially within care circumstances. The 

importance of having a good support network was discussed within the group and 

participants decorated their support hand and included this in their health resource 

book.  

 

Participants also cut out magazine pictures of admirable and inspirational objects or 

people to develop pages about positive feelings and a sense of identity. These were 

also incorporated in health resource books. 
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Afternoon tea was provided at 3pm at the conclusion of each day.  

 

6.5 Hospitality 

 

In promoting positive health choices and practices morning tea, lunch, and afternoon 

tea consisted of fresh and nutritious meals. Lunch was prepared and cooked daily by 

participants, encouraging individuals to take control of their health and learn new 

healthy recipes contributing towards healthy dietary habits. The Heart Foundation’s 

Cooking Activities for Kids cookbook provided recipes which were high in fibre, but 

low in salt, sugar, and saturated fats (The Heart Foundation, 2004). These recipes 

have been tested and assessed against strict nutritional guidelines (The Heart 

Foundation, 2004), and therefore are reliable in providing participants with healthy 

meals. The use of these recipes within this study further promoted the importance of 

utilising community resources in maintaining positive health, and this is a social skills 

of critical health literacy. These meals were quick to prepare, and inexpensive for 

young people to make at home. Participants also further understood that healthy meals 

did not have to be time consuming and tedious to prepare. It was anticipated that the 

preparation of meals within the intervention would contribute to the motivation of 

participants to prepare and eat healthy food at home. 

 

During the first session participants were introduced to various lunch choices 

including salad sandwiches, a chicken and vegetable stir-fry, burritos, kebabs, pizza, 

beef tacos, pasta salad, roast chicken, and potato salad which they could prepare. The 

candidate was mindful of the ingredients in meals as consent forms sought 

information on allergies and the food preferences. Participants actively voted on lunch 

choices and were divided into rotating sub-groups in preparing meals. These tasks 

included chopping, cooking, serving meals, setting the table, and washing-up. 

 

Participants also prepared fresh fruit salads which accompanied lunch daily. Various 

dried fruits, nuts, dips and crackers were introduced and discussed during morning 

and afternoon tea. Other healthy snack options included vegetable pieces dipped in 

yoghurt and fruit muffins. Beverages predominantly included cold water, however 
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fresh fruit juice and milk shakes were prepared by participants as a treat on two 

occasions. Participants took turns in making fruit-shakes and milkshakes for fellow 

group members and this provided a sense of self-worth and contribution to the group. 

The strengths approach promoted self-empowerment by stimulating a learning 

environment where participants would feel that they were valued and nurtured to 

make healthy changes and adopt new behaviours. Participants also made jelly cups 

with organic lollies (a different layer of coloured jelly with lollies daily) and these 

were used as a dessert during the final program session.  

 

6.6 Involvement of allied-health practitioners within the intervention 

 

Education is paramount in achieving good health and providing a holistic approach to 

address health (National Health and Medical Research Council, 1996). Information 

disseminated by appropriately trained individuals provided the most effective and 

efficient way to deliver sensitive, but critical information.  

 

The involvement of allied-health practitioners within the Darwin site included a social 

worker from Carers NT, a dietician from the Department of Health and Families, a 

dental educator (dentist) from Oral Health, and a sexual health educator (registered 

nurse) from Family Planning Northern Territory.  

 

The involvement of allied-health practitioners within the Alice Springs site included a 

dietician from the Department of Health and Families, a dental educator (dentist) 

from Oral Health, a sexual health educator (registered nurse) from Health 

Development, and a psychologist from Head Space.  

 

Key health information was identified through discussion involving the candidate and 

the relevant allied-health practitioner during the planning stage. While all information 

was consistent across both sites, information concerning community resources and 

support were appropriate within each setting as these differ between the two sites. All 

practitioners held an education or health promotion role within practice and had 

experience in working with young people. These practitioners have sound knowledge 
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of particular health issues which adolescents’ experience within the relevant health 

theme, and obtained cultural and age appropriate resources.  

 

Allied-health practitioners were informed of the general circumstances and 

responsibilities of young carers in meetings between the candidate and practitioners. 

As health literacy draws on local resources and support, the information practitioners 

disseminated to participants regarding community resources and support were 

available for participants to access and utilise within the community. Drawing on 

local practitioner knowledge and resources stimulated community engagement 

between individuals and the health care system, and this promoted an avenue for 

community development and the opportunity to break down potential power-blocks.  

 

6.7 Health information sessions 

 

6.7.1 Session one: dietary health and nutrition  

 

The dietician firstly provided participants with three pictorial posters of a general, 

vegetarian, and Australian Indigenous well-balanced diet and explained each in 

adequate detail. The dietician also explored each item of food in the posters and 

discussed the required daily consumption of fruit, vegetables, meat and poultry, 

cereals, oils, and good and bad fats for adolescents and adults. The distinction 

between ‘good’ and ‘bad’ fats was explained using a practical resource of a one 

kilogram lump of rubber which represented the weight of one kilogram. This allowed 

participants to hold and understand the weight of one kilogram of fat. The appropriate 

consumption of foods with high salt and sugar content were explained by requiring 

participants to guess the amount sugar and fat content in listed meals using cubes of 

sugar and blocks of butter. This provided a practical, dialogical and interactive way to 

socially learn as participants could clearly see how much sugar and salt was present in 

different meals.  

 

Participants were later presented with photo images of fresh, healthy, nutritious meals 

alongside processed, unhealthy, fat, salt and sugar saturated meals and the dietician 

spoke of the presentation and look of each (e.g. glazed, melted cheese on pizza, and 
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crisp, green lettuce in a sandwich). The possible outcomes of both a balanced and 

poor diet were discussed as participants were required to suggest the health outcomes 

of regularly eating healthy foods (fruit and vegetables) and less healthy foods (take-

away and chocolates). Photos of rotten teeth, obesity and blocked arteries depicted 

long term consequences of unhealthy eating habits, while photos of white teeth, 

healthy smiles, and active people depicted positive eating habits. It was anticipated 

this would promote social learning through visual images of the positive and negative 

outcomes of health choices. The dietician further prepared an inexpensive, nutritious 

snack with participants, and briefly explained the benefits of physical exercise on diet.  

 

Preventative and primary health measures within dietary health were explored with 

participants, and the dietician explained the services in the community that provided 

support and assistance concerning dietary health. The access requirements and 

information of these services were provided to participants to compile within their 

health resource book. The practitioner also provided recipes and health promotion 

pens and stickers for participants.  

 

6.7.2 Session two: dental health  

 

Participants were firstly provided with a dental kit which included a toothbrush, 

toothpaste, floss, sugar-free chewing gum, dental stickers and an apple. Each item in 

the kit was discussed in relation to the maintenance of good dental health. The 

appropriate use of the toothbrush, toothpaste, and floss were demonstrated step-by-

step by the dentist using a mouth mould and was also presented in hardcopy 

instructions to compile in health resource books. 

 

Discussion arose between the allied-health practitioner and participants on dental 

hygiene, and the implications of unhealthy food and drink consumption, and cigarette 

smoking on oral health. The outcomes of preventative and primary health behaviours 

of daily brushing, flossing, and regular dental visits were explained to participants. 

Photo images of healthy and unhealthy teeth and gums depicted the consumption of 

foods and drinks with high sugar content, and the outcomes of not adequately caring 

for teeth. 
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Participants engaged in an interactive activity by brushing their teeth using their 

dental health kits. Once they had brushed their teeth they gargled with red dye to 

display areas of plaque which needed further brushing. Available community 

resources and support concerning dental health was explained to participants, and 

access information on public dental services was provided for participants to compile 

into their health resource book.   

 

6.7.3 Session three: fun day  

 

As discussed previously the fun day provided the opportunity for social interaction 

and relaxation. Activities included going to the cinema, playing a game of tenpin 

bowling, and having lunch at a restaurant. 

 

6.7.4 Session four: mental and emotional health  

 

The practitioner provided pamphlets and information sheets about adolescent stress 

and depression and asked participants to suggest possible ways to overcome 

depression. These suggestions were explored in detail within the group. The 

distinction between feelings of depression, stress and sadness were explained to 

participants. 

 

In an attempt to reduce self-blame or perceptions of depression as a personal 

weakness visual posters of the brain provided participants with the chance to 

understand that depression is a diagnostic condition. The practitioner discussed the 

situations and events which can create stress and depression for young people and 

focused on the possible effects of caring responsibilities and caring circumstances on 

young peoples’ mental and emotional health. The group listed both positive (talk to 

someone) and negative ways (drinking alcohol) young people could cope with stress 

and depression. Preventative self-care strategies were further explained (deep breaths, 

time out, and relaxation) with an emphasis on maintaining hobbies and interests in 

things which stimulate feelings of happiness.  

 

The practitioner explained available resources and services within the community for 

young people experiencing constant sadness, stress and depression. Issues of 
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confidentiality and the rights of young people were highlighted. Access information 

and details of various organisations were provided for participants to include in their 

health resource book. 

 

Participants engaged in an interactive activity utilising St. Luke’s Strength Cards for 

Kids which required participants to present fellow peers with a strength card that 

symbolised particular strengths individuals held (i.e. a good listener, a good thinker, 

always polite). All members were presented with a strength card by fellow peers and 

this contributed to feelings of self-worth, and promoted strengths practice in 

facilitating an environment where individuals acknowledged they had innate resources 

and the potential to maintain good health.  

 

6.7.5 Session five: sexual and reproductive health  

 

Information and discussion within this session focused on the foundations of healthy 

relationships and bodily changes during puberty. This provided the opportunity to 

explore sexual health without specifically focusing on sexual intercourse and 

contraception with younger participants, but providing relevant and important 

information.  

 

Participants were provided with pictorial information about changes to the body 

during puberty, and the effects of these changes on physical and emotional health. 

Participants explored how relationships also change during this period of life and 

discussed the foundations of a healthy relationship between family, friends, and love 

interests. The Mooditj Indigenous Program was utilised in exploring various aspects 

of relationships through a relationship tree. This is a practical tool which is useful in 

exploring the elements of a supportive and healthy relationship, alongside the 

elements which can impinge on a relationship. The Mooditj Indigenous Program has 

been administered in various Australian Indigenous communities and is culturally and 

age appropriate for people of diverse backgrounds.  

 

Participants also took part in an interactive relay game and were divided into two 

groups to draw or write one change to the body during puberty on two silhouettes (one 

male and one female on A2 size paper). Once a change was listed the next person 
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would list a new change in relay form. This was repeated until all members of each 

group contributed to both silhouettes. This activity provided participants with the 

knowledge of both the male and female bodily changes during puberty, and further 

promoted social skills in working in a team environment.  

 

Once this activity was complete, informal discussion explored the changes during 

puberty. The practitioner explained the effects of these changes on individuals’ mental 

and physical health and the primary and preventative health measures in maintaining 

positive sexual health and hygiene (ie. pads, tampons, shavers, deodorant etc). Older 

participants (12 years and above) received information on contraception and safe sex 

practices to take away and read.  

 

Information on available community resources and support to assist individuals with 

sexual and reproductive health were provided along with access details for 

participants to compile into health resource books.  

 

The development of the intervention in increasing health literacy and fulfilling the 

Clinton Global Initiative-University involved collaboration of a range of local allied-

health practitioners within the Darwin and Alice Springs site to address the health 

areas pivotal in maintaining overall good health in adolescence and adulthood. The 

various aspects of the program; the content, layout, resources, infrastructure, and 

hospitality have been addressed in the development and administration of the 

intervention. Each health session attempts to provide participants with the relevant 

knowledge and skills to attain critical health literacy and break-down potential power-

blocks in overcoming structural domination and increase the profile of young carers.  
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Chapter Seven 

Methodology of the Study 

 

This chapter outlines the research methodology in terms of testing the efficacy of the 

pilot program in increasing the health literacy of young carers. The sample frame, 

recruitment of participants, and the administration of intervention is discussed. As 

explored in previous chapters, the project attempts to fill current gaps by developing a 

health literacy program and research instrument from a social and empowerment 

perspective. The development and application of the tool, participant observation, and 

focus group interviews provides a triangulation of data in testing the efficacy of the 

intervention.    

 

The study incorporates both quantitative and qualitative methods of research and 

received Human Research Ethics approval from Charles Darwin University in the 

Northern Territory, Australia. 

 

7.1 Research design  

 

An exploratory field of research provides the opportunity to explore a relatively new 

phenomenon, or a phenomenon where little is known (Marlow, 2001). This is 

appropriate within this study as the phenomena of health literacy (from a social and 

empowerment perspective) and young carers remain under-researched in Australia. 

The importance of attaining a critical level of health literacy for young carers has not 

been acknowledged and understood in Australia to date, and this study attempts to fill 

these gaps. 

 

Explanatory fields of research identify causes and effects between independent and 

dependant variables (Grinnell, 2001) and Rubin and Babbie (2008:137) explain 

“social work studies seek a second purpose; to describe situations or events.” This 

study also falls within descriptive and explanatory fields of research (Yegidis & 

Weinbach, 2006) as it seeks to describe and measure the attainment of health literacy 

for young carers through an empowerment program. Piloting and measuring the 

effectiveness of the intervention attempts to clarify the relationship between 
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empowerment approaches and the development of health literacy. This will occur 

through a pre-test/ post-test design which is suitable in comparing both variables 

(Yegidis & Weinbach, 2006) to understand whether change has occurred as a result of 

the intervention.  

 

An experimental study design is critical in exploring the implications of the program 

through a reiterating pre-test/post-test process of experimentation (Kumar, 2005; 

Sarantakos, 2005; Creswell, 2002). The following diagram provides a visual depiction 

of the research design.  

 

Figure 1: The study design 

        

Pre-intervention questionnaire   Post-intervention questionnaire 

 

 

 

Through the pre-test/post-test process the same questionnaire will be administered to 

participants before (first observation) and after (second observation) administration of 

the intervention (the empowerment program). Data obtained from both questionnaires 

will be compared (Figure 1) to measure the relationship between variables (Rubin & 

Babbie, 2008) and establish whether there is any change in the dependant variable 

over time. The pre-test/post-test design provides the opportunity to evaluate any 

change that may have been brought about by the intervention (Marlow, 2001).  

 

Measure 

1 
Intervention 

Measure 

2 

Observe Focus 

group 
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Social work intervention involves services and programs aimed at eliminating or 

alleviating the effects of issues individuals experience (Weinbach, 2005). The 

empowerment program was intended to provide young carers with the opportunity to 

develop the power-tools to overcome the associated issues of low carer health and 

wellbeing, and low health literacy among the population. As this is a newly developed 

program, it is appropriate this is piloted to test its efficacy in increasing health literacy 

in providing an indication of the program’s overall applicability and validity. 

Sarantakos (2005:256) explains this involves an estimation of the time and costs 

involved in administering a program, testing the suitability of the research instruments 

used in measuring the program’s efficacy, and the opportunity to trial a program. Pilot 

studies also gather feedback from participants regarding their experiences, comments 

and queries about a program, and ensures the sample population is appropriate to 

undertake the program (Sarantakos, 2005). Pilot studies also provide the opportunity 

to identify shortfalls, and any changes or adjustments necessary within the program 

(Sarantakos, 2005), all which are extremely relevant within this pilot study.  

 

Methods of quantitative and qualitative data collection are relevant in obtaining 

empirical evidence on the efficacy of a program. Gathering data using both 

approaches provides for statistical analysis and an in-depth exploration of particular 

themes or patterns (Royse, 2008). It is appropriate from a health literacy stance to 

incorporate both quantitative and qualitative data collection methods as “a diverse 

range of data and information will provide more relevant and sensitive evidence of the 

effects of multi-dimensional health promotion interventions rather than a single 

definitive study” (Nutbeam, 1999:100). The combination of both approaches within 

this study provides statistical evidence, and deeper personal meaning (Grinnell, 2001). 

It is anticipated the study’s findings will provide reliable and valid data, generalisable 

to the wider young carer population. Triangulation of data will provide more than one 

indicator to measure the program’s efficacy in developing health literacy. This will 

occur through the use of focus groups, a questionnaire, and participant observation. 

 

Qualitative methods of data collection are concerned with describing a phenomenon 

in great detail rather than only presenting numerical data (Kumar, 2005). This form of 

data collection is inductive and relies on observations in developing generalisations 

about preliminary relationships (Neuman, 2000; Grinnell, 2001; Royse, 2008), rather 
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than seeking to test hypotheses (Yegidis & Weinbach, 2006). Qualitative data 

collection is diverse and pluralistic (Sarantakos, 2005) and is appropriate at times 

when there is little evidence concerning a particular phenomenon, when the study 

requires great sensitivity, and when the researcher strives to obtain participants’ 

perspectives (Royse, 2008). Within this study the treatment group approach provides 

an avenue for sensitive information exchange concerning individuals’ health and carer 

experiences. Qualitative data collection is also appropriate when quantitative means of 

data collection do not obtain enough information to draw out relevant conclusions 

(Royse, 2008). Qualitative research is theory generating and is obtained through in-

depth interviews, narratives, focus groups and participant-observation (Yegidis & 

Weinbach, 2006). Data collection methods of focus groups and participant 

observation have been utilised to provide insight into participant experiences within 

the program, and a further indication of their health post-intervention.  

 

The qualitative data included demographic data and was analysed using descriptive 

statistics including frequencies and cross-tabulations. Paired t-test analyses were 

conducted to evaluate the impact of intervention in measuring change and indicating 

any significant difference between the pre and post-intervention measures. 

 

7.1.1 Sampling 

 

Cross-sectional studies examine a particular phenomenon by extracting a cross-

section of the population at a particular time for analysis (Rubin & Babbie, 2008). The 

population for this study is young carers aged 10-15 years in the Northern Territory 

who are registered clients of Carers NT.  

 

Sampling provides the opportunity to collect comprehensive accounts of data 

representative of the wider subject population (Henry, 1990; Lune, Pumar & Koppel, 

2010). A sample of young carers aged between 10 and 15 years represents the broader 

adolescent young carer population within the Northern Territory. The Carers NT 

client database Maisy provided the relevant sampling information of potential 

participants’ age and geographical location. 
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Homogeneous sampling provides consistency and validity concerning a particular 

minority group within the community. As potential participants are registered clients 

of Carers NT, it is anticipated a positive working relationship exists between 

participants and practitioners within the organisation. A non-random sample is 

appropriate within this study as the total study population of registered young carers 

within the Northern Territory is relatively small, approximately 200 as at June 2009. 

Providing the opportunity for all age appropriate young carers to participate within the 

study strengthens and validates data collection, and further promotes social work 

values. 

 

Maisy identified 54 potential participants throughout the Northern Territory (in 

Darwin, Katherine, Nhulunbuy and Alice Springs between 10 and 15 years). Overall, 

40 potential participants were identified within Darwin and its surrounding rural areas 

(Palmerston, Howard Springs, Berry Springs, and Virginia), while 10 potential 

participants were identified in Alice Springs. Three potential participants were 

identified in Katherine, and one potential participant was identified in Nhulunbuy.  

 

Phone contact was made with all potential participants’ parents/guardians concerning 

the study. If parents were interested and felt their child/ren would be interested in 

participating in the study further information was mailed out. This included a Plain 

Language Statement (see Appendix 2), a consent form (see Appendix 5), and details 

of the program (time, venue, program themes and the objectives of the study) for both 

the potential participant (presented in Appendix 4) and parents/guardians (see 

Appendix 3). A further follow-up phone call invited all potential participants to meet 

with the candidate to discuss the study and any queries or concerns of parents and 

potential participants. If participants and their families agreed to participate in the 

study, meeting times were made to sign consent forms, complete the pre-intervention 

questionnaire and organise travel and respite arrangements to attend the program. 

 

The candidate initially met with potential participants at the Carers NT premises in 

Darwin and Alice Springs as this provided a mutual, non-threatening and familiar 

setting for the family. However, in upholding equal opportunity and acknowledging 

the circumstances of care, families who could not meet at Carers NT met with the 

candidate at their home. The candidate maintained phone contact with potential 
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participants in Katherine and Nhulunbuy due to their geographical locations and 

posted information and consent forms.  

 

Overall, 14 potential participants agreed to participate in the study in the Darwin site 

while nine potential participants agreed to participate in the Alice Springs site (n = 

24). This represents 44.4% of the potential participant population. Recruiting 

participants within the study proved difficult for a number of reasons: many potential 

participants had prior school holiday arrangements or family commitments, and older 

potential participants over 13 years refused participation within the study. Recruiting 

participants between 13 and 15 years proved difficult and this may be due to them 

wanting free time during the school holidays, feeling they knew enough about their 

health, or a health program may have been seen to resemble formal education.  

 

Participation in Katherine was unsuccessful as the annual Katherine Show coincided 

with the proposed week of intervention. Of the three identified potential participants, 

one young carer’s involvement in the Katherine Show deterred participation, while 

another young carer declined participation. There was interest from one potential 

participant, and while it was not economically feasible to provide a five-day program 

to one participant, this individual was invited to attend the program in the Darwin site 

with all travel and accommodation expenses provided. This opportunity was declined. 

Similarly the potential participant identified in Nhulunbuy was invited to attend the 

program at either the Darwin or Alice Springs site, however participation was also 

declined. 

 

While 44.4% of the potential participant population agreed to participate in the study, 

this is a positive outcome when taking into consideration the age and circumstances of 

potential participants. Effort was made to minimise non-responses through follow-up 

phone calls, posted information, and meetings with potential participants’ families. 

The candidate attempted to be as flexible as possible for potential participants in 

meeting and completing consent forms and the pre-intervention questionnaire. As all 

participants were under 18 years of age it was mandatory that parental/guardian 

consent was obtained. It was acknowledged that carers do not always have the 

financial freedom or spare time to allow their children to attend social activities 

(Carers Australia, 2001; Heron, 1998), and all transport, hospitality and program 
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resources were provided free of charge to participants to overcome this. Support 

workers were available to provide respite in circumstances where carer 

responsibilities deterred participation within the program. 

 

7.2 Quantitative data collection  

 

Quantitative methods of data collection generally consist of statistical findings; how a 

cause produces an effect (Rubin & Babbie, 2008; Yegidis & Weinbach, 2006), and 

this aligns with positivist research. Barker (1999:934 in Thyer, 2001:25) explains 

quantitative data collection as “systematic investigations that include descriptive or 

inferential statistical analysis… [which] make use of numerical comparisons.” Within 

this study quantitative measures include a questionnaire administered three weeks pre-

intervention and eight weeks post-intervention.  

 

Hypotheses are generally tested within quantitative research methods and provide an 

accurate measurement of variables, adopting a deductive logic of thought (Yegidis & 

Weinbach, 2006). Quantitative data is concerned with causality, deduction, and 

generalisability and deductive approaches are primarily concerned with testing a 

hypothesis (Rubin & Babbie, 2008). The hypothesis within this study is that a 

program based on empowerment approaches increases health literacy for young 

carers. 

 

7.2.1 Questionnaire  

 

As previously discussed in chapter 3, existing health literacy measurement tools focus 

on the literacy and numeracy skills of individuals within clinical settings. 

Comprehensive measures to assess the levels of health literacy and multi-dimensions 

of health literacy from a social and empowerment perspective remain underdeveloped 

(Betz et al. 2008). It is necessary therefore to develop a measurement tool to measure 

the levels of health literacy and to test the efficacy of the empowerment program. 

 

The questionnaire which was developed attempted to measure Nutbeam’s (2000) 

three conceptual levels (see chapter 3) and the social skills of health literacy. As this 
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study falls within explanatory and exploratory fields of research it was further 

appropriate to gather information about young carers’ circumstances to build a 

knowledge base in Australia of their health and wellbeing.   

 

The questionnaire sought to collect quantitative and qualitative data through open and 

closed-ended questions. Open-ended questions provided the opportunity to gather 

information where dimensions of feelings, experiences and in-depth information were 

required (Geldard & Geldard, 2001; Grinnell, 2001). Even though open-ended 

questions can be time consuming to complete, the mix of both open and closed-ended 

questions provided the opportunity to obtain data concerning specific health 

information and participants’ caring responsibilities. 

 

The format of the questionnaire within this study was modeled on the ‘Child Health 

and Illness Profile-Adolescent Edition’ (CHIP-AE) (Starfield, Bergner, Riley, 

Ensminger, Green, Ryan, Kim & Johnston, 2006) as discussed in chapter 3. The 

layout of the CHIP-AE provided a good foundation for the development of the pre 

and post-intervention questionnaire. As the CHIP-AE is a validated and tested 

measure of health, it is anticipated that the areas of this measure which have been 

adopted within this study’s questionnaire have validity and reliability.  

 

The developed questionnaire comprises of five sections: 

 

(1). Young carer information  

(2). Individual health and wellbeing 

(3). Access to health resources and support by individuals 

(4). The use of services within the community 

(5). Exploration of individual health literacy 

 

The full questionnaire is included in Appendix 6, however the following section 

provides an overview of each section.  
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7.2.1.1 Section one of the questionnaire: Young carer information 

 

Within this section of the questionnaire general carer information (family structure, 

caring responsibilities) was sought using multiple-choice, tick box, closed-ended 

questions. To gain an understanding of carers’ socio-economic status questions were 

asked concerning housing situation, income, and welfare benefits. By seeking 

information on participants’ family and socio-economic status, these questions assist 

to determine opportunities for participants to exercise primary and preventative health 

behaviours.   

 

This section also explored young carers’ awareness of wider social supports within 

the community and organisational involvement within their carer circumstances. 

Respondents were asked to identify organisations (other than Carers NT) that provide 

support, assistance and resources to their family. As discussed in chapter 2, young 

carers become increasingly involved with the acute health care needs of the care 

recipient as they mature, and are likely to navigate the health care system and 

converse with health practitioners and the questionnaire provides knowledge of 

participants’ awareness of wider social supports.  

 

Questions about financial income provided an indication of the financial status of the 

family, as this directly impacts on health care opportunities. Even while participants 

were full-time students information was sought regarding their own financial position 

as older participants may be employed. This effects their access opportunities to 

health care, and maintaining good health (i.e. buying healthy food, vitamins etc).  

 

Information was further sought on whether families received the ‘Carer Payment’ 

from Centrelink as chapter 2 indicates that those who rely on this payment become 

highly vulnerable to poverty, social exclusion, and ill health (Dearden & Becker, 

2004). This information provided a further indication of the social and economic 

positions of participants’ families, effecting the health status of individuals within the 

family. It is likely that individuals whose family receives the ‘Carer Payment’ may 

not have the opportunity to maintain good health.  
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Economic status is also a determinant of health literacy (Bryan, 2008) as discussed in 

chapter 3, and it is evident informal care impacts on the economic and health status of 

individuals (Carers Australia, 2001; House of Representatives, 2009; Gahagan et al. 

2004). Information on the effects of caring responsibilities on participants’ own health 

was sought through an open-ended question. This was important as the literature 

suggests carer health and wellbeing is effected by care circumstances, and an 

understand of how this effects health is important.  

 

7.2.1.2 Section two of the questionnaire: Individual health and wellbeing 

 

This section of the questionnaire was modeled on questions in the CHIP-AE 

concerning individual health and wellbeing. 

 

Respondents were required to evaluate their health through a closed-ended, multiple-

choice five point scale of: 1. excellent, 2. very good, 3. good, 4. fair, and 5. poor. A 

personal evaluation is critical in exploring individuals’ social skills. It was anticipated 

that participants would evaluate their health and further gain an awareness of the 

importance of acquiring new health information and knowledge to improve their 

health as they completed the questionnaire. Participants were required to explain why 

they had chosen the particular health rating. 

 

Questions in this section of the tool also explored participants’ health experiences 

(emotional health, mental health, nutrition, and physical health) in the four-weeks 

leading up to completing both questionnaires. These questions were presented in a 

table format and divided into time frames of ‘everyday’, ‘four or more days a week’, 

‘two to three days a week’, ‘one to two days a week’, ‘one day a week’, and ‘never’. 

Participants were required to indicate the relevant time frame of each health 

experiences (see list below). These questions were based on questions in the CHIP-

AE. This provided the opportunity to present multiple questions seeking similar 

information (health rating and health experiences table) and test the reliability of 

responses provided by participants.  
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Questions relating to the health experiences of individuals over a four-week time 

period included: 

 

� Have you had quiet time and felt calm inside?  

� Have you had a lot of energy?  

� Have you felt down or blue?  

� Have you had trouble eating or had a poor appetite?  

� Have you had trouble falling asleep or staying asleep?  

� Have you had trouble relaxing? 

� Were you nervous or uptight? 

� Were you irritable or grouchy? 

� Did you miss more than half a day of school? 

� Have you had trouble bending, lifting or reaching? 

� Have you exercised or played sport? 

 

It is important to understand that caring responsibilities and circumstances may 

contribute to health experiences and impede individuals’ opportunity to engage in 

health promoting behaviours. These health experiences are relevant to the health areas 

explored in the intervention. 

 

Participants were also asked to provide information about the frequency, type, and 

consumption of fast-food, sweets, and soft-drink on an average weekly basis. 

Detailing the types and consumption of these is important as this may possibly vary 

between individuals. As adolescence is the life period where most fast-food and soft-

drink is consumed (as discussed in chapter 4), it was important to gain an 

understanding of participants’ consumptions of these products as they impact on 

health. Respondents were further asked to indicate whether they enjoyed eating 

healthy and unhealthy food through open and closed-ended questions. 

 

7.2.1.3 Section three of the questionnaire: Access to health resources and support 

by individuals 

 

This section of the questionnaire sought information concerning participants’ access 

and utilization of community health resources and support which are pivotal to the 
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skills of health literacy. All questions were open-ended and asked participants to 

provide detailed information about how they acquired health information during times 

of need. Participants were asked whether they had opportunities to learn more about 

and improve their health in an attempt that they would make the connection between 

their health and the wider environment: the school, health care clinics, and the 

empowerment program. The candidate explained the aims, objectives, and importance 

of the empowerment program in increasing health literacy with participants during 

initial meetings. It was hoped that respondents would reflect on and utilise this 

information concerning opportunities to learn more about health. This could indicate 

the presence of the social skills of health literacy. 

 

Individuals who feel they do not have privacy in accessing health information may be 

less motivated and confident to do so. Having privacy when accessing the internet to 

obtain health information impacts on the motivation and confidence of individuals to 

seek-out particular health information (West, 2003). It was important information 

about this was obtained from participants to indicate whether they accessed electronic 

health information and felt confident in doing so.   

 

It is important young people have an adult figure they can turn to in times of need for 

support and assistance. Participants were asked if there was an adult available to them 

who they could turn to in times of need. This provided an understanding of 

participants’ support system in maintaining positive mental and emotional health 

(Wilkinson & Marmot, 2003) and having support during difficult times. This is 

particularly important within the developmental stage of adolescence (see chapter 4). 

 

7.2.1.4 Section four of the questionnaire: The use of services within the community 

 

Information provided in this section centered on individual access to community 

health services. Respondents were asked to indicate the last time they actively sought 

health information.  

 

Information concerning participants’ access to medical, dental, dietary and 

psychosocial support. Gathering evidence on whether young carers sought assistance 

or resources is appropriate in understanding the state of their overall health and 
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utilisation of community resources. These questions were presented through a tick 

box format. 

 

In exploring participants’ knowledge and awareness (health literacy) of community 

organisations, respondents were asked to name where and what services were 

available to them within their community in the various health areas explored during 

the intervention (as discussed in chapter 6). This provided evidence of participants’ 

knowledge of wider human service organisations available within their community to 

assist them, and is relevant to the social skills of health literacy. It was anticipated that 

the empowerment program would provide the relevant knowledge for participants to 

successfully complete these questions in the questionnaire which would further 

indicate the efficacy of intervention in increasing health literacy. 

 

7.2.1.5 Section five of the questionnaire: Exploration of individual health literacy 

 

It was anticipated this section of the questionnaire would assess Nutbeam’s (2000) 

conceptual levels of health literacy as outlined in chapter 3 by asking participants to 

read a series of health resources and answer prescribed questions. An overall 

indication of participants’ conceptual levels of health literacy would be evident 

through the responses they provide.  

 

7.2.1.5.1 Level one: A functional level of health literacy 

 

In assessing a functional level of health literacy participants were required to read the 

provided Kids Help Line pamphlet and answer questions concerning the 

organisation’s roles, client base, and access requirements. It was anticipated that 

respondents who could read, understand, and conceptualise the information in the 

pamphlet and answer the questions successfully held a functional level of health 

literacy. This level of health literacy was further measured by requiring participants to 

extract appropriate information from the Dietary Guideline for Children and 

Adolescents in Australia table and calculate the recommended weekly consumption of 

fruit appropriate for their age. This reflected basic reading, writing and numeracy 

skills which are important within general health literacy. The traditional method of 
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communicating health information through pamphlets and information sheets reflects 

the requirements of a functional level of health literacy (Nutbeam, 2000).  

 

7.2.1.5.2 Level two: An interactive level of health literacy 

 

In measuring an interactive level of health literacy, individuals were asked to extract 

and apply health information in everyday situations (Nutbeam, 2000) by reading the 

What everyone should know about Stress information sheet. Questions sought data to 

explore the indicators, feelings and implications of depression which were explained 

in the information sheet. It was anticipated participants would establish the connection 

between the earlier Kids Help Line pamphlet in suggesting avenues of resources and 

support which young people experiencing depression could utilise. If the connection 

to draw on the information provided in the Kids Help Line pamphlet was made, this 

would suggest the development of personal skills and judgment to act independently 

on provided information, representing an interactive level of health literacy (Nutbeam, 

2000).  

 

An interactive level of health literacy was further tested through individuals’ 

responses in section four of the questionnaire; knowing where to go and what 

community services were available within each health theme. If participants could 

reflect on the agencies explored during the intervention in providing responses on 

wider community resources and supports, an interactive level of health literacy would 

be apparent. 

 

7.2.1.5.3 Level three: A critical level of health literacy 

 

It was anticipated a critical level of health literacy would be measured by asking 

participants open-ended questions concerning their actions and decisions if they felt 

depressed (i.e. what resources and support they would access and utilise). If 

participants could again reflect on the social skills within the intervention and make 

the connection between the health information they received in naming appropriate 

resources and support, and primary health behaviours they could adopt to address 

depression a critical level of health literacy would be obvious. If participants also 
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drew on the information in the Kids Help Line as an avenue of support this would 

further indicate a critical level of health literacy.  

 

7.3 Piloting and administration of questionnaire 

 

The questionnaire was piloted with five young people between the ages of 10 and 13 

prior to being used within the study. Piloting focused on the ease of responding to the 

questionnaire, and minor changes were made. 

  

The pre-intervention questionnaire was administered face-to-face with participants 

individually in the Alice Springs and Darwin site three weeks prior to administration 

of the intervention. In Darwin four surveys were posted to participants whose parents 

specifically requested this due to care circumstances. A postage-paid, return envelope 

was enclosed with these questionnaires and labeled as ‘private mail’. Contact was 

made with participants three days after questionnaires had been posted to ensure these 

had been received.  

 

By virtue of participants’ age and reading abilities parents were informed that their 

children may require assistance to read and complete questionnaires. Parents were 

advised to contact the candidate if there were any queries or difficulties with 

completing questionnaires, as the candidate was available to assist participants in 

completing the questionnaire. 

 

The identical post-intervention questionnaire was administered to participants eight 

weeks after the completion of intervention face-to-face in both project sites with all 

participants in one room (the program venue). 

 

All questionnaires were de-identified, coded, and analysed using the Statistical 

Package for the Social Sciences (SPSS). 
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7.4 The intervention 

 

As discussed in chapter 6, this study’s intervention consisted of five program sessions 

during the June/July 2009 school semester break.  

 

7.5 Qualitative data collection 

 

Qualitative data consisted of participant observation and focus groups. 

 

7.5.1 Participant observation  

 

The candidate adopted a participant observation role within the intervention to 

observe the interactions between participants and between allied-health practitioners. 

This was directly observable through the facilitation role the candidate held during the 

intervention (Somekh & Lewin, 2005; Creswell, 2002). Notes were kept throughout 

the process and thematically analysed after the intervention. Key areas of focus 

included group process, content, and engagement of participants.  

 

7.5.2 Focus group interviews 

 

Participants met during a one-week school semester break to complete the post-

intervention questionnaire and later participate within a focus group interview. Focus 

groups occurred at both sites and explored the perceptions and experiences of 

participants concerning the program (Kumar, 2005) and health experiences. This 

consisted of open-ended questions which explored the structure and content of the 

program’s sessions, the interactions within the group, and individuals’ health since 

completing intervention. Open-ended questions provided detailed responses which 

were useful in obtaining the personal reflections of participants (Geldard & Geldard, 

2001).  

 

Focus group questions were divided into three sections: 

 

(1). General questions about the program (i.e. what did you find most useful?) 
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(2). Questions about the health resource book (i.e. do you think you will use your 

resource book in the future?) 

(3). Questions about health (i.e. what was the most important thing you learnt from 

the program?) 

 

Appendix 8 contains the full list of questions. These questions were consistent across 

both focus sites. 

 

Participants were able to voice their thoughts and opinions about the program, which 

promoted social group work dynamics, empowerment and further interaction within 

the group setting (Creswell, 2002). The focus groups allowed the candidate to find 

consensus among participants regarding the health themes of intervention in a non-

threatening manner (Creswell, 2002).  

 

Qualitative data was transcribed from an audiotape, de-identified and thematically 

analysed using a coding system to identify key themes.   

 

7.6 Triangulation of data  

 

Triangulation of data provided the opportunity to make observations from multiple 

positions to arrive at one conclusion (Neuman, 2000) through the use of qualitative 

and quantitative means of data collection. Triangulation is evident through the use of 

the questionnaire, focus group interviews and participant observation within this study 

(Yin, 1994). This provided three separate sets of data concerning one particular 

phenomenon; increasing health literacy. The questionnaire explored aspects of young 

carers’ circumstances and levels of health literacy while the focus group interview 

provided an exploration of the relationship between intervention, health behaviours, 

and health experiences. The participant observation role provided insight into 

participant behaviour, interactions between participants, between participants and 

practitioners, and the responses of participants on various aspects of the program. As 

the empowerment program is an avenue of social learning this process was observed 

through direct interaction.  
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This chapter, in outlining the methodology, has made links between the approaches to 

the study and the literature concerning health literacy. A pre/post-intervention tool for 

measuring health literacy has been developed and used to test the main hypothesis that 

empowerment approaches increase health literacy. As this is a pilot study, various 

data collection methods such as a questionnaire, participant observation and focus 

group interviews were appropriate. It is evident age is a major factor within this study, 

as the recruitment process proved difficult. Of the four sites of registered potential 

participants, two sites have been included with a total of 24 participants.  
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Chapter Eight 

Results of Data Collection 

 

This chapter discusses the findings of the three methods of data collection: the pre and 

post-intervention questionnaire, the focus group interviews, and participant 

observation. General participant information is provided through a frequency analysis 

of participants’ general information and caring circumstances. Aspects of participants’ 

health and wellbeing are presented through information gathered on the personal 

outlook on their health, their access and utilisation of community resources and 

support, and their health behaviours and experiences. Data concerning participants’ 

conceptual levels of health literacy is also presented. A thematic analysis of the focus 

group interviews presents key themes of participants’ experiences of intervention and 

their health behaviours and experiences since intervention, while participant 

observation reflects accounts of participants’ interactions and involvement within the 

intervention. 

 

8.1 Quantitative data 

 

8.1.1 General participant information  

 

While there were 54 potential participants identified within this study, 44.4% (n = 24) 

of the potential study population participated. Overall, the general young carer 

population within the Northern Territory is estimated at 3,888 (1% of the national 

young carer population) and this does not provide a true picture of young carers 

across the Northern Territory even while it represents 44.4% of all registered young 

carers between 10 and 15 years. Overall there are approximately 200 registered young 

carers (as at June 2009), and the participant population represents 12% of the overall 

registered young carer population in the Northern Territory. 

 

All 24 participants underwent the intervention and responded to the pre and post-

intervention questionnaire, and focus group interviews. Overall, 58.3% (14) of 

participants were residents in the Darwin area, while the remaining 41.7% (10) were 

residents from the Alice Springs area.  
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Participants provided general background information about their age, sex, ethnicity, 

school and reading abilities, and economic status. These various aspects contribute to 

the social determinants of health which are critical to the attainment of health literacy. 

This background information provided an overall picture of the cohort of participants 

within the study.  

 

The following graph displays the number of participants who were male and female in 

both sites. 

 

Graph 1: Sex of participants 

 

 

As indicated in the graph above males represented 41.7% (10) of the total sample, 

while female participants represented 58.3% (14). The age range for participants was 

between 10 and 14 years even while the sample age ranged from 10 to 15 years. The 

average age within the study was 12 years, and the mode age was 13 (8 participants). 

At either end of the age range 20.8% (5) of participants were 10 years of age, while 
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16.7% (4) of participants were 14 years.  The following table presents the data in the 

age distribution. 

 

Table 3: Participant population by age and sex in both sites  

 10  

years 

11  

years 

12  

years 

13  

years 

14  

years 

Sub-

total 

 

Darwin 

Site 

 

Male 

 

 

0 

 

2 

 

1 

 

0 

 

1 

 

4 

 

Female 

 

 

3 

 

2 

 

0 

 

4 

 

1 

 

10 

 

Alice 

Springs 

Site 

 

Male  

 

 

1 

 

1 

 

0 

 

2 

 

2 

 

6 

 

Female  

 

 

1 

 

1 

 

0 

 

2 

 

0 

 

4 

 

  

Total 

 

 

5 

 

6 

 

1 

 

8 

 

4 

 

24 

 

 

It is obvious by the age range that young carers within this study were either 

approaching or currently experiencing adolescence. The intervention may have great 

significance in promoting healthy behaviours and providing the opportunity to obtain 

the skills of health literacy during this time. The program is also relevant for younger 

participants within this study who are approaching puberty. Perhaps the empowerment 

program may be more appropriate and suitable for a younger cohort as there were no 

participants over 14 years. The mode age of 12 confirms younger carers agreed to 

participate within the study and may find it be more suitable.  

 

As indicated in the graph below participants were from a range of ethnic backgrounds. 

Overall, 50.1% (12) of respondents identified as Caucasian, 4.2% (1) identified as 

Aboriginal or Torres Trait Islander, 16.7% (4) identified as European, and 4.2% (1) 

identified as Asian. The remaining 20.8% (5) of participants identified as ‘other’, 

however only one respondent further indicated their ethnic background of Egyptian 

descent. This is reflective of the diversity of the Northern Territory population and 

further supports the literature that Indigenous young carers remain largely hidden. 
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Only one participant within this study identified as Indigenous background and it was 

anticipated that more Indigenous young carers would participate within this study, 

since the Northern Territory has an Indigenous population of 32% (Australian Bureau 

of Statistics, 2006). 

 

Graph 2: Participants’ ethnic background 

 

 

It is mandatory for children under 15 years to be enrolled in formal education in the 

Northern Territory, and it was obvious all participants were full-time students. One 

quarter (6) of participants were in grade eight (middle school), while 20.8% (5) were 

in grade six, and 16.7% (4) of participants were in grade seven. This indicates that 

more than the majority of participants were either in their last year of primary school, 

or in middle school. It can therefore be assumed that all participants are balancing 

caring responsibilities with full-time study while moving into adolescence.  

 

Overall, 29.2% (7) of participants stated they needed assistance with reading and 

writing. Participants needing assistance to read may be attributable to participants’ 

age and educational attainment within this study. 
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As carers in general obtain lower social status and are vulnerable to suffering ill 

health and wellbeing in comparison to their non-caring counterparts it was important 

to obtain data on participants’ housing and economic situations. Individuals’ 

economic status can impede on access opportunities to appropriate health resources 

and support which effects overall health and wellbeing.  

 

On average 4.92 people lived in participants’ homes (ranging from one to nine 

occupants). One participant reported that only they lived in their home, and this is 

inaccurate as all participants live with at least one other individual (evident through 

the initial meetings with parents). The mode number of people living within young 

carers’ homes was five, and 95.8% (23) of respondents indicated their mother lived in 

their home while 79.2% (19) indicated their father lived in their home. Approximately 

21% (5) of participants did not live with their father and one participant lived with a 

stepfather. 

 

Participants were asked to describe their housing arrangements and 62.5% (15) 

indicated their home was owned by a member of their family while 20.8% (5) stated 

the home they lived in was rented through Territory Housing (government housing). 

A further 4.2% (1) stated they lived in a home which their family rented privately, and 

the remaining 12.5% (3) did not know their housing arrangements. Even though more 

than half (15) of respondents indicated their home was owned by a member of their 

family, (13) further on in the questionnaire participants stated a member of their 

household received the asset-tested ‘Carer Payment’ from Centrelink. This does not 

support previous findings of young carers’ housing situations, as families who are 

reliant on income support are generally socially and economically disadvantaged. 
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Graph 3: Economic status of participants’ families 

 

 

As approximately 54.2% (13) of participants’ families rely on the ‘Carer Payment’ it 

is likely they would not have the financial means to own a home as this payment is 

asset-tested. There are many possible reasons for this discrepancy: young carers may 

live in homes which are owned by extended members of their family and interpret this 

as their home, young carers’ families may be paying a mortgage loan on their home 

and interpret this as owning their home. Indicating their family own their home may 

also be the most desirable response. Participants may also not be certain of their 

family’s financial situation and may have indicated a response. 

 

Participants were further asked about family income: how many members in the 

household undertake paid employment, and the type of employment these individuals 

held. Overall, 45.8% (11) of participants stated two members in their household held 

paid employment and 29.2% (7) stated one member in their household held paid 

employment. A further 4.2% (1) stated three members in their household held paid 

employment, while 8.3% (2) stated four members in their household held paid 
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employment. The remaining 12.5% (3) of respondents indicated that no members in 

their home held paid employment.   

 

It is evident that 21 participants live in households where family members hold paid 

employment, while three participants live in households where no family members 

work. Overall, 13 participants indicated the ‘Carer Payment’ was received and this 

implies that while many young carers’ family members work, there is a vulnerability 

to low social status and ill health. This significantly impacts on participants’ 

opportunities to access and utilise community resources and supports, and exert 

preventative and primary health behaviours. Overall these finding further suggest this 

cohort of individuals come from relatively low income households. 

 

Of all participants two stated they held part-time employment, while a further two 

participants worked on a casual basis. This shows that of the 24 participants within 

this study, four worked while managing care responsibilities and educational study. 

 

8.1.2 Carer-specific information 

 

To gain an overall picture of the caring circumstances of participants, information was 

sought about who they provided care to, the illness or condition of the care recipient, 

the duration of care, and whether participants were the primary carer.  

 

As indicated in graph 4, 41.7% (10) of participants stated they provided care to a male 

sibling (one brother), while 25% (6) provided care to their father. A further 20.8% (5) 

of young carers stated they provided care to their mother and 8.3% (2) provided care 

to a female sibling (one sister). The remaining 4.2% (1) of participants provided care 

to a grandmother. It is evident that 45.8% (11) of the total participant population 

provided care to a parent in comparison to any other category. This suggests that 

participants assume adult responsibilities within their homes and provide psychosocial 

and physical support to an adult while under 15 years of age. 
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Graph 4: Relationship of care 

 

The following graph depicts the amount of time individuals had been providing care 

responsibilities. 
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Graph 5: Duration of care 

 

 

As indicated in graph 5, the time period of caring varied considerably between 

participants. On average participants had been providing care for 3.87 years. Half 

(50.1%) of the participants claimed they had been providing care for between one to 

six years, while 33.3% (8) indicated they have been providing care to the care 

recipient for between 6 and 10 years. A further 8.3% (2) of participants had been 

providing care for over 10 years. The remaining one participant stated they had been 

caring for less than 12 months. 

 

In combining all time periods it is clear that over 40% of participants within this study 

had been providing care for more than six years. This indicates participants would 

have assumed care responsibilities at seven years of age or younger, which can have 

significant psychological impact on young people (Heron, 1998) and is likely to 

interfere with educational performance and social relations. 

 

Participants were further asked to describe or name the condition or illness of the care 

recipient to gauge an understanding of their circumstances and responsibilities. The 

following graph shows the illness or condition of the care recipient. 

 



   138 

 

Graph 6: Diagnosis of care recipient 

 

 Participants presented a broad range of disorders and illnesses, however 20.8% (5) 

stated the person they provided care to suffered from a mental illness or experienced 

ill mental health. Another 16.7% (4) stated the care recipient suffered from an Autism 

Spectrum Disorder, while a further 16.7% (4) stated the person they provided care to 

suffered from a neurodevelopment disorder with physical disability. Three 

participants (12.5%) indicated physical disability as the main condition experienced 

by the care recipient, while 8.3% (2) stated the care recipient had an intellectual 

disability. A further 8.3% (2) indicated their family member experienced an Autism 

Spectrum Disorder and intellectual disability, while another two participants indicated 

dementia was the main condition of the care recipient. The remaining 8.3% (2) of 

participants provided assistance to an individual who was deaf.  

 

When this data is combined it is clear that 62.5% (15) participants provided care to a 

family member with a form of mental or cognitive/ neurological health issue. The 

difficulty of understanding and living with a member who has a mental illness can 

generate fear and a sense of behaviour unpredictability (Parker, 2010). As over half of 

the participant population live with a family member experiencing a mental or 

cognitive health issue, this can be extremely challenging and confronting when trying 
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to provide care to these family members. Just under half of the population (45.8% or 

11) provide care to a parent it is further likely these individual suffer from a mental or 

cognitive condition. It is possible this would greatly effect the stability, predictability 

and cohesiveness in these young carers’ households.  

 

Twenty three (95.8%) participants were not the primary or only carer within their 

household, however one respondent (4.2%) revealed they provided the only or main 

source of care and support towards the care recipient in their household. This would 

entail all care and household responsibilities while managing study and trying to 

move through adolescence.  

 

Participants were asked to report on their day-to-day carer responsibilities to gather an 

understanding of the extent of their care roles within the home. The following two 

graphs show the responsibilities of young carers within their home by age and sex.  

 

Graph 7: Care responsibilities by sex 
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From this graph it is clear that female carers outweigh male carers in the care 

responsibilities they provide. Nine of the 14 female carers within this study stated 

they minded the care recipient, while eight attended to extra household chores, and six 

grocery shopped. These responsibilities which female carers performed were 

considerably higher than males. Male carers slightly outweighed (by one instance) 

female carers in attending appointments. These findings support Dearden and 

Becker’s (2004) argument that female carers are more involved in all aspects of care.  
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While female participants undertake more caring tasks, the prevalence of male 

participants assuming various care responsibilities is also highly acknowledged. It is 

evident participants within this study are involved in intimate self-care tasks, the 

health care needs of the care recipient, and household chores.  

 

Graph 8: Care responsibilities by age 
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Graph 8 indicates that 13 years old participants engage in the heaviest responsibilities 

concerning dressing (4), minding the care recipient (7), and grocery shopping (4). 

Younger participants between 10 and 13 years of age cooked meals, toileted the care 

recipient, and attended to extra household chores. It was evident that older 

participants (14 years) increasingly bathed the care recipient.  

 

Participants undertake a significant role within their household, by undertaking 

numerous care tasks, and assisting with household chores. It is further evident that 

three participants directly encounter and manoeuvre within the health care system and 

this exacerbates the importance of attaining personal health literacy. 
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8.1.3 Other services utilised by participants 

 

Respondents were asked whether they were aware of other services apart from Carers 

NT which the family utilised within the community for respite and psychosocial 

support. Thirteen (54.4%) participants stated their family utilised other services. A 

wide range of agencies were identified in the below graph. 

 

Graph 9: Participants’ awareness of wider social supports 

 

 

This indicates that over half (13) the participants knew of and named external 

organisations which provided assistance to their family. This displayed a level of 

knowledge and awareness of wider community resources and support, contributing to 

health literacy.   
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8.2 Participants’ overall health and wellbeing 

 

Participants’ personal outlook on health was sought to gain an understanding of the 

perceptions of their health, alongside their access to various allied-health 

practitioners. Participants’ health experiences and behaviours over a four-week period 

pre and post-intervention were also provided through the questionnaire. The following 

graphs depict data obtained through these responses.  

 

Graph 10: Perceptions of health 
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Initially (pre-intervention) 16.7% (4) of participants perceived their health to be 

‘excellent’, and this decreased by one (to 12.5% or 3) post-intervention. Eleven 

participants (45.8%) perceived their health to be ‘very good’ pre-intervention, and this 

further decreased by four (to 29.2% or 7) post-intervention. Overall, 29.2% (7) of 

respondents perceived their health to be ‘good’ pre-intervention and post-intervention. 

A further 8.3% (2) of participants perceived their health to be ‘fair’ pre-intervention, 

which increased by one (to 12.5% or 3) post-intervention. Two participants did not 

provide a response post-intervention. 

 

The only increase is evident within the ‘fair’ health category. Participants inevitably 

may be more critical of their health post-intervention through the information they 

gained during the intervention. Young carers may have made a more informed 

decision regarding their health based on the knowledge they obtained. Participants 
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may also have been feeling unwell during the administration of the post-intervention 

questionnaire.  

 

Pre and post-intervention significance of individuals’ perceptions of their health was 

conducted using a paired t-test analysis, and this indicated there was a small change in 

the score of .08 between time one and time two. This indicates there was no 

significant difference between pre and post-intervention measures concerning the 

efficacy of intervention on the perceptions of health.  

 

8.2.1 Access to health practitioners  

 

Health literacy is concerned with the access opportunities to health resources and 

support in maintaining positive health. The following graph displays participants’ 

access to a general practitioner, dentist, nurse, social worker, and counsellor pre and 

post-intervention. 

 

Graph 11: Access to health practitioners 
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8.2.1.1 Access to a general practitioner 

 

Initially 12.5% (3) of respondents stated they had seen a general practitioner four 

weeks prior to the dissemination of the pre-intervention questionnaire, which 

increased by two (to 20.8% or 5) post-intervention. There may be various reasons why 
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an increased number of individuals accessed the resources and support of a general 

practitioner post-intervention and while general practitioners were not involved in the 

intervention, participants’ confidence and motivation may have increased in 

maintaining good health. This may be attributable to the focus of the intervention 

towards maintaining good health. However it may be also due to the seasonal 

fluctuations in health. 

 

The significance of individuals’ accessing a general practitioner pre and post-

intervention was conducted using a paired t-test analysis. This indicated a small mean 

increase of 0.18 between time one and time two, which is not significant.  

 

8.2.1.2 Access to a dentist 

 

The post-intervention questionnaire indicated there was no change in access to a 

dentist between time one and time two. There may be a number of external factors 

contributing to this consistent data as dentists may not have visited schools, or 

participants may have been waiting to see a dentist.   

 

As data remained consistent pre and post-intervention there was no significant 

change.  

 

8.2.1.3 Access to a nurse 

 

Initially 16.7% (4) of participants indicated they had seen a nurse in the 12 month 

period leading to the administration of the pre-intervention questionnaire. This 

increased by seven participants (to 45.8% or 11) post-intervention. This may be 

attributable to the involvement of nurses within the program which may have 

increased participants’ confidence and motivation to access the support of school or 

community nurses.  

 

The significance of individuals’ accessing a nurse pre and post-intervention was 

conducted using a paired t-test analysis. This indicated a small mean increase of 0.26 

between time one and time two, which is not significant.  
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8.2.1.4 Access to a social worker and counsellor  

 

In the pre-intervention questionnaire no respondent indicated they had seen a social 

worker in the last 12 months, but 12.5% (3) of participants stated they had seen a 

counsellor. The post-intervention questionnaire indicated that 8.3% (2) of participants 

had seen a social worker and 16.7% (3) had seen a counsellor since undergoing the 

intervention.  

This increase in seeing a social worker may be due to participants’’ increased 

awareness of their mental and emotional health. Respondents may have already seen a 

social worker during the administration of the pre-intervention questionnaire but may 

have not disclosed this information or were unaware they were seeing a social worker. 

A social worker was involved within the intervention, and this involvement may have 

contributed to an increase in participants’ confidence and motivation to access the 

resources and support of a social worker. 

 

The significance of individuals’ accessing a social worker pre and post-intervention 

was conducted using a paired t-test analysis. There was no significant change between 

time one and time two for individuals accessing a social worker. There was however a 

mean increase of 0.09 which was not significant of change. As the prevalence of 

participants accessing a counsellor did not change a paired t-test analysis was not 

required.   

 

Even though the paired t-test analyses conducted on the pre and post-intervention data 

concerning access to these allied-health practitioners indicated no significant change,  

it is evident there was either no change or an increase in participants accessing the 

resources and support of practitioners post-intervention. This may be attributable to 

individuals’ confidence and motivation to seek-out health resources and exert 

preventative and primary behaviours which was the focus of the entire study in 

developing health literacy. Tests of significance were likely impacted on by the small 

sample size. 
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8.3 Health behaviours and experiences over a four-week period 

 

To gain an understanding of participants’ health behaviours and experiences, 

respondents were asked how often over a four-week period pre and post-intervention 

they felt calm, had trouble relaxing, experienced feelings of depression, had a poor 

appetite, felt energetic, and undertook physical activity. The following section 

explains the health experiences and behaviours of participants four weeks prior to the 

dissemination of the pre and post-intervention questionnaire. 

 

8.3.1 Feeling calm  

 

The following table displays participants’ incidences of feeling calm four weeks prior 

to the dissemination of the pre and post-intervention questionnaire. 

 

Graph 12: Feeling calm 
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Overall, 29.2% (7) of participants stated they felt calm ‘everyday’ pre-intervention 

and this decreased to 20.8% (5) post-intervention. This may be attributable to 

participants’ increased awareness of their feelings and emotions post-intervention as 

these were explored during intervention. Caring and school circumstances may have 

also impacted participants’ emotional feelings. In the post-intervention questionnaire 

33.3% (8) of participants indicated they felt calm ‘four or more days a week’ which 

increased by five participants in comparison to the pre-intervention questionnaire 

(12.5% or 3). There was also a considerable decrease of participants ‘never’ feeling 
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calm from 20.8% (5) pre-intervention to 8.3% (2) post-intervention. Participants 

overall felt calmer as there was a reported decrease in ‘never’ feeling calm, while the 

idea of feeling calm four or more days a week increased.  

 

8.3.2 Relaxation  

 

The following graph depicts individuals’ ability to relax over the four week period pre 

and post intervention questionnaire. 

 

Graph 13: Relaxation 
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Initially one participant indicated they had trouble relaxing ‘everyday’, and this was 

consistent post-intervention. Overall the prevalence of participants who indicated they 

had trouble relaxing ‘four or more days a week’, and ‘two to three days a week’ 

decreased by one (from 12.5% or 3 participants to 8.2% or 2 participants). There was 

an increase of one participant stating they had trouble relaxing ‘one day to two days a 

week’ (from 8.3% or 2 participants to 12.5% or 3 participants). Nine participants 

(37.5%) experienced the inability to relax ‘one day a week’ pre-intervention 

decreasing to 25% (6) post-intervention. Six participants ‘never’ experienced the 

inability to relax pre-intervention, and this increased by three participants (37.5% or 

9) post-intervention. One participant (4.2%) did not provide a response post-

intervention. It is evident that while one participant indicated they experienced the 



   148 

 

inability to relax ‘everyday’ pre and post-intervention, overall the inability to relax 

decreased, particularly as more participants revealed they ‘never’ had trouble relaxing 

post-intervention. 

 

8.3.3 Depressive feelings 

 

Participants were asked how often they felt depressed or down. The following graph 

expresses this change pre and post-intervention. 

 

Graph 14: Depression 
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Initially within the pre-intervention questionnaire one respondent stated they felt 

down or depressed ‘everyday’ and this decreased to zero post-intervention. Three 

participants (12.5%) stated they felt down or depressed ‘four or more days a week’ in 

both pre and post-intervention instances. Just under half of participants (45.8% or 11) 

stated they felt down or depressed ‘one day a week’ post-intervention, and this 

increased 25% post-intervention. It is clear that incidences of depression were either 

maintained or decreased post-intervention in most instances. No respondents 

increasingly became depressed two or more days a week. Participants’ caring 

circumstances, school environment, and the life stage of adolescence may contribute 

to the ‘one day a week’ incidence of depression. It is further possible that instances of 
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depression among this sub-group are likely due to the evidence of low carer health 

and wellbeing.  

 

8.3.4 Appetite  

 

Participants were asked to document the incidences of a poor appetite pre and post-

intervention. The following graph displays this data.  

 

Graph 15: Poor appetite 
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Overall 58.3% (14) of participants did not recall ever having a poor appetite within 

the pre-intervention questionnaire, and this was fairy consistent post-intervention 

decreasing by one participant (54.2% or 13 participants). Seven participants (29.2%) 

experienced a poor appetite ‘one day a week’ which was consistent across the two 

measures. There was an 8.7% increase in participants recalling a poor appetite ‘two to 

three days a week’ post-intervention (from zero to 2 participants). There was very 

little difference between pre and post-intervention data, and it cannot be assumed that 

caring responsibilities alone contributed to the incidences of a poor appetite. It may be 

likely participants were more aware of their diet post-intervention from the knowledge 

they obtained regarding dietary health and nutrition. Adolescents’ eating habits may 

contribute to the incidences of a poor appetite. 
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8.3.5 Feelings of energy 

 

The pre and post-intervention questionnaire sought information concerning 

participants’ levels of energy. The following graph provides a summary of 

participants’ feelings of energy pre and post-intervention.  

 

Graph 16: Feeling energetic 
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Initially 33.3% (8) of participants indicated they felt energetic ‘everyday’ increasing 

by two post-intervention (to 41.7%). A further 8 participants (33.3%) indicated they 

felt energetic ‘four or more days a week’ and this increased by one post-intervention. 

Four participants (16.7%) indicated they felt energetic ‘two to three days a week’ 

post-intervention, compared to six participants (25%) pre-intervention. Two 

participants (8.3%) stated they felt energetic ‘one to two days a week’ pre-

intervention, and this decreased to no participants indicating feelings of energy one to 

two days a week. One participant (4.2%) did not provide a response post-intervention. 

 

It is obvious that while there was a decrease in the feelings of energy three or less 

days a week, there was an increase in individuals feeling energetic ‘four or more days 

a week’.  
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8.3.6 Physical activity  

 

The following graph provides an indication of participants’ prevalence of physical 

activity. 

 

Graph 17: Physical activity  
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In the pre-intervention questionnaire 45.8% (11) of respondents stated they exercised 

‘everyday’, and this decreased by two participants (to 37.5% or 9) post-intervention. 

One participant (4.2%) exercised ‘two to three days a week’ pre-intervention and this 

increased by 4 participants (16.7%) post-intervention. Three participants (12.5%) did 

not provide a response pre and post-intervention. One respondent reported exercising 

‘one to two days a week’, and ‘one day a week’ and which were consistent between 

both measures. It is obvious there was no real increase in participants’ incidences of 

physical activity post-intervention however over half maintained physical activity four 

or more days a week. 
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8.4 Measuring health literacy 

 

8.4.1 Functional health literacy 

 

To test the efficacy of the pilot program in increasing health literacy among young 

carers it was crucial information was sought regarding the levels of functional health 

literacy. 

 

As described in the methodology, respondents were asked to read the Kids Help Line 

pamphlet and answer basic questions in establishing the presence of functional health 

literacy. Initially in the pre-intervention questionnaire 91.7% (22) of respondents 

stated Kids Help Line was a counselling/support service for young people, and a 

further 8.3% (3) provided an incorrect response. Within the post-intervention 

questionnaire 62.5% (15) stated it was a counselling/support service for young people, 

while six participants (25%) stated an inappropriate response. Three participants 

indicated the organisation generally assisted young people without explicitly stating 

what the organisation provided, and a further three participants (12.5%) did not 

provide a response post-intervention.  

 

Participants were further asked to provide data on accessing the organisation. Within 

the pre-intervention questionnaire nine respondents (37.5%) indicated they would 

contact Kids Help Line by using the phone number provided in the pamphlet. This 

was also consistent within post-intervention responses. One participant (4.2%) stated 

they would only use the internet, and another participant (4.2%) did not know how to 

contact the agency within the pre-intervention questionnaire. The majority (13) stated 

they would contact the service by phone and the internet pre-intervention, and this 

decreased by one (12 or 50.1%) post-intervention. Within the post-intervention 

questionnaire 12.5% (3) of participants did not provide a response. 

 

The following graph shows why participants would access Kids Help Line pre and 

post-intervention. 
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Graph 18: Utilisation of Kids Help Line 
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Within the pre-intervention questionnaire 66.7% (16) of respondents indicated they 

would access the organisation if they were in trouble and needed someone to talk to, 

however this decreased by five participants (to 45.8% or 11) post-intervention. Four 

participants (16.7%) stated they would access Kids Help Line if they were stressed 

pre-intervention, and this decreased to 4.2% (1) post-intervention. One participant 

indicated they would utilise the agency if they were sad or depressed which increased 

by five participants (to 25% or 6) post-intervention. One participant indicated they 

would access this service if they needed general advice which was consistent between 

both measures. The remaining one participant stated they would access Kids Help 

Line if they were abused and needed help, which was also consistent across measures. 

One respondent did not provide a response pre-intervention, and four respondents did 

not provide responses post-intervention. There was not a significant increase post-

intervention concerning this data, and the high non-response rate post-intervention 

likely effected this.  

 

Respondents were asked to indicate what access information was useful in the 

pamphlet if they could not take the pamphlet. This provided an indication of 

individuals’ ability to extract and obtain relevant, meaningful information. Ten 

participants (41.7%) indicated they would note the phone number from the pamphlet 

pre-intervention, and increased by three participants (to 13 participants or 54.2%) in 
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the post-intervention questionnaire. One participant (4.2%) stated they would note the 

website address in both the pamphlet pre and post-intervention questionnaire, while 

ten respondents (41.7%) indicated they would note both the phone number and 

website, which decreased by four participants (to 25% or 6) post-intervention. Three 

participants did not provide a response in the pre-intervention questionnaire, and a 

further five did not provide a response in the post-intervention questionnaire.  

 

It is evident participants held a functional level of health literacy as they generally 

displayed an understanding of the information in the Kids Help Line pamphlet 

concerning access requirements, and the organisation’s role and client base. There 

was not an overall increase in the level of functional health literacy between pre and 

post-intervention measures, and this may be attributable to the high number of non-

responses in the post-intervention questionnaire. It is however evident through the 

responses in the pre-intervention questionnaire that almost half of all participants 

(45.8% or 11) initially obtained a functional level of health literacy, which inevitably 

cannot be attributable to the efficacy of the intervention.  

 

8.4.2 Interactive health literacy 

 

As explained in chapter 7, information on the attainment of an interactive level of 

health literacy was sought in various ways in the questionnaire. This was done by 

requiring participants to name available community resources and support, calculate 

the required consumption of fruit weekly from a dietary table, extract and 

conceptualise meaningful information from a health passage, and reflect on previous 

information for personal attainment in providing information about health behaviours 

in overcoming depression.   
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The following table presents data of participants’ awareness of wider community 

organisations within the health areas explored in the intervention. 

 

Table 4: Awareness of social supports 

 

 Mental 

health 

Sexual/ 

reproductive 

health 

Dental 

health 

Dietary 

health 

Emotional 

health 

 

Darwin 

Site 

 

Pre-

intervention 

 

 

2 

 

3 

 

 

4 

 

4 

 

2 

 

Post-

intervention 

 

 

3 

 

4 

 

6 

 

4 

 

6 

 

Alice 

Springs 

Site 

 

Pre-

intervention 

 

 

3 

 

0 

 

4 

 

1 

 

2 

 

Post-

intervention 

 

 

3 

 

2 

 

3 

 

3 

 

4 

 

 

It is evident through the data presented in table 2 that overall there was not a 

significant increase in participants naming community resources and supports. While 

data from the Darwin site remained consistent there was a slightly increase in 

participants naming sexual health, dental, and emotional health supports.  

 

In the Alice Springs site there was a slight increase of participants naming sexual, and 

emotional health organisations. There was however a decrease in participants naming 

a dental health organisation.  

 

The use of the dietary guideline table within the questionnaire required participants to 

extract information the calculate information regarding the required weekly amount of 

fruit consumption for their age. In the pre-intervention questionnaire 79.2% (19) of 

participants provided the correct calculation of fruit for their age, while 20.8% (5) did 

not provide a correct response. In the post-intervention questionnaire 75% (18) of 
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participants provided the correct calculation concerning the consumption of fruit for 

their age, while 8.3% (2) did not. Four participants did not provide a response. While 

there was a slight decrease of participants providing the correct response, the increase 

of non-response post-intervention hindered the overall conclusions of whether the 

intervention increased an interactive level of health literacy. 

 

Participants were further required to read a health passage and extract meaningful 

information from this passage to answer prescribed questions about maintaining good 

health. 

 

Pre-intervention 29.2% (7) of respondents conceptualised and reflected on the content 

in the health passage and provided the correct information in answering questions 

about maintaining a healthy lifestyle. Thirteen participants (54.2%) provided an 

incorrect response and one participant (4.2%) did not provide a response. In the post-

intervention questionnaire 29.2% (7) of participants provided a correct response in 

maintaining a healthy lifestyle, while 50.1% (12) of participants did not provide a 

correct response. Five participants (20.8%) did not provide a response. The high non-

response rate, and consistent correct responses between the two measures has also 

hindered conclusions about the increase of interactional health literacy. 

 

The ability to reflect on the Kids Help Line pamphlet or any of the information 

explored within the intervention in providing responses of what participants’ actions 

during times of depression would indicate an interactive level of health literacy. 

Initially in the pre-intervention questionnaire 8.3% (2) of respondents specifically 

referred to Kids Help Line as an avenue of support. In the post-intervention 

questionnaire one respondent specifically stated they would contact Kids Help Line 

while three participants indicated they would access Headspace. Another three 

participants stated they would contact both Kids Help Line and Headspace if they 

were feeling depressed or sad.  

 

It is obvious an increase of five participants reflected on the information in the 

intervention and Kids Help Line pamphlet in providing an indication of participants’ 

primary health behaviours. This shows that participants increasingly attained the 

knowledge and reflected on disseminated information for personal attainment.  
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8.5 Reliability and validity of the measurement tool  

 

In terms of health and wellbeing, the CHIP-AE provided validity and reliability as the 

sections of questionnaire which concentrated on health and wellbeing were adopted 

from the CHIP-AE. As the CHIP-AE is a valid tool which is widely used with young 

people and therefore the reliability and validity of the health and wellbeing sections 

did not need to be tested.  

 

The validity of the various measures within this study (questionnaire, focus group 

interviews and participant observation) were conducted through the process of 

triangulation. It is appropriate to incorporate both quantitative and qualitative data 

collection methods and gather different forms of data to test the efficacy of this pilot 

program. The triangulation of these data collection methods is explored further in this 

study.  

 

8.5.1 Efficacy of the intervention 

 

Paired-sample t-tests analyses were conducted to evaluate the impact of intervention 

on participants’ access to a general practitioner, dentist, nurse, social worker, and 

counsellor. T-tests analyses were not conducted on participants’ access to a 

psychologist, dietician, aboriginal health worker, and aboriginal mental health worker 

as none reported they had accessed these practitioners in both measures. The 

following table presents data from the t-test analyses conducted. 
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Table 5: T-Test analyses on access to allied-health practitioners 

 

 Pre-Int. 

 

m 

Post-Int. 

 

m 

Pre-Int. 

 

SD 

Post-Int. 

 

SD 

 

t 

General 

Practitioner 

 

5.09 

 

5.27 

 

1.92 

 

1.72 

-.405, 

P>.0005 

 

Dentist 

 

5.59 

 

5.41 

 

2.02 

 

1.70 

0.385, 

P>.0005 

 

Nurse 

 

1.83 

 

1.57 

 

0.39 

 

0.51 

2.313, 

P>.0005 

Social 

Worker 

 

2.00 

 

1.91 

 

.000 

 

0.29 

1.447, 

P>.0005 

 

Counsellor 

 

1.87 

 

0.34 

 

1.83 

 

0.39 

0.439, 

P>0.005 

 

Based on the P values in table 3 it is evident there was no significant change 

concerning participants’ access to health practitioners within the two measures.  

 

Paired T-Test analyses were also conducted on the consumption and enjoyment of 

fast-foods, soft-drinks, fruit and vegetables. This provided an understanding of 

participants’ dietary health. 
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Table 6: T-Test analyses on the consumption and enjoyment of various food and 

drinks 

 

 Pre-

intervention 

m 

Post- 

intervention 

m 

Pre-

intervention 

SD 

Post-

intervention 

SD 

 

t 

 

Consumption 

of soft-drink 

 

2.87 

 

2.83 

 

2.51 

 

2.42 

 

.140, 

P>.0005 

 

Consumption 

of fruit and 

 vegetables 

 

5.13 

 

5.96 

 

2.67 

 

1.43 

 

-1.510. 

P>.0005 

 

Enjoyment 

of consuming 

fast-food 

 

2.00 

 

1.70 

 

0.95 

 

0.93 

 

1.046 

P>.0005 

 

Enjoyment 

of consuming 

vegetables 

 

 

1.73 

 

 

1.64 

 

 

0.94 

 

 

0.90 

 

.326 

P>.0005 

 

 

Based on the P values in table 4 it is evident that a significant change did not occur 

concerning individuals’ consumption and enjoyment of the consumption of healthy 

and unhealthy food and soft-drinks.  
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8.6 Qualitative data 

 

A thematic analysis was conducted on the focus group interviews and participant 

observation data, and the key themes are presented below.   

 

Table 7: Qualitative data thematic analysis  

 

Category Comments 

Positive comments 

concerning guest 

speakers 

• They were great 

• They were useful in getting different information  

• Dentists aren’t that scary, you just think they are ‘cause of the 

noise their drills make, but when you talk to them they are fine 

• The nurse was pretty young and we could talk to her like a 

friend 

• They had lots of information and stickers and pens for us about 

health 

• We know them and I’ve talked to professionals now so I would 

go and see them 

Negative comments 

concerning guest 

speakers 

• She was uptight 

• Sometimes it felt like we were in  a classroom  

General positive 

comments of the 

program 

• Maria was kind 

• Thanks for looking after the carers of society 

• I would tell my friends about coming to the program 

• Other young carers too could come to the program 

• It was good to meet other young carers  

• Our jokes were funny 

• We got free food and treats 

• We got to cook too 

• I liked the fun day because it was the best part 

• The dentist was fun and practical 

• The dentist: she was interactive  

• The food colour on our teeth was funny 

• We learnt how to brush our teeth 

• Nutrition is important to me because I want to stay fit and I 
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now know much more about it 

• Clinic 34 was good because that stuff is important 

• You get bored on the holidays and this way you can come and 

do things and enjoy it 

• The hours are good ‘cause you still have time to do other stuff 

like sleep in 

• I know quite a bit about my health but I didn’t know about 

drinking so much water 

• We need to be able to look after ourselves properly in all the 

areas of our health, not just one area. This holiday program 

explains information on being healthy in all the different areas 

of our body 

• I learnt lots 

General negative 

comments of the 

program 

• We had to come for five days of our holidays  

•  Having other people around my age and talking with people 

my own age would have been better  

• We did that at school 

• It’s not every holidays is it? 

•    I’m still doing normal things so I don’t know if the program  

made me change 

• Not sure if it was only the program that made me think about 

health 

Future implications 

of program 

• It was good, what are we doing next time? 

• I’d come if it was different information 

Suggestions of 

improvement 

• If there was stuff about exercise and muscle I’d come again 

• How to exercise properly would be a good session 

• Getting physical is health related  

• Making the information time shorter would be better 

• One hour would be enough instead of all morning  

• A bigger room with more space  

• You need to be able to stretch  

• There should be an outdoor area to play and kick a ball  

• An outdoor area is important to have 
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Increased knowledge 

on health  

• I know more about tooth decay 

• I’m better about my nutrition 

• From the program I eat less junk 

• I brush my teeth more 

• I drink more water 

• I do more sports and this makes me feel good and happy 

• I am feeling more happier about what I am doing too 

• I’m more active now and eat better  food 

• I do make my mind up from the information I got from the 

holiday program 

Influence on others • If someone drinks Coke I tell them about the sugar in it 

• I can help my dad too now 

• We talked [about the program] when we had dinner 

• My mum told me to come and she was interested to 

Awareness of 

community 

resources and 

support 

• I feel like there is always someone there for me 

• I have the phone numbers now of places that can help me 

• I am not alone because there are things out there to support 

me 

• I now know where to go if I need help 

• Imagine if we didn’t find out about Headspace, I don’t 

know what would happen if I was feeling bad or upset all 

the time 

• I probably wouldn’t know where to go and wouldn’t ask 

mum and dad that stuff about puberty 

• I have used X from the program. I went to see them 

• I didn’t know there were so many different services  

• There’s a big range isn’t there? 

Participant reactions 

to negative health 

information 

• Oh yuck, look at that! 

• That’s gross! 

• Oh disgusting! 

Participant reactions 

to positive health 

• Her teeth are white 

• She’s got a nice smile 

Promoting individual 

strengths  

• You trust us to cook  

• I love cooking 

• They [activities] make me feel like I can do things 
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• When talking to the different speakers, we could ask them 

questions for once 

Resource book • I guess having all the information about our health in one 

place makes it simple for us to always have something that 

gives us information about different parts of health 

• This book makes it easy so I don’t have to go looking for 

information when I know I already have it 

• I’d look in my book if I need them (organisations) and no 

one else to turn to 

• I’d look in my book if I needed health facts 

• I’d look in my book and talk to mum or dad depending on 

what it is that I needed information about 

• The book has websites remember, I’d look these up 

Maintaining contact 

with peers 

• I’d talk to X ‘cause we have been through the same 

program and also because we are carers 

• I haven’t kept in contact but I think that’s because everyone 

is busy 

• We exchanged numbers in the program and have called 

each other a couple of times 

• I go to the same school as X, so we see each other a bit 

• It would be good but I live too far away and can’t drive yet 

• I would like to keep in touch but I can’t, it’s too hard to 

leave mum alone at home 

General responses of 

practitioners towards 

young carers 

• They are well beyond their years 

• The duties these young people undertake are extraordinary 

• I take my hat off to these kids  
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8.6.1 Guest speakers 

 

When respondents were asked about the usefulness and relevance of information 

provided by allied-health practitioners, participants stated “they were great” and 

“useful in getting different information.” Three participants felt practitioners 

resembled teachers “she was uptight”, and this made these participants feel like they 

were in a classroom. It was observed that participants enjoyed the involvement of 

practitioners as guest speakers, particularly when practitioners provided incentives. 

Practitioners who held an authoritative stance and were formal in the language they 

used and encouraged participants to raise their hands to speak observably made 

participants quieter and less confident to speak, in comparison to practitioners who 

encouraged group interactions and informal discussion. Participants appeared more 

comfortable with practitioners who laughed and approached discussion less formally. 

This is significant to the power-over dichotomy discussed in chapter 5 and effects 

individuals’ perceptions of people in powerful positions.  

 

8.6.2 Positives of the program 

 

In terms of the positives of the program, respondents said the candidate was kind and 

provided participants with support “looking after the carers of society.” Participants 

indicated they would recommend the program to other young carers, and also to their 

friends. Respondents enjoyed meeting other young carers within the program 

providing the opportunity to make new friends during the holidays, stating “it was 

good to meet other young carers” and “our jokes were funny.” Through observation it 

was evident that participants became comfortable and built rapport with one-another 

as they joked and discussed music and movie interests. The fun day further provided 

social interaction among participants and observably confirmed they had built a sense 

of trust and cohesiveness among group members. Individuals were excited, and 

cooperated with instructions, and interacted respectfully in public places. Older 

participants were also visibly mindful of younger participants, welcoming them 

within conversations and assisting with reading the menu, and getting the right shoe 

size for bowling. The group at this point became one entity who were mutually 

supportive of one-another.  
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Positive comments were also made about the hospitality within the program: “we got 

free food and treats” and “we got to cook.” Participants were enthusiastic and willing 

to prepare and cook meals, although younger participants (10 year olds) seemed more 

excited than older participants (14 year olds). All members of the group completed 

their assigned tasks and were constantly engaged in informal discussion and chatter 

amongst themselves. Discussion of the ingredients, how napkins were folded, and 

what individuals learnt from preparing the meal surfaced. All members of the group 

were supportive of each others’ efforts, and everyone thanked the designated cooks 

for each meal. All members of the group were enthusiastic to make jelly cups and 

took these home with pride on the final session of the program. 

 

8.6.3 Favourite program session 

 

Overall the fun day was the most favoured day of the intervention, and participants 

made comments like “it was the best part.” The dental health session was the next 

most favoured health session because it was practical, interactive and fun. They made 

comments such as “the food colour on our teeth was funny” and “we learnt how to 

brush our teeth.” Respondents claimed the information provided by the dentist was 

useful and practical stating that “the dentist was fun and practical.” This may be 

attributable to dentists in both sites being interactive with participants, as both 

engaged in activities and spoke to participants in an informal manner. Another 

participant said the nutrition session was also useful in learning about food and health 

saying “nutrition is important…and I now know much more about it.” This may be 

attributable to both the nutrition and dental health sessions being interactive and 

practical (providing cooking opportunities and brushing teeth) with one participant 

directing disclosing “she was interactive.” An older (14 years old) participant stated 

Clinic 34 was the most useful for them “that stuff is important.” Through observation, 

older participants (13-14 years) appeared to engage with the practitioner and the 

health information about sexual/reproductive health more than younger participants 

(10-12 years) who giggled and laughed at various points.  
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8.6.4 Negatives of program 

 

One respondent commented that administering the program during the school 

holidays was negative as they had to give up five days of their holidays. Other 

participants felt that having peers their own age within the program would have been 

more desirable, stating “talking with people my own age would have been better.” 

Two respondents claimed they found the mental health session least helpful as they 

already knew this information with comments like “we did that at school.” 

 

8.6.5 Future implications of the program 

 

Participants were glad they participated the intervention and asked whether there 

would be the opportunity to undertake a future program with comments like “what are 

we doing next time?” Participants expressed the program was fun and useful saying “I 

learnt lots” however one respondent asked “it’s not every holidays is it?” Overall, 

respondents indicated they would attend the program again if the health themes were 

different voicing “I’d come if it was different information”, and suggested 

information about exercise and physical health would be beneficial: “if there was stuff 

about exercise and muscle I’d come again.” Male participants in particular repeatedly 

voiced the desire for an exercise session, and periodically to break the intervention to 

be able to engage in physical activity. It was evident that participants became restless 

at times within the intervention and needed to expend energy. The dietician briefly 

explained the usefulness of exercise among maintaining a well balanced diet, and 

male participants became increasingly engaged and asked numerous questions about 

physical health.  

 

8.6.6 Suggestions of improvements 

 

Condensing the health information sessions to one hour instead of two hours was 

suggested by participants where they felt “one hour would be enough.” At 

approximately 12 noon participants began to fidget and disengage from the health 

information session. It is likely this occurred because the session was too long for 

participants, and they were becoming increasingly hungry. A bigger room to deliver 

the program, and outdoor activities were also suggested in being able to stretch and 
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release energy with one participant saying “there should be an outdoor area to play 

and kick a ball.” 

 

8.6.7 Days and times of program 

 

Most participants preferred the program being administered over the holidays, as it 

gave them something to do “you get bored on the holiday and this way you can come 

and do things and enjoy it”, and 10am-3pm was the most favoured time “you still 

have time to do other stuff.” On arrival to the program session each morning 

participants were generally excited about the session and would ask “what are we 

learning today?” and “what are we making today for lunch?” 

 

8.6.8 Increased knowledge around health 

 

Generally participants agreed that their knowledge concerning dental health, nutrition, 

and dietary health had increased as a result of intervention as one participant stated 

“from the program I eat less junk.” Many individuals further stated they were more 

aware of ways to stay healthy “I brush my teeth more” and “I drink more water.” 

Some respondents remarked they were engaging in more physical activity which 

made them feel “happier” and consumed less soft drinks and fast-food “I’m more 

active now and I eat better food.” A younger participant (aged 10 years) was unsure of 

any significant change within their health saying “I’m still doing normal things, so I 

don’t know.” Another respondent had a better understanding of their health but was 

unsure if it was a due to the program: “[I am] not sure if it was only the program that 

made me think about health.” They further acknowledged the intervention did 

contribute to their health decisions saying “I do make my mind up from the 

information I got from the holiday program.” 

 

One participant stated that even though they were aware of their health saying “I 

know quite a bit”, they learnt ways to maintain good dietary health through 

intervention “I didn’t know about drinking so much water.” Another respondent stated 

they had become aware of the implications of soft-drinks stating “if someone drinks 

Coke I tell them about the sugar in it.” This indicates that participants reflected on the 
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content of intervention within their everyday practices which is central to health 

literacy. 

 

Participants felt they had a better understanding of where they could go if they had 

needed resources and support for their health disclosing “I feel like there is always 

someone there for me” and “I have the phone numbers now.” This provides an 

indication that participants felt a sense of confidence and motivation towards 

accessing community resources and support which is necessary for a critical level of 

health literacy. Participants understood they were not alone, nor had to cope with 

potential ill health alone, providing an increase of social supports. Through 

observation, participants displayed a desire to engage and interact with practitioners, 

and voice their carer stories and experiences.  

 

8.7 Theoretical underpinnings of the program  

 

Social learning was further evident through the observation of participants’ 

interactions with peers and allied-health practitioners during information sessions, and 

through discussion while constructing their health resource book. Through the 

conversations with peers, participants asked each other questions, shared stories of 

health behaviours, foods they enjoyed, and ways they maintained health. Examples of 

these included statements like “we go to my nannas and she has a backyard and we 

run around with her dog” and “I cook spaghetti bolognaise with lots of vegies and it 

tastes good” and “I push my brother in the wheelchair at the shops cause it helps build 

strength my dad said.” 

 

In the information session participants were surprised and shocked at times by 

pictorial resources of particular health behaviours and choices (i.e. participants were 

shown pictures of rotting teeth and gum disease as a possible implication of smoking), 

making comments such as “oh yuck, look at that!” and “that’s gross!”; “oh 

disgusting!” When participants were shown pictures of people with good oral health 

through positive choices responses changed to “her teeth are white” and “she’s got a 

nice smile.” It was anticipated these resources will contribute towards the decisions 

participants make in adopting behaviours and making health choices. Social learning 
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also occurred through informal discussion between peers. One participant voiced “my 

brother (care recipient) won’t let me eat breakfast in peace and quiet.” Another 

participant replied, suggesting a possible solution “I make toast before I leave for 

school and eat [it] as I’m walking to school.” The initial participant that 

acknowledged this suggestion stating “that’s a good idea and that way your stomach 

doesn’t make loud noises in class.” Social learning was evident through these various 

dialogical processes and pictorial resources. While a lot of important data were 

collected during the focus group, it should have sought information about whether the 

resources and discussion had changed their behaviours and whether participants had 

since adopted new behaviours. 

 

The development of a critical-consciousness was facilitated through group discussion 

reflecting on the information session allied-health practitioners provided. While there 

was general discussion about the implications of not already having the resources 

participants received during the session this provided the opportunity for young carers 

to understand the relationship to health literacy. They made comments such as “I now 

know where to go if I need help” and “imagine if we didn’t find out about Headspace, 

I don’t know what would happen if I was feeling bad or upset all the time” and “I 

probably wouldn’t know where to go and I don’t want to ask mum and dad that stuff.” 

The implications of not having such information further contributed to an 

understanding that they now were in a better position, making such comments as “I 

can help my dad too now.”  

 

The promotion of individual strengths was apparent in preparing and cooking meals 

for the group as they made comments such as “you trust us to cook” and “I love 

cooking.” Completing Radburn’s strengths activities (“they make me feel like I can 

do things”), and the opportunity for individuals to voice opinions and ask questions 

about their health information when conversing with allied-health practitioners (“we 

could ask them questions for once”). Anti-oppressive practice provided the basis for 

bringing allied-health practitioners and vulnerable young people together to build a 

forum of mutual respect and reduce potential power-blocks. Participants made 

comments such as “dentists aren’t that scary, you just think they are ‘cause of the 

noise their drills make” and “the nurse was pretty young and we could talk to her like 

a friend.” Participants began to understand that practitioners were not in a position of 
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authority but were mediators to resources and information which they could utilise for 

personal attainment saying “they had lots of information and stickers and pens for us 

about health.” By promoting strengths, young carers gained a sense of self-worth and 

control in cooking meals and addressing potential power-blocks. Participants began to 

view allied-health practitioners as normal people who they could interact with and 

gain information from.   

 

Strengths-based practice was evident within the program through the activities 

members undertook. Within the strengths card activity described in chapter 5, it was 

obvious participants were proud that others thought they had strengths. This activity 

provided the opportunity for participants to become closer and evidently form 

stronger bonds. The strength card that was presented to individuals was photocopied 

and given to put in their health books. Participants also showed appreciation towards 

members who provided them with a strength card through their facial expression and 

non-verbal body language. Although this activity cannot be completely attribute to 

self-empowerment, it is likely participants felt empowered as all participants 

presented their strength card in their resource books.  

 

Empowering young carers to attain the relevant power-tools central for a critical level 

of health literacy was fostered throughout the various activities and approaches of 

strengths activities, anti-oppressive practice, social learning, and the development of a 

critical-consciousness. Participants needed to understand the relevance of these tools 

for their health. The candidate facilitated discussion with participants on reflection 

after every information session to highlight the importance and relevance of 

information they had obtained while compiling this into their health resource book. 

Participants indicated this was useful stating that, “I guess having all the information 

about our health in one place makes it simple for us to always have something that 

gives us information about different parts of health” and “this book makes it easy so I 

don’t have to go looking for information when I know I already have it” and “we need 

to be able to look after ourselves properly in all the areas of our health not just one 

area, being healthy in all the different areas of our body.”   
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8.8 Reflections on the program 

 

Respondents said they had spoken to their family about the program and discussed 

and reflected on what they had learnt each day making comments like “we talked 

[about the program] when we had dinner.” Participants said their parents had 

expectations that they would share the health information with other members of their 

family: “my mum told me to come and she was interested too.” Participants whose 

parents picked them up from the program each afternoon asked their child/ren what 

they had learnt, and participants would enthusiastically respond and inform parents of 

what they had learnt. All female and three male respondents indicated they would also 

speak to one-another about the program saying “I’d talk to X ‘cause we have been 

through the same program and because we are carers.” This indicates that participants 

within the program have developed a sense of community, identity, and collectivity.  

 

Most participants within the study had not kept in contact since completing 

intervention saying “everyone is busy.” Two 12 year old female participants who 

attended the same school did keep in contact, while another two 14 year old female 

respondents stated they kept in contact by exchanging phone numbers during the 

intervention. Overall, participants stated they would like to keep in contact with one-

another however due to issues of transport and limited leisure time this was difficult. 

This was reflected in comments like “it would be good but I live too far away and 

can’t drive yet” and “it’s hard to leave mum alone at home.” It was obvious 

participants wanted to maintain contact with their peers, but found this difficult.  

 

One respondent disclosed they had accessed one of the organisations discussed within 

intervention. Most participants stated they would access the organisations discussed 

within intervention as a first preference if they needed resources and support saying 

“we know them and I’ve talked to professionals now so I would go and see them.” 

This indicated that participants obtained a sense of motivation and confidence to seek-

out and utilise health resources and support, and further valued the information they 

obtained from intervention as a first preference. 
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One participant further indicated that while they had forgotten the names of the 

organisations within intervention, they would refer to their health resource book to 

gain access information about these organisations in times of need: “if I need them 

and [there was] no one else to turn to.” Respondents generally agreed there were 

enough services for young people within their community and had not known of these 

organisations pre-intervention saying “I didn’t know there were so many” and 

“there’s a big range” with other participants agreeing with these comments. If health 

information was required by participants they indicated that their health resource 

books would be sought and utilised, they would talk with parents and search the 

internet making comments like “I’d look in my book” and “I’d look in my book and 

talk to mum or dad depending on what it is.” Further reflection of the resource book 

as valuable tool in seeking information from the internet was also made, as one 

participant stated “the book has websites remember, I’d look these up.” Participants 

were confident they could draw on and utilise the information in their health resource 

book to assist with obtaining relevant resources and support. It is evident this practical 

tool within the intervention proved effective with young carers as they valued its 

existence.  

 

Allied-health practitioners’ feedback on their involvement within intervention was not 

formally sought, however the candidate and each practitioner debriefed on conclusion 

of sessions. Generally practitioners were alarmed to hear the responsibilities 

participants’ held concerning their care circumstances and were surprised at the 

frequency of young people providing various care responsibilities. Practitioners were 

also in disbelief about the vastness of participants’ responsibilities while managing 

full-time study, attempting to maintain social relations and extra curricular activities.  

 

Through observation, allied-health practitioners were interested to hear of 

participants’ circumstances and discuss the implications of attaining new health 

knowledge on care provision. Practitioners also commented on the level of maturity 

participants’ displayed saying “they are well beyond their years” and respected 

participants for their contributions to society “the duties these young people undertake 

are extraordinary.” This understanding and insight into participants’ experiences 

assisted in breaking down potential power-blocks with comments such as “I take my 

hat off to these kids.” Participants also seemed eager to understand how practitioners 
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became qualified and practitioners were open about sharing their professional 

journey. Observably this seemed to assist towards further breaking down the potential 

power-blocks.  

 

8.9 Triangulation of data 

 

While the questionnaire provided useful general information about participant 

circumstances, the overall indication of attaining health literacy was not well captured 

within the questionnaire due to high non-response rates. The focus group interviews 

provided data concerning participants’ health behaviours, motivation, confidence, the 

likelihood of accessing community resources and support, and the experiences of 

participants within the empowerment program. The positive experiences, alongside 

the increase of individuals’ motivation, confidence, health behaviours, and likelihood 

of accessing community resources and support suggest that overall the pilot program 

was successful in increasing participants’ health literacy. The focus group interview 

further provided evidence that participants had taken the information they had gained 

through the intervention and applied this within everyday settings; utilising health 

resource books, accessing supports, applying health knowledge to health practices, 

and influencing others. Participant observation further indicated that participants 

enjoyed the program and obtaining new health knowledge, increasing their formal and 

informal social support systems, and having a voice to express their circumstances. It 

was further evident that allied-health practitioners’ knowledge and awareness 

concerning informal care also increased.  

 

Key quantitative and qualitative data has been presented in this chapter to test the 

efficacy of intervention within this study. It is obvious the developed measurement 

tool obtained general young carer information while the focus group interviews 

provided relevant information of wider participant experiences that indicated 

participants’ health knowledge and awareness had increased. Participants’ motivation 

and confidence had also increased concerning access to community resources and 

support. Overall participants enjoyed the empowerment program as the numerous 

positive aspects were evident, and will be further discussed in the next chapter. 
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Chapter Nine 

Discussion of the Study 

 

This chapter will reflect on this study and explore the efficacy of intervention in 

increasing young carers’ health literacy. It will reflect on the empowerment program, 

the suitability and experiences of participants, and discuss the usefulness of the 

measurement tool, and research findings. This includes reflection on data presented in 

chapter 8 concerning the questionnaire, focus group interviews, and participant 

observation. This chapter will further explore possible improvements in the 

intervention and the measurement tool in addressing health literacy from a social and 

empowerment perspective. Further recommendations and possible research avenues 

are also discussed. 

 

The candidate has fulfilled the commitment to the Clinton Global Initiative-University 

in addressing the issues of low health literacy through developing and piloting an 

empowerment program focusing on health literacy with young carers between 10 and 

15 years. Within Lee’s global perspective this study highlights the issues of low 

health literacy which is identified within the Clinton Global Initiative-University and 

World Health Organization as a key priority. The associated issues of carer health and 

wellbeing as an outcome of care responsibilities has also been addressed, as it is 

acknowledged that health literacy is an outcome and predictor of individuals’ health 

as discussed in chapter 3.   

 

The development of the empowerment program within this study provides a starting 

point for increasing health literacy from a social and empowerment perspective, and 

addressing the issues of carer health and wellbeing. As this is a pilot study, 

amendments are required to further improve these, however while there was an 

absence of appropriate measures and resources of health literacy from a social and 

empowerment perspective previously, there is now a program and measurement tool 

that fills this gap, and which provides the basis for continued development.  

 

In addressing the hypothesis that a program based on empowerment approaches 

increases health literacy for young carers, it is obvious within data analysis that an 
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empowerment program does increase health literacy. This is evident particularly 

through the focus group interview data. 

 

In linking the various empowerment approaches and health themes, a poster has been 

developed to depict the multiple theoretical elements, practice approaches, and health 

areas which integrate to increase health literacy within this study.  
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This poster integrates the theoretical underpinnings of facilitating an avenue of 

empowerment (described in chapter 5) to build a platform for young people to take 

control over their health and grow towards developing sustainable positive health 

throughout adulthood.  

 

The importance of nurturing and providing young people with the relevant and 

meaningful information to draw on and utilise to grow into a healthy adult is central 

to health literacy. Individuals inevitably will have the opportunity to make informed 

health decisions and engage in practices which contribute to healthy outcomes in 

adulthood. The various empowerment approaches within the intervention centre on an 

interactionist group work approach, and incorporates elements of social learning, 

mutual aid, and strengths practice assists towards the development of a critical-

consciousness of the potentialities of low health literacy. This fosters self-

empowerment in obtaining the relevant social skills of critical health literacy to 

overcome these potentialities. The poster depicts this through the growth of young 

people into healthy adults. The tree is growing towards liberation (at the top of the 

poster) through exposure to the various empowerment approaches. This is symbolic of 

all the approaches within the intervention collaboratively working towards liberating 

individuals by obtaining the relevant power-tools.  

 

The analogy of the tree within the poster emphasises its growth from a seedling to a 

sprout growing into a tree which has roots firmly planted in the ground. For a seedling 

to grow into a healthy tree it requires multiple essential elements: water, sunlight, 

healthy soil etc. This is symbolic of an infant growing into a child, adolescent and 

adult. Similar to a seedling needing essential elements to grow into a large luscious 

tree with long branches and various coloured berries, a child needs overall good 

health to grow into a well functioning, healthy adult. Within this study these 

necessary elements for good health are positive dietary health, dental health, mental 

and emotional health, and sexual/reproductive health.  

 

The poster portrays a healthy tree through its upright stature, multiple branches, green 

leaves, and various coloured berries. Within adolescent health this would be portrayed 

through healthy, happy smiles, laughter, good mood, a well balanced diet, effective 

management (use of pads, body wash and deodorant etc) of bodily changes, and 
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physically active young people. Each coloured berry in the poster represents a health 

area which was explored within the intervention (i.e. the red berries symbolise mental 

health). In combining the analogy of young people within the tree, it is clear the tree 

obtains various coloured berries important to its overall livelihood, and this is 

metaphoric of the various health areas of individuals’ which contribute to overall 

health. The berries also contribute to the livelihood of the tree reproducing, and 

providing a source of food for other living species. This is further metaphoric of 

young carers attaining health literacy to further provide effective care provision and 

influence individuals around them. 

 

The power-tools of health literacy (the social skills and confidence to maintain good 

health, and the means to be able to follow-up on arising health issues) were fostered 

through the dissemination of health information and practice approaches in the 

intervention. In the poster these approaches protect the tree in the same way the 

development of health literacy protects individuals from negative health.  

 

This poster was developed by the candidate to bring all theoretical elements within 

the program together. This would be a useful and beneficial resource to provide 

participants with and discuss the aims and theoretical base of the program. This visual 

tool will provide an avenue for young people to understand the relevance of 

developing health literacy, and the importance of this program in maintaining good 

health. This tool also assists young people to visualise the various elements of their 

health through the analogy of a strong, healthy tree. This analogy can be applied to 

their own health in understanding the various components (e.g. dental health, dietary 

health) of healthy living.  

 

Within the intervention the candidate did not explicitly discuss the theoretical 

approaches with participants and it is acknowledged this would be beneficial for 

participants to gain an awareness of the rationale for the study. The poster provides 

the avenue to explore this with participants.  

 

The poster is also symbolic of this pilot study, as the program and measurement tool 

are still in the early stages of conception and have potential to grow and become 

valuable health resources in promoting good health. While amendments to the 
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program and measurement tool have been acknowledged, this study provides a 

starting point in filling the gaps of health literacy from a social and empowerment 

perspective. The pictorial and practical approaches within this program further enable 

individuals who have low literacy levels to also benefit from the health information 

and develop health literacy as it largely centres on dialogical and practical information 

disseminated rather than mere literacy skills. This program can be further modified 

(language, access information) and utilised within various contexts as the content 

explores basic health needs. 

 

Generally participants said they had an increased knowledge of health as an outcome 

of the intervention. The power-tools of critical health literacy which participants 

indicated they obtained through focus group interviews included primary health 

behaviours; one participant had accessed an organisation explored in the intervention, 

while others indicated they would utilise their health resource books in times of need. 

Preventative health behaviours were also evident as participants showed motivation 

and confidence to navigate the health care system and interact with practitioners 

through their responses in the focus group interviews. Individuals expressed that they 

were more aware of ways to stay healthy, and were engaging in preventative 

behaviours: being more physically active, consuming less soft-drink and fast-food, 

eating healthier, and influencing others. Participants had taken the information they 

obtained within the intervention and reflected on and applied this to everyday 

practices. These are the central elements of critical health literacy, and address Lee’s 

ecological lens.  

 

Lee’s ecological view of the person-in-environment was apparent as young carers 

within this study undertook a range of care responsibilities. Participants also attended 

appointments with the care recipient to accompany and support them, and it is likely 

these young carers will increasingly become more involved in the health care needs of 

the care recipient as they mature. Just under half (45.8%) of participants within this 

study provide care to a parent, while 40% of participants had been providing care for 

over six years. It is alarming that many of these participants first assumed care 

responsibilities at seven years of age or younger, during times when they should be 

engaging in age appropriate behaviours, tasks, and social interactions with the 

nurturing of older individuals. As many participants provide care to an adult it can be 
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assumed that they take on an adult role within the household and possibly provide 

care to younger children in the absence of parental abilities and supervision.  

 

This also has further relevance within Lee’s cultural/multicultural, and historic lenses 

as the responsibilities of these individuals (listed in chapter 8) are generally activities 

which adults engage in (i.e. paying bills, cooking, grocery shopping). Participants in 

this study have evidently assumed extra responsibilities within the home, and manage 

a household while undertaking formal study, during a period of significant change. 

Young people during this time should have the support of family members to socialise 

and explore their identities with peers (as discussed in chapter 4). The failure of wider 

social structures and the deinstitutionalisation of health care has inevitably placed 

these young people in positions where they have had to sacrifice their childhood and 

adolescent experiences to undertake caring tasks (as seen in chapters 2 and 3). The 

lack of acknowledgement and support for young carers from service providers and 

social structures need to be addressed. This study attempted to raise the profile of 

young carers to individuals who represent the wider social system and contribute to 

the silencing of young carers (as discussed in chapter 5).    

 

It was anticipated the intervention would increase young carers’ health literacy to be 

able to interact with practitioners in the health care system. These skills further assist 

individuals to cope effectively in their environment to lead healthy lives and 

overcome low carer health and wellbeing, another aspect with the application of Lee’s 

ecological view. These were fostered through individuals’ innate resources within the 

group, and the various empowerment approaches explored further. 

 

These empowerment approaches included social learning, the development of a 

critical-consciousness, mutual-aid, and the recognition of personal strengths. Mutual-

aid was fostered by the commonalities participants found among themselves as young 

carers and adolescents, and further occurred through the interactions between 

participants, participants and practitioners, and the discussions and development of 

health resource books. Mutual-aid was evident through the interactions between 

participants and practitioners as it was apparent through observation that practitioners 

awareness of young carers had increased, while participants’ knowledge of health, 

and their motivation and confidence increased. There was a reciprocal relationship 
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between participants, and between participants and practitioners in needing one-

another to develop further knowledge of health, and informal care. Social learning 

occurred through the exploration of stories, experiences, and suggestions of 

participants which others adopted for personal use. Social learning was further evident 

through participants’ reactions to visual resources displaying positive and negative 

health outcomes of particular behaviours and choices which impact on health.  

 

The construction of health resource books provided the opportunity for participants to 

create something meaningful and personal. Constructing the health resource book 

enabled members of the group to interact and socially learn through the reflection of 

health information and shared experiences. This also provided the opportunity for 

individuals to engage in creativity and explore positive health through activities which 

focused on resilience, support networks, aspirations, and positive emotions (see 

chapter 6).  

 

Within Lee’s cultural/multicultural perspective, the increased awareness of 

practitioners’ knowledge of young carers was addressed by providing participants 

with a voice to express circumstances and experiences. While this assists to raise the 

profile of informal care to wider social structures, no participant identified as only a 

carer within the intervention. Even though young carers voiced their experiences and 

responsibilities at various points within the intervention, they concentrated on their 

relationship role within the family. All participants had aspirations, dreams and career 

prospects which surfaced through Radburn’s activities. Through observation of 

participants’ artwork an emerging identity separate to a carer was apparent. Through 

observation no participant expressed the possibility of remaining a carer in adulthood. 

This perspective relates to Lee’s feminist perspective and will be discussed further in 

the chapter. 

 

All participants were respectful of others’ work, and conversation stemmed from the 

activities they were engaged in regarding feelings, experiences, and health choices. 

While most participants were willing to share their artwork, some declined initially, 

however through observation of participants sharing feedback of each others’ work, 

all members of the group had shared something on conclusion of intervention within 

both sites. The inclusion of preparing meals within the intervention further provided 
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individuals with a purpose, the opportunity to work collaboratively with others in 

completing tasks, and a sense of contribution to the group. This encouraged feelings 

of achievement and self-worth is relevant to Lee’s ecological view. The strength card 

activity was particularly powerful in raising individuals’ consciousness that they had 

strengths.  

 

The development of a critical-consciousness was apparent through informal 

discussion about the importance of the health information obtained from practitioners. 

Participants began to understand the potential consequences of not having information 

about their health, and how such information positively impacted on their health (both 

personally and structurally). The implications of low health literacy contributing to 

powerless positions within the health care system was further addressed, particularly 

in relation to their positions of having access to appropriate health care. The absence 

of or limited social skills can effect individuals’ positions in accessing good health 

care, and it was crucial participants understood this as a structural issue which 

impeded on good health. This ecological view addresses the person-in-environment fit 

as participants had knowledge of their political positions and the importance of health 

literacy within this. 

 

In viewing young carers through Lee’s ethclass perspective it is also apparent that 

young carers are at-risk of suffering ill health by virtue of their minority position 

within society. Young carers may be especially vulnerable to experiencing 

marginalisation in the health care system due to the likelihood of having limited 

experience in interacting with practitioners, and possibly because young people may 

not have the motivation and confidence to interact with practitioners. This potential 

power-over dichotomy explored in chapter 5 may further contribute to individuals’ 

marginalisation. Within this study it was obvious that over half (13) of participants’ 

families relied on the ‘Carers Payment’. The reliance on this income payment (as 

presented in chapter 8) directly impacts on individuals’ social position which effects 

their opportunity to maintain good health and wellbeing as discussed in chapter 3.  

 

It is clear that many participants within this study come from low income households 

which would indicate that these individuals are vulnerable to suffering ill health and 

having limited access opportunities to adequate health care. The intervention has 
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provided these potentially marginalised individuals with the necessary social skills to 

exert preventative health behaviours, and the awareness of community resources and 

support. Low social standing effects health and wellbeing, and this coincides with low 

carer health and wellbeing. This study has provided participants with the resource 

tools to be able to overcome this through their increased knowledge and social skills.   

 

The intervention within this study attempted to break down the potential power-

blocks between practitioners and young carers through their involvement in the 

program. The interactions between young carers and practitioners, and the 

information practitioners provided to young carers assisted in alleviating these 

potential power-blocks by providing young carers with a voice to interact with 

practitioners.  

 

Within the ethclass perspective active community engagement was fostered between 

individuals, community resources, and local service providers in working towards one 

outcome: disseminating information to improve health literacy. As the literature in 

chapter 3 explains health literacy is commonly acknowledged and addressed in 

clinical settings, however the emphasis of community engagement through the 

involvement of local professionals and resources acknowledges the social and 

empowerment perspective of health literacy. The potential for raising the profile of 

young carers (social change) is made possible by involving service providers and 

facilitating an environment for young carers to interact with a minority group of 

individuals.   

 

Lee’s feminist perspective is relevant as there were 14 female participants of the total 

of 24 participants. Lee’s feminist perspective is also useful within informal care, as 

this has historically been a role which women assumed. In chapter 8 it was evident 

that female carers outweighed male carers in care responsibilities, particularly within 

household chores, cooking, and grocery shopping and this is relevant with the 

historical responsibilities of women, and the expectations of women as care givers 

within society. The recent shift in gender roles and the increase of women engaging in 

employment and education will effect the traditional gender roles of providing care. 

Research of the implications of evolving gender roles within informal care remain to 

be investigated in Australia. 
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As discussed in chapter 8, 44.4% of the potential participant population between 10 

and 15 years participated in this study in Darwin and Alice Springs. This represented 

12% of the entire young carer population registered as informal carers as at June 

2009. As such the study cannot be generalisable to the wider young carer population 

in the Northern Territory. The prevalence of hidden young carers in the Northern 

Territory also does not reflect Indigenous young carers, as only one participant 

identified as Indigenous descent. It was extremely difficult to recruit older participants 

between 13 and 15 years, and this could be attributable to their age and perceptions of 

a health program.  

 

Participants stated they would attend the program again in the future if the health 

information provided was new and different, and expressed they would recommend 

the program to other young carers and their friends. This indicates that overall the 

program was well received and valued by participants as something which others 

would enjoy and benefit from. 

 

There were numerous young carers under 10 years of age who expressed interest in 

participating in the study, and so it may be beneficial to amend the minimum age to 

include participants from nine years, and limit the maximum age to 14 years. Within 

observation, younger participants generally found the content of intervention more 

exciting and informative than older participants. Older participants also became 

restless at times, while younger participants were more engaged in program activities, 

preparing meals, and compiling their health resource book. If the age range was 

altered to include individuals from nine years to 14 years this may provide a larger 

potential participant population and address the issues of older participant 

recruitment. If this age range was amended, participants could be divided into two 

groups: one group of participants nine to 11 years, and another group of participants 

12 to 14 years. This would further address participants’ desire of being with 

individuals of similar age. 

 

Reducing the age range to nine years would provide the opportunity to capture 

younger carers who could greatly benefit from health information. The younger 

individuals are when they attain critical health literacy, the more likely they will be to 

exert healthy behaviours and make positive choices at a younger age. This further 
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impacts on their health in adulthood. There may be issues with reading and 

conceptualising information for a younger cohort. These implications would need to 

be addressed with allied-health practitioners but as practitioners provide pictorial, 

dialogical and practical information sessions this should not significantly effect a 

younger cohort. 

 

There were numerous positive outcomes of the empowerment program: carers 

received respite from their caring responsibilities, and developed new social networks 

with others in similar circumstances. Participants had the opportunity to acquire 

health knowledge and develop mutual relationships with practitioners in breaking 

down potential power-blocks.  

 

Within focus group interviews participants indicated they had a better understanding 

of available community resources and support, and felt there was always somewhere 

to turn in times of need. The empowerment program provided this familiarity and the 

knowledge of practitioners and human service organisations through the guest 

information sessions. It is possible that participants had already been accessing 

resources and support pre-intervention and not disclosed this information. It was 

obvious participants valued the health information disseminated and the interactions 

with practitioners during intervention through their responses in the focus group 

interviews, and the motivation and confidence they displayed to seek-out supports. 

These are the social skills of a critical level of health literacy.  

 

It was anticipated the fun day would be the most favoured session of the program, and 

this was confirmed during focus group interviews. This provided a break from the 

intervention, extra respite, and the opportunity to interact with peers in social settings. 

The social environment provided the avenue for members to interact without a focus 

on health. In focus group interview data it was evident the empowerment program 

provided the opportunity for otherwise potentially isolated young carers to meet and 

form friendships with other individuals who they could identify with. Individuals 

evidently developed rapport and interacted with one-another which fostered feelings 

of acceptance.  
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Participants indicated they would discuss the program with one-another and this 

further implied feelings of acceptance, commonalities and mutual-aid. Lee’s 

ecological view of individuals in similar situations influencing one-another through 

social leaning and interaction was present in the interpersonal relationships 

participants formed. This has further positive implications for individuals’ mental and 

emotional health, carer circumstances, and the social determinants of health which 

were discussed in chapters 2 and 3. 

 

It was evident throughout the program that older participants were mindful and 

respectful of younger participants. Older participants often instructed and assisted 

younger participants with various tasks (i.e. cooking, cutting etc) which displayed the 

maturity and compassion of young carers. As these individuals were kind and 

considerate towards younger participants this could be attributable to their caring 

nature.  

 

The dental health session was the most favoured health session, and through 

observation it was believed this was attributable to the dentists in both sites being 

approachable and interactive while disseminating health information. The dental 

health session was also the most practical session of all, and provided participants 

with an incentive. Members talked about the activities in the dental session discussed 

in chapter 6, while preparing lunch and constructing their health resource book. 

Participants responded well to the interactions and physical activities within this 

session, and this could reflect their age and willingness to partake in physical 

activities rather than sit at a desk and listen to information. Even while this was the 

most favoured health session, there was not an increase of participants accessing 

dental health care. The indication from participants that the dental health session and 

dentist were favoured within the intervention arose through focus group interviews.  

 

It would be beneficial to further discuss the delivery method of information with 

practitioners and incorporate more physical and practical activities within all health 

sessions. This further emphasises an interactive, fun atmosphere distinct from a 

classroom-like environment.    
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Of all the information sessions, participants seemed least comfortable during the relay 

activity in the sexual health session requiring an identification of bodily changes. 

Younger participants (10 to 12 years) giggled during this health session, while older 

(13 to 14 years) participants became shy at times, yet seemed more engaged and 

interested than younger participants. As discussed in the previous chapter, this health 

session may have been more relevant to older participants who could identify with 

and use this information. This nevertheless provides important information for 

younger participants nearing these developmental changes.  

 

If the age of the cohort of participants was to be amended and participants were 

divided into two age groups (9 to 11 years and 12 to 14 years) all health information 

would remain consistent across both groups, with the exception of the information 

disseminated during the sexual health session for the 12 to 14 year old group. This 

would contain an exploration of information about contraception and safe sex 

practices among the relationship tree and relay activities. Within the pilot this 

information was provided to older participants (12 years and over) through 

information pamphlets. Exploring the appropriateness of sexual health information 

was done in collaboration with the relevant allied-health practitioners (as discussed in 

chapter 6).  

 

Initially information of safe sex practices and contraception were to be included 

within the health information session by dividing participants into two groups (10 to 

12 years olds and 13 to 15 years olds) and exploring safe sex and contraception with 

participants in the older group. Prior to the administration of intervention, legislation 

was passed in the Northern Territory concerning the mandatory reporting of minors 

(under 16 years) engaging in unconsential sexual relations, or engaging in sexual 

relations with individuals over 16 years. The practitioners who provided the 

sexual/reproductive health sessions were at this time uncertain of the implications, 

consequences and management of potential self-disclosure among participants. 

 

It was decided through collaboration with the relevant practitioners that information 

focusing on pubertal changes and an exploration of relationships would provide 

appropriate health information. The focus on relationships is particularly important 

during adolescence as dating and love interests emerge (as described in chapter 4). An 
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understanding of the elements of positive and negative relationships provides 

individuals with the resources to make informed judgements of various types of 

relationships. As discussed in chapter 4, adolescents often overestimate the prevalence 

of their peers engaging in sexual activity. The understanding of healthy and unhealthy 

relationships may assist towards making informed decisions regarding safe sex 

practices, or may deter individuals from engaging in sexual relations if they can 

foresee warning signs of a negative relationship. This can greatly impact on sexual 

health. 

 

9.1 Further observations 

 

A few participants expressed that some of the information they obtained within the 

program was not new and it was impossible to provide all participants with new 

information. Allied-health practitioners provided guidance of the health session 

material, however it was acknowledged that some participants would be aware of 

certain information. This study attempted to provide participants with basic, well 

known health information which is central to basic health needs and the social 

determinants of health (explored in chapter 3) in maintaining overall positive health. 

The health themes explored are also pivotal to improving Australia’s current dental 

health crisis, high prevalence of obesity, high rates of suicide and depression, and the 

sexual health issues of STIs and STDs. 

 

Within the focus group interviews, participants suggested health information sessions 

were too long (see chapter 8), and on reflection it may be beneficial to liaise with 

practitioners and provide shorter health information sessions (limited to one hour). 

This could provide a longer lunch break, more time for reflection and discussion of 

health information sessions, and program activities. Another possible alternative is for 

health information sessions to be more interactive (as discussed earlier), as this may 

also contribute to participants’ experiences of the program.  

 

During the focus group interview participants also voiced the desire for a physical 

health session within intervention. The inclusion of physical health within the 

program would provide a holistic approach to maintaining overall positive health. The 
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benefits of physical health were briefly explored during the mental and emotional, and 

dietary health sessions, however devoting an entire session to physical activity would 

create a holistic health program. This would further address the current Australian 

issues of obesity, dietary health, and mental health (as explored in chapter 4). This 

session would also be particularly attractive to male adolescents to be able to 

undertake sporting activities and release energy during the intervention.  

 

This extra program session would require the program times to be altered, as 

participants expressed they felt the information sessions were too long, while the 

addition of a physical health session would be appropriate. Inevitably program 

sessions would need to commence at an earlier time (possibly 9am) to include a 

physical exercise session or with the shortening of health information sessions, 

include physical health information during one of the program sessions. This would 

require further revision.  

 

9.2 Implications of health literacy 

 

It was anticipated the measurement tool within this study would evaluate the efficacy 

of the empowerment program in developing a critical level of health literacy. During 

the development of the questionnaire the candidate was unclear of the 

conceptualisation of health literacy due to the vagueness surrounding its definition 

and applicability. On administration of the intervention the candidate acknowledged 

the measurement tool did not adequately reflect the social skills of health literacy 

which were explored in chapters 3 and 6 within the intervention, and acknowledged 

this absence within the measurement tool.  

 

A functional and an interactional level of health literacy were explored in the 

measurement tool, and even though the measure sought information on the primary 

health behaviours of depression, it did not explore the wider social skills of critical 

health literacy.   

 

As a result of some of the limitations, a second version of the measurement tool has 

been developed. In an attempt to measure the social skills (power-tools), a case study 
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has been presented in the measurement tool in place of the depression questions, 

which requires participants to read the case study and discuss the various social skills 

of critical health literacy. These include the preventative health behaviours within the 

case study, the resources and support within the community, access requirements to 

appropriate services, and an exploration of the motivation and confidence of 

participants’ access to resources and support. These social skills indicate whether 

participates attain a critical level of health literacy. To evaluate the efficacy of 

intervention further questions would ask whether participants obtained this 

information from the intervention.  

 

While these changes in the questionnaire assist towards improving its validity and 

efficacy in measuring critical health literacy from a social and empowerment 

perspective, the focus group interviews and participant observation did provide this 

relevant information.  

 

Even as data of a functional and interactive level of health literacy was sought through 

the questionnaire, the high non-response rate of participants pre and post-intervention 

did not provide an adequate indication of the efficacy of intervention. It was apparent 

through the pre-intervention questionnaire that generally participants obtained a 

functional and interactive level of health literacy (discussed in chapter 8) as most 

respondents provided sufficient responses in the pre-intervention questionnaire.   

 

It was evident through observation in administering the post-intervention 

questionnaire that a considerable number of participants did not want to complete the 

questionnaire for the second time. Many were restless and uninterested in completing 

the measure and this was supported through the high non-response rate. The post-

intervention questionnaire was administered face-to-face with participants in both 

sites and this proved distracting for participants. Participants may have also not 

understood the importance of completing the post-intervention questionnaire, even 

though this was explained to participants. 

 

On reflection of the high non-response rate it may be more beneficial to mail-out or 

administer the post-intervention questionnaire with participants individually. 

Completing the questionnaire at home in isolation from peers may have provided a 
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more suitable environment with less distraction for reading and conceptualising 

information, while completing it with each participant individually may provide extra 

assistance to complete the questionnaire. As some participants were as young as 10 

years within this study, it was assumed their age, reading and writing abilities may 

impact on successful completion of the questionnaire. There was no indication from 

participants or their families of any encountered difficulties, and the trial of the 

questionnaire further supported this. It was evident that more participants answered 

questions within the pre-intervention measure, and this indicated that initially this 

cohort of individuals attained functional and interactive health literacy through their 

responses. Respondents also indicated an awareness of at least one organisation that 

assisted their family’s care circumstances pre-intervention. This further speculates 

that participants had knowledge of wider supports within the community.  

 

Alternatively data could have been sought through structured interviews with 

individual participants. The interview could utilise the measurement tool which would 

mean that participants would not have to read and provide written responses, 

potentially minimising the incidence of non-responses. The use of interviews further 

promotes the concept of health literacy from a social and empowerment perspective 

not limited to literacy skills. This data collection method would be more suitable for 

adolescent participants than a questionnaire, especially for a young cohort of 

participants who may not understand the value of completing measures twice. The 

interview would occur pre and post-intervention similar to the measurement tool.  

 

Even while there was a large non-response rate in the measurement tool, the necessary 

power-tools of health literacy were explored in each health theme and compiled into 

individuals’ health books. If participants had forgotten the health information 

delivered during intervention, their health resource book provides the opportunity for 

them to be able to refer to extract appropriate health information. The resource book 

provides a practical tool and allows participants to maintain this information for 

personal use. This includes information on community supports, primary and 

preventative health information, and preparation of healthy meals. Family members 

and friends can also utilise this resource book. 
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It would have been beneficial if the focus group interview asked participants to 

provide experiences of completing the questionnaire. This would be beneficial 

towards future improvements of the measurement tool. 

 

The high non-response rate concerning the questionnaire may have also been 

attributable to the flaws in the presentation and clarity of questions. There have been 

considerable changes to the original questionnaire to provide further validity, clearer 

questions, and an ease of responses for respondents. It is likely this format will be 

more appealing for a younger age cohort. Within the original questionnaire, there 

were many closed-ended questions. It would be more appropriate for these closed-

ended questions to be presented with tick box multiple-choice responses.  

 

Through reflection on the flaws in the original measurement tool further 

recommendations have been made, improving it for further trialing. Amendments to 

the measure are presented in appendix 7 and discussed below.  

 

Amendment one: Instead of asking participants whether they accompanied the care 

recipient to the doctor or hospital, the amended questionnaire asks participants 

whether they attend appointments with the care recipient. This acknowledges that 

young carers may accompany the care recipient to various appointments not limited to 

medical care. This is also relevant to the wider social settings of health literacy.  

 

Amendment two: Asking respondents to indicate their employment situation through 

a closed-ended yes/no tick box format provides specific information to be gathered. In 

the original questionnaire the yes/no format was not provided, and subsequently 

participants may have not provided all potential information. Some respondents may 

have thought they could only tick one box. In the amended questionnaire it is clear 

participants can indicate more than one response (e.g. a student while looking for 

employment).  

 

Amendment three: This yes/no tick box format is also presented in seeking 

information about the employment status of family members. A ‘don’t know’ tick box 

has also been added in case participants are unaware of their family members’ 

employment status. Within the original questionnaire these questions were presented 
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with a single tick box. Again, participants may have felt they could only tick one box 

and potential information may have been missed. The yes/no and don’t know tick 

boxes allow participants to provide all relevant information. 

 

Amendment four: As discussed in chapter 8 a high number of respondents indicated a 

member of their family owned their home and this did not coincide with the number 

of participants who indicated their family received Centrelink assistance. This may be 

due to the absence of a potential response that participants’ home was “being paid 

off”. This choice has been included in the amended questionnaire.  

  

Amendment five: In the original questionnaire it was assumed that caring effected 

participants’ health as participants were asked how caring effected their health. 

Within the amended questionnaire participants are first asked whether caring effects 

their health through a closed-ended multiple choice tick box format. Further 

information is sought to justify the provided response through an open-ended 

question. The amended questionnaire does not assume caring effects individuals’ 

health, as it may not. The amended questionnaire also assists to gather information 

about individuals’ perceptions of whether they feel caring effects their health. 

 

Amendment six: The original questionnaire assumed participants consumed fast-food, 

soft-drinks, and fruit and vegetables. In the amended questionnaire, participants are 

asked whether they consume these. If participants indicate they do, information is 

sought concerning consumption and frequency of these. In providing information on 

the types of soft-drink, and fast-food consumed, the amended questionnaire lists 

various soft-drinks and take away foods to choose from. As there are limited fast-food 

outlets in Darwin and Alice Springs, participants are likely to provide similar 

responses of the type of fast-foods they consume. By listing multiple fast-food and 

soft-drink options this would decrease the amount of time participants spend writing 

these responses, and potentially minimise non-response rates. 

 

Amendment seven: In the original questionnaire, information on the quantity of 

sweets was presented in an open-question format. Within the amended questionnaire 

various quantities are listed for participants to select. This provides clearer, specific 
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information to be gathered, and provides a simpler, time efficient way for participants 

to provide responses.  

 

Amendment eight: The consumption of fruit and vegetables were presented together 

in the original questionnaire. It cannot be assumed that all participants consume both 

fruit and vegetables as these are two separate types of foods. In the amended 

questionnaire the consumption of fruit and vegetables is presented as separate food 

items.  

 

Amendment nine: Participants were asked whether they felt there were opportunities 

to learn more about their health. In the original questionnaire this was presented 

through an open-ended question, however has been changed to a closed-ended 

multiple choice format of yes/no/don’t know. As the question is closed-ended, a 

closed-ended response is appropriate. If participants indicate there are opportunities to 

learn more about health, further information is sought through an open-ended 

question. This section of the questionnaire was not presented clearly, and has been 

significantly amended to include closed-ended tick box questions. Participants were 

further asked who they would talk to regarding their health, and why they chose this 

person within one question. In the amended questionnaire participants are firstly 

asked who they would talk to, and in a following separate question are asked why 

they chose this person.  

 

Amendment ten: The original questionnaire assumed that participants had access to 

the internet and further asked where participants accessed the internet for health 

information. It cannot be assumed that participants have access to the internet, and in 

the amended questionnaire participants are asked whether they have access to the 

internet. If participants indicate they do have access to the internet, a separate 

question presents a list of possible settings. Another list of possible reasons why 

participants may access the internet for health information is also presented separately 

(if participants indicate they access the internet for health information). In the original 

questionnaire participants were asked “when do you access the internet for health 

information?” which can be interpreted as a time or a place. This has been amended 

and is now presented with multiple-choice responses clearly indicating the required 

responses. 
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Amendment eleven: A further closed-ended question is appropriate in seeking 

information about whether participants felt that they had privacy accessing the 

internet for health information. In the amended questionnaire this is presented through 

closed-ended question with yes/no/sometimes responses (rather than the open-ended 

format presented in the original questionnaire). In the amended questionnaire 

participants are asked to provide further information concerning their response 

through an open-ended question. 

 

Amendment twelve: Participants were asked if there was an adult available to them in 

times of need, and why they chose this particular adult. Within the original 

questionnaire no further information was sought if participants indicated there was not 

an appropriate adult they could turn to. The amended questionnaire seeks further 

information if participants disclose there is not an appropriate adult to turn to.  

 

Amendment thirteen: The original questionnaire assumed individuals had accessed 

health information pre-intervention. The amended questionnaire asks participants 

whether they have accessed health information and if they have, seeks information on 

what they accessed, and how they obtained this information. This provides an 

understanding of participant’s social skills which can be compared post-intervention. 

The original questionnaire does not adequately seek this information.  

 

Amendment fourteen: Participants are asked about their most recent visit to a doctor 

and dentist through an open-ended question in the original questionnaire. In the 

amended questionnaire, multiple choice time frames are provided for participants to 

select. Through observation, participants pondered over their responses and provided 

time frames may be an easier way of responding for participants. Participants were 

also asked whether they had seen a number of allied-health practitioners in the last 12 

months, however this was not presented adequately in the original questionnaire. In 

the amended questionnaire multiple choice responses are provided.   

 

Amendment fifteen: Seeking information of individuals’ awareness of available 

community services proved a high non-response rate pre and post-intervention. This 

may be due to the wording of the questions in the original measurement tool of “what 

kind of health services are available for you to access if you needed to see someone 
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about…” In the amended questionnaire this has been presented as “what agencies 

would you go to in your community if you needed information about…” This 

amended question provides a clear indication of what information is required 

(agencies) concerning individuals’ awareness of community resources and supports 

and minimizes vagueness of the required responses. 

 

As previously discussed, the questionnaire would have better sought information 

regarding a critical level of health literacy instead of the depression information sheet 

included in the original questionnaire. The amended questionnaire presents a case 

study and requires participants to extract meaningful information from the scenario in 

conceptualising and discussing the relevant social skills of critical health literacy.  

 

In understanding whether participants attained a critical level of health literacy, 

further questions sought information on their motivation (“would you get help too?”) 

and confidence (“would you feel confident to talk with professionals about your 

teeth?”). Further information of whether the intervention increased individuals’ 

confidence was sought.  

 

The inclusion of the case study within the amended questionnaire provides the avenue 

to obtain data specific to a critical level of health literacy. This strengthens the 

measurement tool, and provides greater validity in measuring the efficacy of the 

empowerment program in increasing health literacy. This further acknowledges the 

wider social skills and settings of health literacy.  

 

9.3 Implication of health and wellbeing 

 

There was a general decrease in participants’ personal health ratings overall as many 

increasingly viewed their health as ‘fair’ post-intervention. It is possible participants 

made an informed decision of their health and reflected on the various health areas 

explored within the program in deciding on health. Caring responsibilities, school and 

family commitments, and the emotions and stressors during adolescence (see chapter 

4) may have also impacted on participants’ overall personal health rating. 
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The questionnaire also explored various health experiences pre and post-intervention. 

Overall, participants indicated they felt calmer, with an increase in the ability to relax. 

There was however an increase in the prevalence of individuals’ feeling down and 

this could be attributable to the emotional implications of care circumstances, 

adolescent experiences, and school requirements. Participants may also be more 

aware of their feelings since intervention. This may directly reflect the increase of 

‘fair’ health ratings post-intervention.  

 

It is further evident that participants became aware of and named organisations as 

avenues of support, particularly those organisations which practitioners represented 

and explored during intervention. It is obvious the involvement of allied-health 

practitioners within the intervention provided participants with the familiarity and 

confidence to access and utilise resources. This was evident through the focus group 

interviews.   

 

9.4 Further outcomes of the study   

 

The incentive participants received on completion of the program (two cinema 

tickets) provided the opportunity for further respite, social stimulation and autonomy. 

The incentive is as a gesture of gratitude for individuals’ involvement within the 

study. Cinema tickets are appropriate for adolescents, as they can take a friend or go 

to the cinema twice; increasing socialisation, recreation and provides respite from care 

responsibilities. This further provides an avenue for young carers to develop an 

identity separate from their carer role within the home.    

 

While the measurement tool did not adequately test the efficacy of the program, the 

program did provide young carers with social stimulation, and the opportunity to 

develop and utilise a health resource book which included various health information 

of ways to maintain positive health. The triangulation of the questionnaire, focus 

group interviews, and participant observation provides the indication that the various 

power-tools of critical health literacy were developed by participants and would not 

have been evident in the absence of focus groups or observation. As this is a pilot 

study it was crucial there were other data collection methods to gain an understanding 
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of the efficacy of the program. The focus group interviews provided this qualitative 

data of participant experiences and the relevant social skills which were not evident in 

the measurement tool. All three methods were used to collect data and answer the 

same question; whether an empowerment program increases health literacy. 

 

While there was no follow-up of practitioners, it is hoped they disseminated their 

experiences and increased knowledge of young carers to colleagues, raising the 

profile of informal care (and work towards future social change). It would be 

beneficial to follow-up on practitioners and seek information about their experiences 

within the study on whether their knowledge of informal care effected their approach 

to working with young people, and whether any changes were made in their 

workplace concerning young carers.   

 

The major outcomes of this project focused on participants’ age, as the younger 

individual are who acquire health literacy, the higher the chances they will maintain 

good health. Age was further critical within the high non-response rate in the 

quantitative measurement tool as many participants did not want to complete the 

measurement post-intervention, or may have not seen the relevance of completing this 

again. The amended questionnaire attempts to simplify and reduce its completion time 

which is anticipated will reduce the likelihood of non-response rates. The alternative 

data collect method of structured interview would also address the issues of high-non 

response rates and further acknowledge the social and empowerment perspective of 

health literacy.  

 

In measuring the efficacy of intervention in increasing health literacy, a longer period 

between the intervention and administration of the post-intervention measure would 

provide a more reliable indication of whether intervention increased health literacy as 

participants would have more time to utilise the social skills and potentially reflect on 

the information they received during the intervention. A longer period between the 

intervention and post-intervention measure would further allow participants to utilise 

their health resource book. The post-intervention measure could alternatively be 

administered 16 weeks (4 months) post-intervention.  
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Overall this study’s population included 24 participants (n=24) which is a small 

sample. This can be addressed by further trailing this program with the younger 

cohort of young carers, and young carers in other parts of Australia. This program 

also has the potential to be further trialled with young people who are not carers.  

 

This study centres on a pilot project to test the efficacy of an empowerment program, 

and measurement tool to test this in an attempt to bridge the gaps between health 

literacy and young carers. As health literacy relies on social skills, empowerment 

approaches relevant within social work are appropriate within this study as they 

provide participants with the avenues to empower themselves and obtain confidence 

and motivation to take control of their health. It was obvious age was a major factor in 

this study concerning the recruitment of participants, keeping participants engaged 

within the program, and in obtaining data. The attainment of the social skills of health 

literacy at an early age provides the best opportunities for individuals to make healthy 

decisions and live a healthy life from a younger age. It is therefore acknowledged that 

the program and methods of data collection require amendments to improve these to 

become efficient and valid in their application with young people.    

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



   200

Chapter Ten 

Concluding Remarks  

 

The candidate has fulfilled the commitment made to the Clinton Global Initiative-

University in addressing the issues of low health literacy. In fulfilling this 

commitment an empowerment program was developed and piloted with 24 young 

carers across Darwin and Alice Springs. A measurement tool was also developed to 

test the efficacy of the program due to the absence of appropriate health literacy 

measurement tools from a social and empowerment perspective.  

 

The social position of carers leaves them vulnerable to experiencing low health and 

wellbeing, and may hinder their opportunities to maintain good health. Through the 

intervention, young carers were provided with the power-tools to maintain good 

health and break down potential power-blocks within the health care system. These 

power-tools assist young carers to overcome the associated potentialities of low carer 

health and wellbeing, and low health literacy among the Australian population.  

 

Addressing and attempting to improve individuals’ health literacy from a social and 

empowerment perspective is relevant within social work as this acknowledges that 

individuals’ positions and socials skills can hinder their opportunities to utilise 

appropriate health resources and supports. Nutbeam’s conceptual levels of health 

literacy were used as a basis for measuring achievement in attaining the highest 

conceptual level of health literacy.  

 

10.1 Implications for the program 

 

As discussed in previous chapters, the developed program focused on empowerment 

approaches and social work knowledges and this worked towards fostering an avenue 

for individuals to empower themselves and acquire the relevant social skills of critical 

health literacy. These social skills or power-tools centred on having the knowledge 

and awareness to exert primary and preventative health behaviours, successfully 

navigate the health care system, confidently interact with allied-health practitioners, 

and utilise health resources for personal attainment. The program further attempted to 
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raise the profile of young carers to wider social structures and potential dominant 

figures which can contribute to the silencing of young carers.  

 

It is acknowledged there are areas within the program that require further amendments 

to improve its overall validity and efficacy in increasing health literacy. The 

amendments which were suggested in chapter 9 further assist to make the program 

more suitable for adolescents (time, length of sessions etc). It is hoped this would also 

increase participation from this age group.  

 

10.2 Implications for research 

 

Due to the small study population (n=24), the outcomes of this study are not 

generalisable to the young carer population. This project requires further application 

to the wider young carer population. If the age range was lowered this may impact on 

the recruitment of participants. It is likely that the age of the study population 

impacted on their willingness to participate within the intervention and provide data 

within the questionnaire.   

 

Even while the developed measurement tool provides a basis for measuring health 

literacy (from a social and empowerment perspective), this requires further 

amendments as discussed in chapter 9 to increase its validity and reliability. The 

measure requires further trial to evaluate the effectiveness and improvement of these 

proposed amendments. 

 

The methods for data collection also need to be reviewed as the high non-response 

rate was a significant issue within this study in evaluating the increase of health 

literacy. The proposed implementation of a structured interview (based on the 

questionnaire) pre and post-intervention in place of the questionnaire may prove more 

effective in obtaining data from participants. This method supports the perspective of 

health literacy within this study. The structured interview also needs to be trialled and 

evaluated.   
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The focus group interviews and participant observation provided most of the evidence 

that empowerment approaches can increase the health literacy of young carers as there 

were flaws within the questionnaire in adequately measuring critical health literacy. 

Through qualitative data collection it was obvious that participants had attained 

various social skills of critical health literacy, however it is anticipated the amended 

measurement tool will now provided data of critical health literacy.  

 

Further research in the areas of young carers and health literacy, young carers’ health 

and wellbeing, and the evolution of gender roles on informal care is crucial. These 

current gaps in the literature have been identified within this study Further programs 

also need to be developed to address the issues associated with carer health and 

wellbeing, and this study provides one avenue in addressing this.   

 

The poster is a visual tool which can be incorporated into the program and used to 

promote the program. It represents the overall study by incorporating the various 

theoretical and practice approaches, health areas, and the process required to attain 

critical health literacy.  

 

It is evident the empowerment program within this study can increase health literacy 

by utilising psychosocial approaches rather than focusing on medical terms and 

literacy skills. This study now provides a health literacy program and measurement 

tool to address health literacy from a social and empowerment perspective. It is 

anticipated this project will undergo further trailing and evaluation in addressing the 

issues of low carer health and wellbeing, and increasing health literacy among 

vulnerable populations.  
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School of Health Sciences, Faculty of Education, Health and Science 

Telephone:  08 8946 7698     Facsimile: 08 8946 6151    Email: maria.kambouris@cdu.edu.au 

 

 

 

 

PLAIN LANGUAGE STATEMENT 

Research project 

 

Developing Health Literacy in Young Carers: A pilot project for an Interactionist social group work 

approach.  

 

Chief Researcher 

 

Maria Kambouris- Master by Research (Education, Health and Science) candidate at Charles Darwin 

University.  

 

Supervisors 

 

Professor Deborah West- Coordinator of Social Work and Community Studies, Charles Darwin 

University 

 

Ms Jean Packham- Social Work Lecturer, Charles Darwin University 

 

Ms Ruth Wallace- Senior Education Lecturer, Charles Darwin University  

 

Purpose of the study 

 

The purpose of this study is to test a program with young carers around whether making a personal 

health resource book will increase young carers’ understanding and awareness of health and available 

health services. The study also aims to increase health providers’ awareness of young carers within 

the community and the issues they face because of their caring role.  

 

 

 



 

 

 
 

 

 

 

 
 

 

Benefits of the study 

 

The study will help inform Carers NT and other health agencies whether a program in constructing a 

health resource book helps young people to understand and learn more about general health. It will 

test health awareness before and after the program. Health professionals will also have a better 

understanding of the needs of young carers’ and how to work with this group of young people when 

they require services.  

 

What would be expected of you? 

 

If you decide to take part in this project you will be asked to complete a survey about your 

understanding of health which will take about 30 minutes. The survey will ask you questions about 

age, school level and there will also be a section where you read information and then answer 

questions about that information. The researcher will be able to sit and read through the survey with 

you. The results from the survey will be anonymous. 

 

You will then attend a health program over five sessions during the June/July school holidays with 

other young carers between 10 and 15 years, and gather information from different health 

professionals about health. You will make your own health resource book using materials which will 

be given to you and the information from these professionals (nurses, nutritionists, social workers, 

dentists etc).  

 

After you have finished the program, you will be asked to fill out the same survey. The researcher will 

be able to sit and read through the survey with you. When this has been done you will sit with other 

young carers who attended the program and the researcher will ask you questions about the program; 

what you thought of the program, what you liked and did not like. You will be asked if your responses 

during the group discussion can be audiotaped to help gathering as much information as possible 

about whether the program worked in increasing health knowledge. If you do not want your 

discussion to be taped, just tell the researcher.  

 



 

 

 
 

 

 

 

 
 

 

At the beginning of every program session you will be reminded of what will be involved in that 

session, and the purpose of this project. Taking part in this project is strictly voluntary and you can 

pull out of the project at any time. All of your responses will be kept confidential and anonymous. 

You can take part in the program and not the surveys or discussion group.  

 

Risks 

 

There are no specific risks with this project, however you might feel uncomfortable in answering 

questions in the surveys and/ or discussion group. All the questions in the surveys and discussion 

group have not been made too sensitive and you will not be able to be identified through questions or 

discussions on the audiotape. If any questions in the survey or discussion group are too sensitive or 

causing you discomfort you can skip to the next question. You do not have to answer any questions in 

the survey or discussion group. 

 

Carers NT has supports in place to help you if at any time during the project you feel uncomfortable 

and need to talk with someone. There are also a list of agencies which specialise in assisting young 

people who may need to talk to someone or get advice. They all provide free services. You do not 

have to use these supports but they are there for you. 

 

Carers NT Darwin (08) 8948 4877, Unit 4/1 Caryota Crt, Coconut Grove 0810  

Carers NT Katherine (08) 8971 2766, Unit 1/17 First Street, Katherine 0851  

Carers NT Alice Springs (08) 8953 1669, Westpac Breezway, Todd Mall 0871  

Danila Dilba Darwin: (08) 8927 9335 Unit, 1/3 Malak Place, Malak 0812 

Wurli Wurli Njang (Support Centre) Katherine (08) 8971 0044, 25 Third Street, Katherine 0851 

Congress (Support Centre) Alice Springs (08) 8951 4444, 21 Gap Road, Alice Springs 0871 

Lifeline: 13 11 14  

Kids Help Line: 1800 55 1800 

 

 

 

 



 

 

 
 

 

 

 

 
 

 

Confidentiality  

 

The researcher will keep full confidentiality of all your surveys and discussion responses. Your name 

and any other name you mention will be kept confidential and will not be recorded on any interview 

transcripts. Surveys will be coded, however once they have been completed the codes will be 

destroyed. All results and data will be kept in a secured filing cabinet which only the researcher will 

have a key to. Audiotapes will be kept secured and destroyed once transcription of the discussion 

group has been made.  

 

Your participation  

 

The researcher would be extremely grateful if you could participate in this project, however it is 

strictly voluntary. Even if you do decided to participate, you can pull out of the project at any time. 

Your services at Carers NT will not change and whether you choose to participate or not, and this will 

not effect any future support you may need from Carers NT.  

 

Results of this study 

 

A copy of the final report will be available to you if you wish.   

 

PERSONS TO CONTACT 

 

If you would like to take part or have any questions about the project, please do not hesitate to contact 

the researcher, Maria Kambouris on (08) 8948 4877 or (08) 8946 7698 or by email: 

maria.kambouris@cdu.edu.au  

 

If there is an emergency or if you have any concerns before, during or after the project has finished 

please contact the Executive Officer of the CDU Human Research Ethics Committee by phone: 

(08) 8946 6498 or email: cdu-ethics@cdu.edu.au. The Executive Officer will pass on any concerns to 

the appropriate officers at Charles Darwin University. 
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Appendix 3: Parent Information Letter 
 

 



 

 

 

 

 

 

 

 

 

59 Bayview Blvd Bayview NT 0820    –    GPO box 1861, Darwin NT 0801 

Tel 08 8944 4888   Fax 08 8944 4889   Email carersnt@carersnt.asn.au                                            www.carersnt.asn.au 

 

 

Dear (parent/ guardian), 

 

As a Special Projects Coordinator of Carers NT, I am proposing the opportunity for (name of 

potential participant/s) to take part in a research project which I am also undertaking as part of a 

Master by Research program at Charles Darwin University. I am piloting a program I developed 

to increase the health literacy of young people, and have directed my focus towards young 

carers, as their needs and experiences are often overlooked by many health care professionals.  

 

The skills of health literacy require individuals to be able to gain get and understand information 

to maintain good health (Nutbeam, 2006). Currently 60% of the Australian adult populations do 

not have the basic skills and knowledge to understand and use information about their health 

(The University of Queensland, 2008). In Australia, research has found that carers collectively 

suffer from low health and wellbeing (Cummings et al. 2007). It is crucial these startling figures 

are addressed and carers are provided with support and information to enable them to lead a 

healthy life.  

 

This project will involve young carers between 10 and 15 years during the June/July school 

holidays 2009, to develop their health literacy. They will also make a personal health resource 

book in the program which they will then take away with them and continue to use. The project 

will run over five sessions and will be held at Carers NT (office location). The program will 

consist of basic health information concerning: 

 

- positive mental and emotional health  

- positive dental health and nutrition 

- positive reproductive/ sexual health 

 



 

 

 

 

 

 

 

 

 

59 Bayview Blvd Bayview NT 0820    –    GPO box 1861, Darwin NT 0801 

Tel 08 8944 4888   Fax 08 8944 4889   Email carersnt@carersnt.asn.au                                            www.carersnt.asn.au 

 

 

All material, transport, hospitality and an incentive for participants’ time will be provided. 

Participants will have the opportunity to interact with allied health professionals in developing 

their resource book and establish familiarity with many key community organisations.  

 

I will be giving all participants a survey to complete before and after the program, and will hold 

a discussion group with participants to gain feedback of their experiences within the program, 

and whether their health knowledge increased. All information provided will be confidential and 

unidentifiable. Carers NT has a duty of care to provide its clients with a non-threatening, 

respective, safe and private environment. Within the group setting all participants will have the 

right to feel valued and their discussions and actions will be kept confidential. No participant 

will be individually identifiable in the findings of the research project or in any reports of the 

study. All information and identities will be treated with the strictest confidence.  

 

Participation in this research project is completely voluntary and participants have the right to 

withdraw from the research project at any stage and/ or decline completing the survey or 

participation in the discussion group. Declining participation in this project or withdrawal at any 

point will not impact on the existing relationship or access the services of Carers NT.  

 

This research project has been approved by the Charles Darwin University Human Research 

Ethics Committee.  

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

59 Bayview Blvd Bayview NT 0820    –    GPO box 1861, Darwin NT 0801 

Tel 08 8944 4888   Fax 08 8944 4889   Email carersnt@carersnt.asn.au                                            www.carersnt.asn.au 

 

I hope that you will consider the opportunity for your child/ren to take part in this research 

project in increasing the overall health and wellbeing of young people. If you would like your 

child/ren to participate or have any further questions, please do not hesitate to contact me by 

phone on 08 8948 4877, or email: maria.kambouris@cdu.edu.au  

 

Thank you for your consideration,  

 

 

 

Maria Kambouris   
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Appendix 4: Potential Participant Information Letter 
 



 

 

 

 

 

 

 

 

 

59 Bayview Blvd Bayview NT 0820    –    GPO box 1861, Darwin NT 0801 

Tel 08 8944 4888   Fax 08 8944 4889   Email carersnt@carersnt.asn.au                                            www.carersnt.asn.au 

 

Dear (name of potential participant), 

 

As a Special Projects Coordinator at Carers NT I would like to invite you to take part in a 

program for young carers between 10 and 15 years around health. This program will concentrate 

on diet, healthy food, dental health, hygiene, changes to your body as you grow, and positive 

feelings. The program will run for 5 sessions where you will make a personal health book using, 

magazine cut outs, recipes and posters. Guest speakers like dentists, nurses and nutritionists will 

also give you information to put into your book. When your personal health resource book is 

complete you will be able to take it home to use. We will also be trying out recipes and cooking. 

 

All material will be supplied while making the health resource book and this will be all free. I 

will also introduce healthy foods such as fruit, vegetables, juices and healthy sweets during each 

session which we will talk about, and you will then be able to enjoy. We will also explore ways 

to help with stress and feeling overwhelmed like relaxation. All this information can be put into 

your health resource book.  

 

I would like to test the program and see if it works by having you fill out a survey before and 

after the program. I will be able to help you read through the survey if you like. I would also like 

you to attend a discussion group with me and all the young carers who participate in the 

program to tell me about your thoughts and experiences of it, and whether you liked it and if 

there were things which could be changed. 

  

You do not have to take part in the program if you do not want to. You can take part in the 

program and not fill out the surveys or attend the discussion group, this is fine. All information 

you put in the surveys will be anonymous.  

 

 



 

 

 

 

 

 

 

 

 

59 Bayview Blvd Bayview NT 0820    –    GPO box 1861, Darwin NT 0801 

Tel 08 8944 4888   Fax 08 8944 4889   Email carersnt@carersnt.asn.au                                            www.carersnt.asn.au 

 

You are able to leave the program at any time if you no longer want to participate by speaking 

with me. If the program makes you feel uncomfortable at any time there are support services for 

young people which you can call. They all provide free services: 

 

Carers NT Darwin (08) 8948 4877, Unit 4/1 Caryota Crt, Coconut Grove 0810  

Carers NT Katherine (08) 8971 2766, Unit 1/17 First Street, Katherine 0851  

Carers NT Alice Springs (08) 8953 1669, Westpac Breezway, Todd Mall 0871  

Danila Dilba Darwin: (08) 8927 9335 Unit, 1/3 Malak Place, Malak 0812 

Wurli Wurli Njang (Support Centre) Katherine (08) 8971 0044, 25 Third Street, Katherine 0851 

Congress (Support Centre) Alice Springs (08) 8951 4444, 21 Gap Road, Alice Springs 0871 

Lifeline: 13 11 14  

Kids Help Line: 1800 55 1800 

 

At the end of the program you will be given a small thank you gift for your time.  

 

If you would like to participate I would like you to have a chat with your parent/ guardian. I will 

be needing signatures from you and your parent/ guardian.  If you have any questions please feel 

free to contact me by phone: (08) 8948 4877 or (08) 8946 7698 or by email: 

maria.kambouris@cdu.edu.au  

 

Yours sincerely, 

 

 

 

Maria Kambouris  
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Appendix 5: Participation Consent Forms 

 



 

 
 

 

School of Health Sciences, Faculty of Education, Health and Science 

Telephone:  08 8946 7698     Facsimile: 08 8946 6151    Email: maria.kambouris@cdu.edu.au 

 

 

 

 
CHARLES DARWIN UNIVERSITY 

CONSENT FORM: SURVEYS, DISCUSSION GROUP AND USE OF AUDIOTAPE 

 

 

I, (full name of participant), 

 

Of (address) 

 

Hereby consent to participate in the project undertaken by Maria Kambouris- Master by Research (Education, Health and 

Science) Student at Charles Darwin University and understand that the purpose of the research is: 

 

To test a program with young carers concerning an empowerment program to see if young carers’ understanding 

and awareness of health and available health services increases. The study also aims to increase health providers’ 

awareness of young carers within the community and the issues they face because of their caring role.  

 

Please tick the box if you give consent: 

 

□ Yes, I give consent to take part in the health resource book program  

□ Yes, I give consent to undertake the surveys 

□ Yes, I give consent to take part in the discussion group  

□ Yes, I give consent to have my responses in the discussion group audiotaped  

 

I acknowledge 

 

1. That the aims, methods and anticipated benefits and possible research of this study have been explained to me by 

Maria Kambouris. 

 

2. That I freely and voluntarily give consent for my participation in this study. 

 

3. Upon receipt the surveys will be coded and my name will kept separately. 

 

4. Any information that I provide will not be released in an identified form. 

 

5. The audiotape recording will be destroyed when transcription is made maintaining confidentiality. 



 

 

 
 

 
 

 

 

 
 

 

 

6. I understand that aggregated results will be used for research purposes and may be reported in professional 

journals. 

 

7. Individual results will not be released to any person, except at my request and on my authorisation. 

 

8. That I am free to withdraw consent at any time during the study, resulting in all my information being destroyed.  

 

 

 

 

 

Signature (participant)……………………………………..Date……………………... 

 

 

 

 

As a parent/ guardian, I have read the above points and understand the project and my child’s participation.  

 

 

 

 

Signature (parent/ guardian)……………………………….Date……………………… 
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Appendix 6: Original Questionnaire 
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Appendix 7: Amended Questionnaire 
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Appendix 8: Focus Group Interview Questions 
 



Focus Group Questions 
 

 

General questions 

 

♦ What did you find most useful about this program? 

♦ What did you find least helpful about the program? 

♦ What session was your favourite session and why? 

♦ How did you find the guest speakers? 

♦ How did you find the time and days of the program? 

♦ Are there any comments about the program? 

♦ Are there any questions about the program? 

♦ How did you find the group leader? 

♦ Would you take part in this program again? 

♦ Would you recommend this program to your friends and family? Why? 

♦ Did you find the program relevant to you? 

♦ Have any of you stayed in contact since the program ended? 

 

 

Questions about the resource book 

 

♦ Did you enjoy making a health resource book? 

♦ What did you find helpful in making your resource book and why? 

♦ What did you find least helpful in making your resource book and why? 

♦ What was the most interesting health topic and why? 

♦ Have you used your health resource book at all since the program? 

♦ Do you think you will use your resource book in the future? How? 

♦ Have you shown anyone your health resource book? 

♦ Would there be any other information which you think would be helpful in 

your resource book which hasn’t been included? 

 

 

 



 

Questions about health 

 

♦ Are you eating healthier or changed the way you do things that affect your 

health because of the program? 

♦ Has your knowledge around health increased/ changed? Why? 

♦ Do you feel you know where to go or have a better understanding of where to 

go if you needed to talk to someone or get help with your health?  

♦ How do you feel about the available health services? 

♦ Do you think you will use these health services in the future? 

♦ Have you learnt something new from the program about health? 

♦ What was the most important thing you learnt from the program? 

♦ What was the least important thing you learnt about the program? 

♦ Are you more aware of ways to stay healthy? 
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