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Abstract 
 
This thesis explores the working experiences of women with chronic illness. This 

is an area which is under-researched and is of increasing importance due to the 

increasing number of workers who have chronic illness. Social attitudes have not 

kept pace with the rapid increase in the number of people of working age who 

have chronic illness. The problems of managing the attitudes of others regarding 

chronic illness, the work itself, and the difficulties associated with a particular 

diagnosis, are unique in the impact that they have on the working lives of these 

women. In order to explore the different aspects of the working lives of women 

with chronic illness, several key areas are researched in this thesis. These include 

the behaviours exhibited, the influences of the external requirements and social 

dimensions of work, and the outcomes of the participants. 

 

This study utilises both qualitative and quantitative methods to examine the 

workforce experience of women with chronic illness. The quantitative analysis is 

used to investigate the individual labour force outcomes, based on data from the 

Household and Income Labour Dynamics in Australia (HILDA) Survey. The 

quantitative data examines variables such as satisfaction with employment 

opportunities, permanent or casual employment status, preference for increased 

hours of work, level of occupation, earnings, satisfaction with the work itself, 

overall job satisfaction, pay satisfaction, hours of work, and satisfaction with job 

security.  

 

The qualitative analysis comprises 24 in-depth interviews and investigates how 

women manage working with chronic illness. A combination of quantitative and 

qualitative analysis examines the issues pertaining to women who work with 

chronic illness. The thesis develops three new concepts specific to chronic illness 

relating to modes of working: adaptive work, asymptomatic work and 

symptomatic work. Each of these has a specific role in explaining the behaviours 

carried out by individuals with illness in the workplace. Adaptive work is 

engaging with others in the workplace in order that they, or the organisation, 

adapt in some way to meet the needs of women with chronic illness. 

Asymptomatic work is defined as the behaviours used by women to carry out their 
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responsibilities at work without the appearance of symptoms associated with a 

chronic illness. Symptomatic work is the undertaking of work responsibilities 

while symptoms are apparent. This thesis also explains the processes associated 

with these modes of working, these are: the work and illness decision tree, the 

process of workplace disclosure and the disclosure contingency pathways. 

Together these represent a model of chronic illness processes and outcomes in the 

workplace. This model helps explain the link between the decisions made by, and 

behaviours of those with chronic illness.  

 

The modes of working and a differing approach to building social capital are 

amongst the contributions that this thesis makes to theory. It also notes the 

underlying strategies for coping with chronic illness, which are not commonly 

acknowledged in workplaces. Individuals without chronic illness may, at times, 

attempt to understand, but as Merton pointed out, ‘you have to be one in order to 

understand one’ (1972, p. 15). The understanding available to workers with 

chronic illness is a factor which influences disclosure decisions. Disclosure 

provides the key to accessing power for women with chronic illness. Finding a 

way to bridge the gap that currently exists, between social understandings of 

illness and its reality in the workplace, is essential for improving outcomes for 

women with chronic illness.  
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Chapter 1: Introduction 
 

 

Claire was a triple certificate nurse, and she had diabetes. When her illness prevented her 

from continuing to work in her profession, she sought a disability pension. During this 

process, she was told by a government employee that she was fat, lazy and did not want 

to work. Claire was forced onto a Newstart allowance (unemployment benefit) which 

required her to undertake volunteer work at a local school for disabled children. She 

enjoyed this work because she was not judged by others due to her size or her illness, and 

she was able to utilise some of her nursing skills as a teacher’s helper. After a period of 

time, it became evident that her symptoms, which had been attributed to her diabetes were 

changing and she was ultimately diagnosed with a brain tumor. Claire has since passed 

away, and friends have only regret for the way she was treated by others who were quick 

to judge by appearances, social norms and unhelpful regulations. Claire’s situation was 

particularly poignant, but the disadvantage she experienced is not unique.  

 

An increasing number of Australians of working age suffer from chronic illness. ‘With 

ageing of the Australian population and increasing prevalence of some risk factors such 

as obesity, chronic disease prevalence is on the rise’ (Australian Institute of Health and 

Welfare 2009, p. 1). Chronic illnesses might include such diagnoses as multiple sclerosis, 

diabetes, mental illness, rheumatoid arthritis or lupus. The cost of chronic illness to 

society is extensive. The Australian Institute of Health and Welfare (AIHW) reports that: 

Of approximately 10.5 million Australians aged 25-64 years, about 33% reported 

at least one of the following chronic diseases in 2004-05: arthritis, asthma, 

coronary heart disease, chronic obstructive pulmonary disease, depression, 

diabetes, osteoporosis or cerebrovascular disease (stroke). The most commonly 

reported chronic diseases were arthritis, asthma and depression (2009, p. 2). 

 

The extent of the problem is reflected in the number of person years which are lost from 

the workforce. AIHW reports that ‘for people participating full-time in the labour force, 

there was a loss of approximately 367 000 person-years associated with chronic disease, 

[and] approximately 57 000-person years in absenteeism associated with chronic disease’ 

(2009, p. 2). 

 



 

 

Most research on chronic illness has attempted to investigate the nexus between the 

manner in which society treats those with illness and the subsequent reactions of those 

with illness (see Barnes 2000; Bury 2002). Little research has focused on the situation of 

chronically ill people at work, especially in relation to: the rights of the sick person, the 

way they use agency to engage with those in their workplace, their use of their sources of 

power and the way they cope with the regulatory environment. Research that expands on 

these areas is needed because there is a link between chronic illness and labour market 

participation. ‘After adjusting for age and sex, people with chronic disease were 60 per 

cent less likely to participate in the labour force, were less likely to be employed full-

time, and more likely to be unemployed, than those without chronic disease’ (Australian 

Institute of Health and Welfare 2009, p. 1). It would be expected that if chronic illness 

has an impact on participation and unemployment rates then it would also affect 

experiences at work. Indeed, the apparent impact of chronic illness on participation rates 

may be a reflection of what happens in the workplace. This needs to be better understood.  

 

This study will focus on the experiences of women with chronic illness. The difficulties 

that women encounter in achieving flexibility in their workplace, due to their caring 

responsibilities and other gender related disadvantage, are examined. This is not to say 

that men with chronic illness do not experience difficulty because of their illness, 

however, it is expected that their working experiences will differ from that of women.  

1.1  Research questions 

This thesis is going to address the research question: How do working women with 

chronic illness interact with their working environments? There is a gap in the research 

regarding the ways that women with chronic illness engage in their workplaces. 

Researchers often group those with ‘stigmatised identities’ together when developing 

theory. Stigmatised identities are those which in some way are unable to fit in with 

socially accepted norms. These groups include sexual identities (DeJordy 2008) and 

mixed racial backgrounds (Clair et al. 2005). The experiences of those with illness may 

differ because of the variable nature of their symptoms. Symptoms may be physically 

obvious, or invisible with other outward effects, such as time taken to attend medical 

appointments. These symptoms have the potential to reduce others’ perceptions of the 

professional capability of that individual, because of the social expectations which those 
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others have of people with illness. This may be difficult for the individual who might still 

be capable, but who might be seen to be of lesser value in the workplace because they 

require some form of understanding or flexibility to work while managing their illness.  

The negotiation of acceptable workplace behaviours may be difficult with workers being 

required to conform to cultural and social expectations of the organisation. Even the 

knowledge of a diagnosis may lead to varying responses in the workplace as if the 

diagnosis confirms ‘inability’ (Vickers 2012). Researchers have explored concepts of 

stigma (Goffman 1986), disclosure (Vickers 2010b) and malingering (Myers 2004). 

These have, for decades, been researched in relation to the way individuals with illness or 

disability are treated in society. Social expectations of those with illness were recognised 

by Parsons (1970), who wrote about sick role rights and responsibilities for ill 

individuals. The inability of individuals with chronic illness to comply with social 

expectations and the sick role may result in the unhelpful labeling of those with diseases 

from which there might be no chance of full recovery.  

The potential difficulties associated with participation in the labour force for those with 

chronic illness provides the background for the first sub-question: What are the influences 

on, and outcomes for, women working with chronic illness? Influences might include 

managerial and peer attitudes (Vickers 2009b), stigma associated with the illness 

(Goffman 1986), severity or variability of illness (Myers 2004) and flexibilities available 

in the workplace. 

Agency as it relates to chronic illness (Bury 2002) is a concept which prompts the second 

sub-question. Agency might assist individuals with chronic illness to influence their 

working environments in order to attain improved outcomes, or to avoid disadvantage or 

discrimination. The second sub-question is: How do women with chronic illness respond 

to, and seek to influence, their working environment? This question looks at the conscious 

behaviours undertaken by individuals with illness in order to continue working, despite 

the difficulties of their illness.  

 

Chronic illness is an element of life which accompanies women to work and affects the 

manner in which they are perceived by employers and colleagues. It may be for this 

reason that some women might choose not to disclose their illness, in to order preserve 

their image as a capable worker (Myers, 2004). Strategies which might be employed to 
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preserve their image include passing, covering and different approaches to disclosure. 

Passing involves hiding an illness prior to disclosure, while covering is the process of 

hiding the symptoms and knowledge of an illness after disclosure (DeJordy 2008). The 

strategic disclosure of an illness may be undertaken to obtain support from a supervisor in 

case of a future flare of illness which may require flexible working arrangements or 

understanding of symptoms. Disclosure might become a ‘forced’ disclosure should the 

disease flare, and symptoms or medical treatments may necessitate some discussion about 

the illness. 

 

Workplaces which promote narrow definitions of capability can make a complicated 

situation more difficult. Compliance with the expectations of these organisations may 

involve managing a complex web of policy, social influences as well as interpersonal and 

managerial expectations. Factors, which add to the circumstances of chronic illness, may 

come from within the individual. Fear of the perceptions and expectations of others, 

stigma and embarrassment because of the type of symptoms experienced, may all 

contribute to a situation where the individual may have little control. These are all matters 

that are investigated in this thesis. 

 

The legal and regulatory environment should ensure protection for individuals with 

illness, but research suggests that workers may still experience discrimination and 

disadvantage. The third sub-question is: How are the impacts and outcomes mediated by 

external influences? The way in which the legal environment could influence the rights of 

workers with illness is potentially quite profound. Assistance with achieving their legal 

rights may be sought from unions, or through formal legal representation. These forms of 

support may also influence the outcomes for women with chronic illness in their 

workplace.  

 

While workplaces might not support those with chronic illness as well as they could, 

research is beginning to highlight the need to include and acknowledge the needs of those 

with chronic illness. The Australian Human Rights Commission states that: 

Today’s workforce reflects the diversity of the Australian population. Successful 

businesses and managers recognise the contributions made by a diverse 

workforce, including workers with mental illness. Diverse skills, abilities and 

creativity benefit the business by providing new and innovative ways of 
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addressing challenges and meeting the needs of a similarly diverse customer 

population (2010b, p. 7). 

 

Mental health is a form of chronic illness which will be researched in this thesis. The 

National Mental Health Commission’s first report card on mental health and suicide 

prevention, made some comments regarding mental health that have broader application 

for people with chronic illness. ‘A person living with a mental health difficulty aims to 

achieve as fulfilling a life as possible’ (National Mental Health Commission 2012, p. 14). 

In addition, it stated: 

[The report] is a wide angle view beyond mental health to see the context of 

people’s lived experiences and their hopes for leading a full and contributing life. 

A contributing life is where people living with a mental health difficulty can 

expect the same rights, opportunities and health as those without mental illness. 

Simply put, this is about having a good home, meaningful activity, valued 

friendships, proper health care and opportunities for education and training, all 

without experiencing discrimination due to having a mental health difficulty 

(National Mental Health Commission 2012, pp. 13-4). 

These words are true of all individuals with chronic illness. There is evidence in existing 

research that, in workplaces, those with chronic illness are disadvantaged (DeJordy 2008; 

Vickers 1997, 2012). There is also increasing frustration caused by the reluctance of 

employers to accommodate illness. Hughes made the following comments reflecting this 

concern, but which specifically related to mental health.  

Every year there is a report on the state of mental health in Australia, and every 

year it recommends more of the same: more services, better access, a stronger 

focus on prevention and coordination, and more funding for the service-centred, 

provider-driven mental illness industry in the hope that some of the AUD6.3 

billion spent on it might begin to turn around the growing incidence of mental 

illness and its social and economic impact. Every year the same faces release the 

reports and the same industry voices assess their inability to make a significant 

difference (Hughes 2012, p. 1). 

Russell supports this in saying: ‘the 2012 report card on mental health and suicide 

prevention has a single clear message – despite numerous reports, strategies and policies 

on mental health and considerable spending, Australia still has a failing grade’ (2012, p. 

1).  
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Pinder points out that: 

disabled people [referring also individuals with chronic illness] are likely to need 

some adjustments to their work task and work environment, where even small 

modifications may be seen to disrupt organisations in terms of incurring extra cost 

and additional effort. Moreover, new body rhythms may be out of kilter with the 

demands and pressures of organisational time (1995, p. 611). 

Extending generally available rights and opportunities to those with chronic illness may 

be an unfulfilled expectation in Australian workplaces. This thesis will examine the way 

in which women with chronic illness attempt to achieve these rights and opportunities 

through their interaction with others and their workplaces. 

 

Women with chronic illness might feel disadvantaged simply because of what is going on 

inside their bodies. This does not mean that these women lack capability in their work 

roles, but it does mean that they may have to manage a number of other factors in order to 

appear the same as others. Pinder states that there is a need to ‘recognize that 

consciousness, bodily experience and the social world are inextricably linked’ (Pinder 

1995, p. 609). The social world also includes the workplace. Munir comments that ‘issues 

concerning disclosures of chronic illness in the workplace are complex but can be 

understood with an increased focus on the workplace experiences of chronically ill 

employees’ (Munir et al. 2005, p. 1405). 

1.2  Structure of the thesis 

This thesis has ten chapters that explore the research questions commencing with the 

discussion of relevant literature in Chapter 2. The literature is drawn from different 

perspectives and is woven together by the themes emerging from the research questions. 

Much research on the topic over past decades has come from the fields of management, 

sociology, and psychology. However the perspective of the field of industrial relations 

contributes to the discussion from the standpoint of social justice. Industrial relations has 

much to add to the topic by looking at more than work-life influences and the rights of 

women as workers, it also contributes the perspective of justice for workers. The concepts 

of representation and agency as they relate to support by unions have resonance within 

the industrial relations paradigm.  Agency is also used by women with chronic illness in 

order to represent themselves, as different yet capable, in their workplaces. It is within the 
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industrial relations paradigm that the data is analysed and new concepts developed. 

Chapter 3 outlines and discusses the theoretical basis for the new concepts which will 

then be discussed through the rest of the thesis. The new concepts, adaptive work, 

asymptomatic work and symptomatic work will be introduced here. Chapter 4 discusses 

the methodology utilised in the fieldwork. It outlines the quantitative and qualitative 

methodologies employed, specifically the use of insider research and the ways in which 

the HILDA (Household Income and Labour Dynamics in Australia) Survey data is 

interrogated. 

 

The quantitative data from the HILDA Survey is examined in Chapter 5. It focuses on the 

role of chronic illness in explaining specific outcomes associated with satisfaction with 

employment opportunities, hours of work, employment status, preference for increased 

hours of work, job security satisfaction, level of occupation, weekly earnings, satisfaction 

with the work itself, overall job satisfaction and pay satisfaction. The qualitative data, 

which support the modes of working, are analysed in detail in Chapter 6. That chapter 

covers disclosure and the modes of working concepts of, adaptive work, asymptomatic 

work and symptomatic work. These concepts are discussed in relation to the qualitative 

data and existing theory.  

 

Chapter 7 outlines the management and external requirements of the workplace, 

specifically, legislation, managerial attitudes and available flexibilities. These flexibilities 

include contingent flexibilities - available to those with chronic illness, and general 

flexibilities - which are those available to all employees. The social dimensions of the 

workplace are considered in Chapter 8. Topics included in this chapter include social 

influences, social accommodations, formal accommodations and social capital. Chapter 9 

discusses outcomes evident from the qualitative data. Chapter 10 provides detailed 

conclusions and is structured to reiterate the answers to the research questions. This 

chapter also highlights the contribution of the thesis and includes implications for future 

research and policy.  

1.3  Terminology 

The terms chronic illness, on-going illness, illness, disease and disability are used 

interchangeably to assist with the readability of the thesis. Disability is often used, in the 

literature, to refer to both chronic illness and disability, this is in keeping with the 
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definition of disability used in the Disability Discrimination Act 1992 (Cwlth) (DDA). 

Impairment may also be used to refer to an illness or disability, it often specifically 

indicates the attributes of an illness or a disability. I have avoided this where possible, 

however, it may appear in quotes from other research.  

1.4  Insider Research 

It is important to note that this research was undertaken from an insider perspective. I 

have had a chronic illness, Crohn’s disease, for 25 years. In that time, I have personally 

experienced the difficulties associated with living and working with a debilitating disease. 

I decided on this topic for my thesis because, in the early stages of my academic career, I 

was influenced by the work of Margaret Vickers who also researched chronic illness and 

work as an insider. Vickers saw insider research as ‘a philosophical and methodological 

approach that could comfortably incorporate my unique position, whilst also adding value 

to the outcome’ (Vickers 2001a, p. 29). I flag this at this point because there are 

perspectives presented here which are unique to insider research. There is some debate, 

particularly in the British Disability Rights Movement, that disability research can only 

be effectively carried out by insiders. While I would agree that insider research provides a 

unique perspective in this field, the input of sympathetic outsiders is also extremely 

valuable. This thesis is the synthesis of my own insider ideas with the valued guidance of 

my supervisors.  

 

Women with chronic illness are probably amongst the most disadvantaged in the 

workplace – and it would appear that only the tough remain in the workforce. Those who 

do not, may be relegated to life dependent on family or the disability pension where they 

may have difficulty affording the necessary medicines and aids needed for their illness. 

Survival in the workforce has greater meaning when the alternatives are considered.  

 

I was speaking informally about my PhD topic with a colleague, who is in management in 

a different section, and she made the comment that it was the responsibility of the worker 

to meet the needs of their workplace. I found this opinion to be uninformed, but it is a 

common perspective. I thought that surely in a large organisation, management would be 

flexible and provide accommodations for the needs of workers. It seems that is not often 

the case. I marveled at the experience of one of the participants in my study who was a 

pharmacy retail assistant in a small rural town. Her entire working life was spent in this 
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business which changed hands several times. A breast cancer diagnosis when she was 

aged in her 50s elicited enormous support from this workplace, which continued paying 

her full salary even after her sick leave ran out and during the part-time period on her 

return to work. This story is remarkable and unique. It does not reflect the general 

experiences of women working with chronic illness.  

 

The stories of women with chronic illness are about difficulty, juggling, image making 

and stress. Some of the women in my study made it to extraordinary heights in their 

careers in management, government or business. They are truly to be applauded, but are 

careful to whom they reveal information about themselves or their illness, and they are 

even more careful about revealing weakness. It was an honour to be trusted with their 

stories. The perspective used in this research is that of insider knowledge combined with 

an industrial relations perspective that takes account of social justice and power. Through 

it, we will see stories that, from the viewpoint of the employee, expose the organisational 

attributes and characteristics that are influential in the outcomes for this group of women. 
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Chapter 2: Literature Review 
 

 

Chronic illness research draws on theory from various traditions, including disability, 

sociology, psychology, industrial relations and management. In the disability literature 

the medical model and social model of disability have been widely researched (Barnes 

2000; Donoghue 2003; Oliver & Barnes 2010). The medical model focuses on ‘individual 

medical conditions as the causes of disability’ (Smith 2008, p. 15). This perspective was a 

dominant feature in disability research in the 1950s. In the 1960s and 1970s, the 

Disability Rights Movement in Britain was instrumental in the development of a new 

model, known as the social model of disability (Oliver & Barnes 2010). This model was 

endorsed as part of the ‘resistance to social oppression and the medical model of 

disability’ (Peters et al. 2009, p. 543) and was described by Oliver and Barnes thus, 

‘while impairment may impose personal restrictions, disability is created by hostile 

cultural, social and environmental barriers’ (2010, p. 552).  

 

A movement away from the social model commenced in the 1990s because of its failure 

‘to capture the complexity of disabled people’s lives… Many disabled people face 

oppression much of the time. But disability cannot be defined as oppression’ 

(Shakespeare 2007, p. 11). Shakespeare also acknowledged that ‘disability is always an 

interaction between individual factors – predominantly impairment, aspirations and 

motivations, and contextual factors – environments, policies, barriers and so forth’ 

(Shakespeare 2007, p. 12). 

 

These and other attempts to move away from the social model were met by resistance 

from those who sought to preserve the social model as a means of political activism (see 

Donoghue 2003; Pinder 1997; Shakespeare 2007; Smith 2008; Swain & French 2000). 

Oliver, a supporter of the social model, said, ‘to mention biology, to admit pain, to 

confront our impairments has been to risk the oppressive seizing of evidence that 

disability is “really” about physical limitations after all’ (1992, p. 40 as cited in Swain & 

French 2000, p. 571). Supporting the shift, Swain and French went on to say that ‘pain 

and chronic illness are the recurring examples of impairments not addressed by the social 

model’ (Swain & French 2000, p. 571). A third approach, the biopsychosocial model 

provided an alternative.   

 Page 10  
 



 

 

The World Health Organisation (WHO) has used the biopsychosocial model for its 

Second International Classification of Functioning Disability and Health (ICF) since 

2001. WHO noted that:  

On their own neither model [social model or medical model] is adequate, although 

both are partially valid. Disability is a complex phenomena that is both a problem 

at the level of a person’s body, and a complex and primarily social phenomena. 

Disability is always an interaction between features of the person and features of 

the overall context in which the person lives, but some aspects of disability are 

almost entirely internal to the person, while another aspect is almost entirely 

external… [A] more useful model of disability might be called the 

biopsychosocial model (World Health Organisation 2002, p. 9). 

WHO stated, in relation to the biopsychosocial model, that ‘a better model of disability, is 

one that synthesizes what is true in the medical and social models, without making the 

mistakes each makes in reducing the whole, complex notion of disability to one of its 

aspects’ (World Health Organisation 2002, p. 9). This provides valuable background to 

the understanding of disability and chronic illness by international regulatory bodies.  

 

In Australia, the organisation People with Disability (PWD) is an advocacy group, 

broadly termed a cross disability disabled people’s organisation. They assess that the 

social model of disability is important in developing an understanding of impairment and 

socially constructed disability.  

The social model seeks to change society in order to accommodate people living 

with impairment; it does not seek to change persons with impairment to 

accommodate society. It supports the view that people with disability have a right 

to be fully participating citizens on an equal basis with other (People with 

Disability 2012). 

Disability activism in Australia employs the social model as the basis of its advocacy. 

Meekosha and Dowse state that: ‘there is an implicit assumption that disability is an 

individual attribute, adhering to the strictly medical model of disability, rather than seeing 

disability as socially constructed – a form of oppression’ (Meekosha & Dowse 1997, p. 

64). The history of the treatment of people with disability centred around deficit social 

attitudes and the medical model. In Australia, the focus for achieving improved outcomes 

for individuals with disability relies on the use of the social model. 

 Page 11  
 



 

 

Issues of disability within the Australian context have been influenced by those which 

occur in the UK and the USA; however, the context is different. ‘Post-colonial 

societies… have been forced to build local models of disability that draw on the British 

and North American traditions yet move beyond them’ (Meekosha 2004, p. 731). 

Meekosha also made the following statement relating to the Australian context: ‘the issue 

then, is to develop strategies which clearly articulate the range of experiences of 

women/people with disabilities and allow for a detailing of measures necessary for their 

effective participation and empowerment’ (Meekosha & Dowse 1997, p. 68). Effective 

participation and empowerment in the workplace within the Australian context will be 

examined in this thesis.  

2.1  Chronic illness and disability 

Researchers who have explored chronic illness in the workplace tend to focus on the 

interactions between individual factors and contextual factors (Shakespeare 2007). Many 

of these researchers explore workplace environments and focus specifically on chronic 

illness as a separate entity to disability (Beatty 2011; Myers 2004; Vickers 1997). The 

characteristics of chronic illness, including variability and severity of symptoms, lack of 

visibility and progression of disease, differentiate chronic illness from broader definitions 

of disability. The disability movement has had, at times, varying perspectives on whether 

chronic illness should be included within disability research. Inclusion of chronic illness 

as a disability depends on the perspective of the researcher (Barnes 2000). It is for this 

reason that where relevant, disability theory and research will be referenced in the thesis. 

In the Australian context, the Disability Discrimination Act includes chronic illness 

alongside disability. (This will be discussed in detail later in the chapter). This results in 

chronic illness being included under the broad banner of ‘disability’ in governmental 

regulation and in government sponsored research, such as Australian Bureau of Statistics 

(ABS) publications.  

 

Jung highlighted a difference between chronic illness and disability within the tertiary 

education environment: ‘the failure of chronic illness to properly fit the ideological 

framing of disability means that the suspicion and scepticism structured into policy are 

routinely activated when chronically ill women seek to obtain accommodation’ (2002, p. 

196). Jung was referring to the experiences of female post-graduate students with chronic 
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illness. She went on to explain that, ‘paradoxically, if they choose not to identify as 

disabled and to limit their use of the disability policy, chronically ill women contribute to 

their own social invisibility’ (Jung 2002, p. 196). While the context in which Jung 

researched is different to the workplace, she draws attention to the differences between 

chronic illness and disability. Her study points to the need to research chronic illness as a 

related, but distinct, area to disability.  

 

Beatty highlighted the characteristics of chronic illness that create issues within a 

workplace: 

A distinct feature of chronic illness is that symptoms are often invisible or 

ambiguous. This contrasts with visibility diversity categories such as age, race, 

and gender. Invisibility influences how a person manages social interactions, 

because getting special accommodation[s] for an illness requires some disclosure 

(2011, p. 189). 

The way that chronic illness is handled in the workplace involves management of 

symptoms which may be ‘invisible or ambiguous’ as well as the ability to access 

accommodations from supervisors. These are the combination of individual illness-related 

factors, and contextual factors to which Shakespeare (2007) refers. The remainder of this 

literature review will examine gender and chronic illness research, as well as concepts of 

disclosure, passing and covering, emotion work, emotional labour, aesthetic labour, social 

rules as well as the managerial and external requirements associated with working with 

chronic illness. These existing concepts form the basis for the individual and contextual 

factors and their interactions that will be explored throughout the thesis 

2.2  Gender and chronic illness research 

Women affected by chronic illness are individuals who are not extensively researched, 

although the number of studies which focus on both men and women is increasing. Some 

of the studies that have been undertaken in the area and that specifically focus on the 

impact of working on these women include those by Vickers (1997, 2001b, 2003b), 

Myers (2004), Pryce, Munir and Haslam (2007) and, Myers and Grasmick (1990). Jones, 

Latrielle and Sloane’s (2006) study on disability and gender examines issues of 

productivity and differentiates between work-limiting and non-work-limiting disability. 
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Vickers’ papers have a common theme of the disadvantage experienced by women with 

chronic illness at work. Vickers’ (1997) examination of the field focuses on issues of 

disclosure by women with an invisible chronic illness in the workplace. This article 

examined the literature pertinent to the decision-making process of women who were 

deciding whether to, how to, or when to disclose a chronic illness to colleagues. Vickers 

(2001b) focuses on eight mid-career women with unseen chronic illness. She highlighted 

the lack of current research of women, work and illness, and acknowledged that 

perceptions of illness were significantly influenced by the attitudes of society. Findings of 

Myers’ study focussed on individual ways of coping, such as physical, cognitive, social 

and spiritual. Marshalling material resources also proved to be important to enable coping 

with illness while working (Vickers 2001b). Vickers’ (2003b) phenomenological study of 

ten women who worked while experiencing an unseen chronic illness, examined the 

difficult expectations that others had of these women and the fractured identities which 

resulted. Issues of ‘inconsistency, ambiguity and ambivalence’ resulted in unrealistic 

expectations applied in workplaces which preferred ‘consistency and rationality’, were 

examined (Vickers 2003b, p. 96). What emerged from this study was a better 

understanding of the experience of the chronically ill at work, and that social expectations 

can contribute to a more difficult work-life.  

 

Pryce, Munir and Haslam’s (2007) study on the more narrowly defined area of cancer 

survivorship and work adjustment furthered some of the concepts used by Vickers in her 

research. They look closely at the impact of disclosure, managing symptoms and 

managing information about their condition. Multivariate logistic regressions were used 

to discover links between ‘symptoms, disclosure and work adjustments and working 

during treatment and returning to work following treatment’ (Pryce et al, 2007, p. 83). 

This research concluded that concessions made at work for an ill individual had a 

significant impact on their ability to cope with work (Pryce et al. 2007). The study 

highlighted that this is a field which is under-researched and that more extensive research 

is needed to understand the variables that influence those with illness in the workplace 

(Pryce et al. 2007).  

 

Myers’ (2004) exposition of the difficulties faced by an individual with chronic illness in 

a specific work situation delved into concepts such as disclosure, passing and covering 

(discussed later in the chapter), as each related to her own experiences of chronic illness. 
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Her findings included the importance of the creation of narratives which allow individuals 

to situate themselves and their illness within the expectations and rules of society.  

 

Myers and Grasmick (1990) studied the rights and responsibilities of pregnant women 

through the application of Parsons’ sick role model. (This will be explained later in the 

chapter). The authors critiqued Parson’s sick role model and highlighted issues which lie 

in the definition of ‘sick’ and they examined whether the definitions of illness varied 

across social class, age, gender and race. Myers and Grasmick (1990) drew the 

conclusions that the perception of what constitutes the role of illness might vary between 

the individual with the illness and society. Agreement is evident in most of these studies 

that the finer details of disclosure are problematic, with decisions about whether to 

attempt to hide their circumstances being dependent on the perceptions of colleagues or 

supervisors. 

2.3  Women and work 

To understand the situation of women with chronic illness in Australia, we need to place 

it in the context of the broader position of women in the Australian workplace. The 

participation of women in the Australian labour force has increased over the past 40 years 

(Whitehouse 2004b). Changes in legislation and regulation, over time, have assisted 

women to balance their life roles (see discussion later in this chapter on managerial and 

external requirements). Gains have been made in legislation but community attitudes 

often still reflect an expectation that caring roles will remain with women and, despite 

this, women have tended to be afforded insufficient flexibility at work to meet the needs 

of their caring responsibilities (Pocock 2003; Whitehouse 2004a).  

 

Women have tended to undertake part-time or casual work because it enables them to 

have the flexibility they need to fulfil their caring responsibilities (Vickers 2005). These 

types of work are often made up of poorer paid, lower level positions with few benefits to 

assist with work-family balance, caring responsibilities and other roles that women might 

undertake (Peetz et al. 2004).  

 

Societal acknowledgement of women’s caring responsibilities and how they influence 

their conditions at work has evolved gradually over time (Pocock 2003; Vickers et al. 

2004). Despite some gains in this area, women affected by chronic illness are still in a 

 Page 15  
 



 

more precarious position in the workplace because of existing perceptions of what 

constitutes a productive or ideal worker. These women find it difficult to conform to these 

expectations (Vickers 2012). The idea of an ideal worker is ‘essentially a worker with the 

male characteristic of freedom from domestic responsibilities’ (Whitehouse & Preston 

2005, p. 271). Whitehouse and Preston go on to say that, ‘prevalent ideal worker norms 

underpin the glass ceilings and maternal walls that impede women’s entry to, and 

progression within, highly paid managerial and professional positions’ (2005, p. 271). 

Individuals with chronic illness may also have difficulty complying with ideal worker 

norms, which have potential to decrease their workforce outcomes. Work-life balance for 

individuals with chronic illness is complicated by the need for flexible working 

conditions and a greater understanding for their life circumstances. Vickers (1998) reports 

that women with chronic illness are often denied the ‘assumption of competence’ in their 

place of employment. She found that women may be offered token flexibility at work 

such as improved accessibility of meeting venues, but for this benefit they may be 

required to perform duties when they should have been allowed to take sick leave. 

 

The literature discusses two types of flexibility: employee-friendly flexibility and 

employer friendly flexibility. Fleetwood states that, ‘some flexible working practices are 

employee-friendly and sought by employees to enhance their [work life balance]. Other 

practices are employer friendly and sought by employers primarily to pursue profit…’ 

(2007, p. 387). The flexibility referred to in this thesis is employee-friendly flexibility as 

it refers to that which is required to manage the needs of chronic illness as well as the 

workplace.  

 

The achievement of positive labour market outcomes for women appears to be more 

likely where they have access to flexibility, collective power and greater employer 

understanding (Gordon et al. 1998; Vickers 2001a). Pay equity has been long sought and 

been high on the union agenda since at least 1968 (Whitehouse 2004b). Yet it continues 

to be problematic, due in part, to the social circumstances surrounding the employment of 

women, such as their caring roles and their predominance in part-time and casual work 

(Todd & Eveline 2004). Collective power through the influence of unions, in unionised 

workplaces, has gone a long way towards correcting the existing power imbalance in the 

workplace women experience. The predominantly economic rationalist approach to 

management in Australian business has devalued the importance of work-life balance to 
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the point where workers are unsure of those employment rights that allow for the 

contingencies of life (Goffman 1986; Pocock 2003; Timberlake 2005). 

2.4  Caring 

Disadvantage felt by women with chronic illness may be caused by an inability to access 

the working hours they desire. Caring responsibilities may compound these difficulties 

which may result in them working more hours or fewer hours than they would prefer. 

‘Workers with caring responsibilities may be unable or unwilling to work “full-time”’ 

(Murray 2005, p. 73). This choice has the possibility of disadvantaging workers in the 

workplace as, generally, ‘part-time workers (relative to full-time workers) have low 

expectations regarding the quality of their job’ (Jocoy 2003, p. 37). Women with the dual 

impact of chronic illness and caring may experience additional disadvantage. 

 

Women are participating in the workforce in greater numbers than ever before, they have 

faced changes in family structure, and they have taken on greater challenges (Whitehouse 

2004a). Increasing numbers of individuals with chronic illness means that these 

challenges may be more significant than some work life research has anticipated. Women 

who might already experience disadvantage because of their caring responsibilities, may 

find that they do not have the flexibility needed in their working arrangements to also 

manage a chronic illness. Pocock points out that: 

The fact that individuals have different preferences, that these change over time 

(often in unpredicted ways), and that many work and care events arise not from 

preferences but circumstances beyond individual control, means that policy should 

provide a menu of options that accommodates diverse situations (2003, p. 245). 

 

Diverse situations changing in unpredicted ways reflect the situation in which many 

carers find themselves when also confronting the difficulties of illness. ‘Many women 

workers struggle to escape low-paid jobs, partly because of the ongoing absence of 

adequate public and workplace supports for working carers’ (Masterman-Smith & Pocock 

2008, p. 41). Pocock goes on to comment that, ‘at present caring responsibilities remain 

in the main with women, and most are done in the private sphere of the home, family and 

extended family’ (Pocock 2003, p. 205). Social expectations of how women are expected 

to manage caring roles have resulted in women managing their specific caring 

circumstances from outside the workplace. These expectations have a curious parallel to 
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the social requirements of those with illness. Organisations expect that illness 

circumstances belong in the private domain of workers and they may fail to offer 

accommodations. 

2.5  Power 

The research questions of this thesis revolve around the workplace experiences of women 

with chronic illness. An important aspect of these experiences is the power that they are 

able to hold or exercise. Researchers who examine chronic illness in the workplace tend 

to focus on the disadvantaging effects of chronic illness (Pinder 1996; Vickers 2009b) but 

not specifically on the role that power plays in their experiences. If individuals with 

chronic illness wielded some form of power it would be expected that they would 

experience fewer negative working outcomes. Vickers (2009b) highlights that bullying is 

one such difficulty that individuals with illness might experience.  

 

The study of power has a long tradition in political sociology (Bachrach & Baratz 1970; 

Dahl 1961; Lukes 1978). The literature in that field experienced a number of important 

developments from the 1950s through to the 1970s with the debates about ‘faces of 

power’, which relate to whether and how power is exercised and is observable. The 

debate was advanced by Dahl who rejected a prevailing conception of power based on 

reputation. He indicated that greater rigour was required and proposed what he saw as a 

precise definition: ‘A has power over B to the extent that he can get B to do something 

that B would not otherwise do’ (Dahl 1957, pp. 202-3). This came to be known as the first 

face of power. He argued that the pluralist system is made up of competing interests. 

Peetz elaborated that, within this framework, ‘power… can be observed in the outcome of 

decisions, where the overtly conflicting interests of employees and corporations are 

somehow resolved’ (2006, p. 75). Peetz goes on to say that, in the negotiation of 

agreements between workers and corporations, ‘if the workers got what they wanted, you 

would say that they had considerable power’ (2006, p. 76). While workers with illness 

might not enter into negotiations in the same formalised manner, the outcomes of their 

requests for accommodations, where they are seen to compete in some way with the 

concept of good business, may be evidence of their power.  

 

Bachrach and Baratz (1970), a few years later, identified what they claimed was a second 

face of power. They contended that: ‘the pluralists themselves have not grasped the whole 
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truth’ (1970, p. 4) ‘The second face is where the interests of one side are subverted 

because key issues of concern to them are absent from decision making processes’ (Peetz 

2006, p. 75). This aspect of power may also apply to those with chronic illness, in 

situations where not all the information regarding the situation may be supplied to an 

employer due to a need for privacy. That is, a person with chronic illness may be unable 

to have their specific interest relating to their chronic illness considered if that 

information has not been disclosed. In this circumstance, disclosure may provide the key 

to power. Where there is no disclosure there may be lower levels of power exercisable by 

people with chronic illness through the ‘second face’ effects. In addition, employers may 

display adverse social attitudes which discourage or prevent a full disclosure of work-

related information pertaining to the illness. Workers with chronic illness may feel that 

they are unable to raise matters because of indications from management that they would 

not be sympathetic. Thus, while conflict is overt in the first face of power, it is covert in 

the second face.  

 

In the 1970s, Lukes developed a third face of power. This is where power is exercised 

through ideologies or values that prevent people (with lower power) from recognising 

their true interests. This focuses on the role of ideology and attitudes. He said that this 

third face of power ‘allows for consideration of the many ways in which potential issues 

are kept out of politics, whether through the operation of social forces and institutional 

practices or through individuals’ decisions’ (Lukes 1978, p. 78). Peetz paraphrased it 

thus: ‘the third face is when conflict is latent (that is, present but not active) because the 

interests of the stronger prevail over the weaker’ (2006, p. 75). In analysing how power is 

exercised in relation to women with chronic illness at work, it is important to understand 

these different faces. In practice, this study mainly focuses on the first two faces. We may 

not be able to observe the third face, as that would only really be exercised if the 

development of ideology in the workplace was such that women with chronic illness saw 

no conflict of interest between themselves and managers or co-workers. This is neither an 

idea that is well developed in the literature nor one that was investigated through the data 

collection.  

 

Resource dependency theory (Pfeffer & Salancik 2003) provides an additional 

perspective that may help explain how some women with chronic illness might exert 

higher levels of power than others in their workplace. Power accrues to entities that have 
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resources of which others wish to make use. ‘A fundamental assumption of resource 

dependence theory (RDT) is that dependence on “critical” and important resources 

influences the actions of organisations’ (Nienhuser 2008, p. 10). Thus, workers with skills 

or knowledge which are in short supply and high demand may be able to access the 

accommodations they need because of the dependence of the organisation on the 

resources that they possess (Peetz & Murray 2013). In this thesis, I refer to this balance 

between the extent to which skills of particular workers are in short supply and high 

demand as their ‘labour market power’, as the dependence of the organisation on them 

gives those employees greater power in the labour market. This power may be external – 

the employee has skills that are in demand by a number of potential employers. 

Alternatively, it may be internal – the employee has knowledge or skills that are specific 

to the organisation but which are rare and valued within the organisation, even if they are 

not in high demand outside the organisation. Where workers are in demand, they may be 

able to access flexibility. When the supply of workers is plentiful, the power of any one 

worker is limited (Pfeffer & Salancik 2003).  

2.6  Disclosure 

Women with chronic illness are disempowered through the absence of disclosure, which 

creates difficulties in terms of the second face of power. Some individuals might choose a 

strategy which includes disclosing or ‘coming out’ of the closet of illness (Vickers 

2003b). ‘Coming out with illness can be liberating – a move from the ”resistance 

identity” of defensiveness stemming from a devalued sense of self, to a ”project identity” 

where one proactively constructs a new identity that redefines her position in society’ 

(Myers 2004, p. 268). The decision to ‘come out’ is governed by a variety of factors 

including the nature of the disease, its symptoms, and the expectations of illness held by 

the individual and their family and colleagues. These combine to establish the potential 

results of revealing their disease (Bury 1991). Charmaz supports this and adds other 

contributing factors. ‘What it means to disclose illness and disability depends on a 

person’s health problem, cultural traditions, social values and norms, hierarchical 

arrangements, and specific policies in a given workplace’ (Charmaz 2010, p. 8).  

 

The way that individuals choose to present themselves and manage information about 

their illness in their workplace will influence their disclosure decision. Charmaz points 

out that, ‘understanding chronically ill and disabled people’s present and preferred 
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identities and the context of their work are prerequisites for understanding the form, 

content and logic of disclosing illness and disability in their respective workplaces’ 

(2010, p. 16). Decisions about disclosure also need to take into consideration whether the 

workers require accommodations (Charmaz 2010). Disclosure may be seen as an action 

which facilitates management and peer support.  

2.6.1  Passing and covering 

Integral in the decision about whether to disclose an illness are the concepts of passing 

(DeJordy 2008) and covering (Myers 2004). Where an employee has a choice about 

revealing an illness, there is initially no involvement of a sick role as they are considered 

to be ‘passing’ as normal (Vickers 2001b). In this circumstance, disclosing the illness is 

not necessarily required, although some workers might choose to disclose in order to 

organise support for a time when it may be needed (Vickers 2001b). These workers risk a 

different kind of stigma, that of a ‘malingerer’ or one who has ‘delusions of illness’ 

(Werth 2007) in order to gain attention or support which others feel that they do not 

deserve. Thus, the appearance of wellness in the sufferer may also contribute to problems 

of understanding (Vickers 1997). After ‘passing’ as a well person for a period of time, it 

is possible that the individual with chronic illness may become ill which may then require 

that they disclose (Myers 2004). Once disclosure has taken place they may still choose to 

cover their illness, that is, they might attempt to manage their symptoms in order to 

manage the way they are perceived by others in the workplace.  

 

Covering involves ‘keeping stigma from looming large’ (Goffman 1986, p. 102). 

Goffman includes cosmetic techniques as part of covering where physical aspects of 

illness need to be hidden. He describes how a blind individual may act and may employ 

‘cosmetic techniques’ (Goffman 1986, p. 102) in a certain way to hide their inability to 

see. These cosmetic techniques are related to the concept of aesthetic labour, which 

Warhurst defines as ‘the physical appearance, or more specifically the embodied 

capacities and attributes of those to be employed or are employed’ (Warhurst et al. 2000, 

p. 2). Key aspects, which are covered by the concepts of emotion work and aesthetic 

labour, include managing the knowledge of one’s illness, and managing the reaction of 

others to the illness at the point of disclosure and then in an on-going manner. DeJordy 

lists covering as ‘engaging in normalising behaviour despite having revealed a 

stigmatized identity’ (2008, p. 513). Myers uses covering to portray ‘an attempt to 
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downplay a condition’ after disclosure, while passing involves ‘deliberate concealment’ 

which occurs prior to disclosure (Myers 2004, p. 261).  

 

Passing is a concept that has been used to refer to the action of an individual with a 

stigmatised identity where they deliberately hide key aspects of their identity. Goffman 

defined passing as ‘the management of undisclosed discrediting information’ (1986, p. 

42). Goffman defined stigma as ‘an attribute that is deeply discrediting’ (1986, p. 2). He 

also explained that such an attribute is not necessarily ‘creditable nor discreditable as a 

thing of itself’ (1986, p. 2), the discreditable nature of the attribute may be decided by 

social expectations. Because of stigma, which may be associated with chronic illness, 

individuals may choose to pass. The range of behaviours involved in passing may include 

deliberate concealment (Myers 2004), misrepresentation of the self to project 

conformance (DeJordy 2008), discretion (Herek in Clair et al. 2005), or simply the 

avoidance of the revelation of any ‘discreditable invisible identity’ (DeJordy 2008, p. 

508). The assessment of the environment in a workplace will influence the considered 

value of strategies such as passing, normalising or management of the self, and influence 

the types of behaviour or work individuals with chronic illness will employ in the 

workplace. These begin with the ‘subtle mental dialogues which people with illnesses and 

disabilities engage in as they attempt to gain, and sustain, a place in the labour market’ 

(Pinder 1995, p. 606). Coping necessarily starts with the management of the self. How a 

worker with chronic illness manages the self, while attempting to appear to be normal or 

engaging in passing, forms the basis of the work that they undertake in their employment. 

Bandura points out that ‘a sense of selfhood is the product of complex interplay of 

personal construal processes and the social reality in which one lives’ (2006, p. 170). The 

working environment forms a part of the social reality in which an individual with 

chronic illness lives. Their ‘personal identity is partially constructed from [their] social 

identity as reflected in how [they are] treated by significant others’ (Bandura 2006, p. 

170). Thus, there is an impact of the attitudes or perceived attitudes of others in the 

workplace on the personal identity, or the self, as they function at work. 

 

DeJordy identifies five different concepts which ‘involve deliberately misrepresenting the 

self to project conformance with dominant or expected norms’ (2008, p. 511). These are 

emotional labour, covering, compliance, impression management and facades of 

conformity. Emotional labour ‘requires one to induce or suppress feelings in order to 
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sustain the outward countenance that produces the proper state of mind in others’ 

(Hochschild 1983, p. 7). Covering involves hiding an illness after disclosure. DeJordy 

identifies compliance as where ‘individuals publicly change beliefs under external 

pressure, without changing internal beliefs’ (2008, p. 511). Impression management is 

where ‘individuals appear to embrace the same ideas and ideals as a supervisor or other 

influential person even if they do not’ (DeJordy 2008, p. 511). Finally, facades of 

conformity are where ‘individuals also appear to embrace values that may be inconsistent 

with their personal values, but instead of signalling conformance to the values of a 

supervisor or other influential person, they project conformity with abstracted 

organisational values’ (2008, p. 511). Each of these concepts refers to the presentation of 

the way individuals with stigmatised identities appear to others. However, to look 

holistically at the work undertaken by those with illness in their places of work also 

requires that other concepts be included in this list. Aesthetic labour and emotional 

labour, as well as skills such as agency and negotiation, form part of what those with 

illness deploy to manage the expectations of others in their workplace.  

2.7  Emotion work and emotional labour 

Emotion work is a concept that is relevant to chronic illness. Another related concept is 

emotional labour, which is sometimes used interchangeably with emotion work, but the 

two are generally treated as distinct concepts. Emotional labour is defined as the labour 

that ‘requires one to induce or suppress feelings in order to sustain the outward 

countenance that produces the proper state of mind in others’ (Hochschild 1983, p. 7). 

While Bolton and Boyd describe emotion work as ‘presentational emotion management’ 

(2003, p. 291). James comments that emotional labour ‘is about action and reaction, 

doing and being, and can be demanding and skilled work’ (1992, p. 500). The literature 

available on emotional labour and emotion work covers: various types of care work, such 

as nursing (James 2008); emotional labour undertaken in different social settings (Exley 

& Letherby 2001; Frith & Kitzinger 1998; Yoo et al. 2010); the emotional labour carried 

out at work as part of a work role (Schaubroeck & Jones 2000); in call centres (D'Cruz & 

Noronha 2008), and the emotional labour carried out at work which is not part of a 

required work role, but forms part of the social expectations of individuals in the 

workplace (Wharton 2009).  
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DeJordy (2008) connects passing, covering and emotional labour (by which he means 

emotion work) in the workplace for groups with invisible stigmatised identities which 

includes those with chronic illness. Emotion work is deployed by those with chronic 

illness in their employment both before and after disclosure. Disclosure of illness 

information, partial or total, forms part of the emotion work which may be undertaken by 

those with chronic illness. The disclosed information influences the way in which work 

colleagues create their own understandings of appropriate behaviour, attitudes and 

expectations of what it means for their colleague to work with illness. 

 

Colleagues react differently to illness information. They may feel that the ill person has a 

responsibility to act in particular ways resulting in the formation of certain expectations 

of the ill employee. The difference between personal expectations and those of colleagues 

and supervisors, highlights the extent and type of emotion work required of the individual 

with chronic illness. Exley and Letherby regard emotion work as ‘the work people do on 

their own emotions to conform to dominant expectations in a given situation’ (2001, p. 

115). Expectations of wellness are often included in workplace culture. Individuals who 

have difficulty conforming to the workplace culture may find that they are told, ‘Things 

aren’t really working out,’ and they need to find a job better suited to their needs (Millen 

& Walker 2001). As a result, they need to actively preserve their image of capability 

which then requires the use of emotion work.  

 

An employee may need to deploy emotion work to induce a ‘proper state of mind’ in their 

supervisor and colleagues (Hochschild 1983, p. 7). To this end, individuals with chronic 

illness perform emotion work in order to cover their symptoms so that they may be 

considered ‘normal’ in their workplace. It could be this pressure to conform which causes 

individuals with chronic illness to manage their symptoms and working circumstances in 

ways which allows them to successfully manage the expectations of others in their 

workplace. Townsend (2005) points out that emotional labour may be exhibited between 

co-workers and subordinates as well as with supervisors. Bolton and Boyd take this 

further and make the point that ‘it is not always the organisation that defines the 

emotional agenda’ (2003, p. 291). They identify four forms of emotion management, 

which are: pecuniary, prescriptive, presentational and philanthropic.  

Pecuniary emotion management and presentational emotion management may be 

compared to Hochschild’s terms emotional labour and emotion work… 
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Prescriptive emotion management allows a detailed analysis of times when an 

employee may follow occupational feeling rules but not necessarily as an exercise 

in cost efficiency. Philanthropic emotion management displays how an 

organisational actor may not only follow organisational prescription but may 

decide to give that ‘little extra’ during a social exchange in the workplace (Bolton 

& Boyd 2003, p. 291). 

 

Presentational emotional management, as termed by Bolton and Boyd, or emotion work, 

as it is called by others, appears to be the type of ‘work’ often undertaken by those with 

chronic illness: they may manage their own emotions to achieve a certain outcome in 

those with whom they work. The literature discussed in upcoming sections uses emotion 

work and emotional labour almost interchangeably. The distinction made by Bolton and 

Boyd (2003) is often not acknowledged. 

 

Non-disclosure of an illness in the workplace requires the performance of emotion work 

and passing in order to maintain an appearance of capability and normality. This is 

achieved through the evaluation of the reactions of others to possible disclosure triggers. 

Alternatively, disclosure may result in reduced tension between outward appearances and 

inward attitudes. Emotion work may still be required after disclosure for different 

reasons. Protective disclosure ‘involves more conscious emotional calculations, providing 

information without disclosing one’s vulnerable emotions, thereby separating the 

information from the emotion and reducing its threat’ (Charmaz as cited in Yoo et al. 

2010, p. 206). Protective disclosure is more likely to form part of the emotion work 

carried out in the workplace. Yoo (2010) goes on to point out that emotion work involves 

the anticipation of possible reactions of those to whom they are disclosing and the 

management of the emotions of those people. The management of disclosure events and 

related emotion work is extremely important to these workers, their current job and their 

future careers. Revealing illness information ‘takes emotional resources and opens one up 

to vulnerability, scrutiny, and possibly rejection’ (Yoo et al. 2010, p. 206). The risks of 

not successfully managing the emotion work involved both before and after disclosure, 

are considerable and may result in negative outcomes for relationships at work and may 

affect their professional image.  
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Supervisors might expect a certain level of emotion work and require that employees ‘fit 

in’ with the culture at work. This might also apply to women with chronic illness who are 

attempting to maintain their appearance of capability and find that emotion work becomes 

a part of the way they behave at work. This may be the cause of on-going differences 

between their outward emotions and their private realities (Noon & Blyton 2002). 

Women with chronic illness might also try to circumvent negative attitudes by being hard 

workers and attempting to gain ‘credit’ for a time in the future when they may need to 

gain flexibility or understanding from their workplace to accommodate their symptoms. 

‘Real work/life balance arrangements are negotiated by bosses and individuals on an as-

needed basis using the performance-for-flexibility chit system’ (Welch & Welch 2010, p. 

9). Obtaining support from management and peers may require them to perform above 

and beyond the requirements of the workplace and meet the unspoken emotion work 

requirements of the workplace.  

 

Social expectations of those with chronic illness require certain behaviours in 

organisational settings. ‘Workplaces tend to employ organisationally oriented definitions 

of what constitutes a good employee’ (Fisher 2008, p. 584). Maintaining appearances of 

capability when faced with these culturally dominant norms can be difficult. The 

implications of being unable to conform to the socially acceptable sick role, while 

complying with the expectations of the capable worker, are considerable (Schaubroeck & 

Jones 2000). In the emotion work exchanges in the workplace, workers need to abide by 

‘emotional display rules [which] refer to norms about appropriate emotional expression 

for specific situations’ (Schaubroeck & Jones 2000, p. 163). These are rules which govern 

disclosure and on-going emotion work in workplaces. 

 

Engaging in emotion work is essential for the preservation of professional credibility in 

the face of powerful norms, which indicate that those with illness have a ‘discredited 

identity’ (Goffman 1986; Millen & Walker 2001). While managing interactions with 

others, these individuals realise social control ‘through control of the self and self-

control’ (Freund 1990, p. 470). This is achieved through a process of personally owning 

definitions that are imposed by others (Freund 1990). These individuals employ emotion 

work in order to act appropriately and gain support from their workplace for the 

circumstances of their illness. 
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2.8  Aesthetic labour 

Aesthetic labour, together with emotional work, form a portion of the activities carried 

out by women with chronic illness in their places of work. Aesthetic labour is defined in 

the literature as ‘the physical appearance, or more specifically the embodied capacities 

and attributes of those to be employed or are employed’ (Warhurst et al. 2000, p. 2). 

Organisations then develop these ‘capacities and attributes’ to create a particular service 

encounter for their customers, or they may wish to build a particular culture for their 

employees in the workplace. The aesthetic qualities of employees are then used to the 

advantage of the organisation through appealing to the senses of their customers 

(Warhurst et al. 2000), and in so doing the organisation creates a desirable environment 

for their customers. The culture of an organisation might also have expectations of their 

staff which are implicit, such as what a ‘normal’ worker looks like or how they are 

expected to behave.  

 

Chronically ill workers might find that they need to put more effort into maintaining their 

appearance in order to look ‘normal’ (Myers 2004). This might mean wearing additional 

makeup to disguise a pale face or wearing smart but accommodating clothing for easy 

movement where a person has a form of arthritis. Where symptoms of an illness are 

visible and looking ‘normal’ is not an option, workers might choose to employ aesthetic 

labour to downplay symptoms. For example, where a woman has arthritis, she might 

choose to wear a long skirt in order to minimise the look of her limp.  

 

Organisations employ staff based, in part, on their attitudes and appearance (Warhurst et 

al. 2004). They also have expectations on the way an individual will look at work. Some 

workplaces have uniforms (ie airline attendants) and others have expectations for the way 

their staff dress (ie staff in jeans stores might be required to wear clothing from the store). 

Professional service organisations might not explicitly require staff to wear a particular 

type of clothing, but the culture might require that female staff wear shoes with heels. 

This is the type of informal requirement which can be difficult for staff with any type of 

mobility issue to comply with. In order to fit in, a worker might wear heeled impractical 

shoes so that she is not considered to be different, even though they might be difficult to 

wear. Vickers found that workers with chronic illness ‘who are not able to work, look or 

behave in the same way as other workers… may be stigmatised and rejected’ (2012, p. 

189). 
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Workers with chronic illness also use aesthetic labour in various ways to present their 

image as a capable or valued worker. Looking as though they ‘fit in’ is important for an 

individual with chronic illness (Vickers 2012). If they have already disclosed their illness, 

then they will be trying to preserve their image as a professional worker (Myers 2004). If 

they have not yet disclosed then they will be attempting to look much like their 

colleagues. As Warhurst et al (2000) point out, there has previously been an emphasis on 

the types of attributes and skills which form part of the requirements of employees at 

work. The implicit requirements for all workers, which might negatively affect those with 

chronic illness, include complying with unwritten codes of ‘how to look or act’. Even 

moving quickly and freely can imply efficiency and interest in work, but this type of 

movement is not necessarily a requirement of the job, and may prove to be a problem for 

those with diseases which affect mobility. These types of expectations result in 

individuals feeling that they need to offset perceptions of this seemingly negative 

attribute. ‘Employees who don’t possess the physical, emotional or cognitive attributes 

that other members of the organisation determine should be present (by whatever means, 

reasonable or unreasonable, explicit or implicit), may be stigmatised and discredited’ 

(Vickers 2012, p. 78). 

 

Demonstrating their value as an employee is often important to workers with chronic 

illness. They may attempt to do this by attempting to prove their value to the organisation 

to make up for an illness which may not fit with the, implicit or explicit, culture of the 

workplace. Warhurst points out that ‘if emotional labour seeks to shape employees’ 

feelings, then aesthetic labour seeks to similarly shape employees’ corporeality, and for 

the same reason – commercial gain’ (2009, p. 132). The aesthetic labour undertaken by 

chronically ill workers is different to the type of aesthetic labour deployed in a service 

environment. Aesthetic labour for these workers is used to influence the way they appear 

to colleagues in the workplace. Bolton and Boyd (2003) discuss emotional labour as a 

requirement of staff in their interactions with other employees.  

 

Aesthetic labour is one strategy that individuals with chronic illness may employ to 

mitigate the stigma that may be attached to having an illness (Vickers 2012). Goffman 

defines stigma as ‘an attribute which is deeply discrediting’ (1986, p. 2). Workers with 

chronic illness may be conscious that their workplaces do not accommodate staff who 
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look sick. The discrediting of those who are, may form part of an unwritten culture which 

causes others to be wary of disclosing. The stigma associated with illness can also cause 

those who have disclosed to utilise aesthetic labour to preserve an ongoing appearance of 

capability to prove that even though they have disclosed a diagnosis, it still does not 

affect them.  

 

In Australia, discriminating on the basis of physical appearance (or ‘lookism’ or 

‘appearance-based discrimination’) is only explicitly illegal in Victoria. The Victorian 

Equal Opportunity Act 1995 prohibits discrimination on the basis of physical features 

(Waring 2011). For workers with chronic illness, the Federal Disability Discrimination 

Act prohibits discrimination on the basis of illness or disease and also physical 

disfigurement, so there is a degree of legal protection for those with a diagnosed illness 

which affects the way they look. However, Warhurst notes that ‘employers appear to 

discriminate in favour of people perceived to be better looking or who are perceived to 

have the “right look” and penalise those perceived as less physically attractive or having 

the “wrong look”’ (2009, p. 132). This tendency has the potential to impact on those with 

illness. In Victoria, only a small number of complaints have been made concerning 

discrimination on the basis of physical features and this is thought to be because of ‘the 

embarrassment complainants may experience in bringing these matters forward’ (Waring 

2011, p. 200). Individuals with illness are also less likely to seek redress because these 

undertakings are often protracted and they need to consider their health.  

 

Warhurst and Nickson point out that organisations seek ‘to mobilize, develop and 

commodify capacities and attributes through [their] employees’ work, in order to 

aesthetically appeal to customers’ (2007, p. 115). They may capitalize on attributes which 

are not relevant to their ability to perform their work. This has the potential to 

disadvantage those who have the ‘wrong’ physical features or other undesirable 

characteristics associated with illness, not because of their knowledge, skills or abilities 

but because of a perception of what constitutes an ‘ideal’ worker. Embodied capacities 

may ‘manifest through speech, body language and dress’ (Warhurst & Nickson 2007, p. 

116). Different chronic illnesses may influence each of these ways of presenting in the 

workplace. In addition to this we will now consider these issues from the perspective of 

socially expected behaviours.  
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Bourdieu and Passeron (2000) regarded ‘habitus’ as socially learned ways of acting which 

are obtained through life experiences. ‘These ‘conditionings’, manifest through manner of 

speech, body language and dress for example, produce habitus or ‘systems of durable, 

transposable dispositions’ (Bourdieu as cited in Warhurst & Nickson 2007, p. 116). Ways 

of acting while in the workplace are drawn from broader social experiences. The 

translation of these into expected behaviours at work may exclude those with chronic 

illness from participation because of their difference.  

 

The concept of aesthetic labour is relevant to the working situation of those with chronic 

illness. Preserving the appearance of capability and normality requires a variety of 

behaviours including aesthetic labour as well as emotion work, passing or covering. 

Women who undertake these actions use agency to do so, this will be discussed in the 

next section.  

2.9  Agency 

Hay defines agency as ‘the intentional and motivated capacity to act’ (2010, p. 260). 

Individuals with chronic illness may find themselves in situations where they need to be 

intentional about their behaviours in order to present themselves as ‘normal’. Agency, for 

those who are representing themselves as normal despite a chronic illness, requires taking 

control of aspects of an, at times, uncontrollable self in order to maintain a normal and 

capable appearance (Bandura 2006). 

 

Agency plays a pivotal role in the process of preserving appearances in the workplace 

after the diagnosis of an on-going illness. Agency forms part of building an appearance of 

capability or normality when there may seem to be evidence to the contrary. This 

evidence might include the symptoms of an illness which may appear to others to be 

debilitating or which require a particular type of socially acceptable response. Agency 

becomes an important part of the work employed by those with chronic illness in the 

workplace. Bandura expands this concept further and adds that ‘people conceive of ends 

and work purposefully to achieve them. They are agents of experiences, not just 

undergoers of experiences’ (Bandura 2006, p. 168). Acting as agents in representing 

themselves at work allows workers to manage the way they are perceived by others and 

provides a means for them to achieve their employment related goals. 
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Bandura (2006) lists four core properties of human agency, these include: intentionality, 

forethought, self-reactiveness and self-reflectiveness. Each of these properties contributes 

to the type of agency exhibited by those with chronic illness in the workplace. 

Intentionality, ‘refers to acts done intentionally’ (Bandura 2001, p. 6), and includes 

planning with the aim of achieving particular outcomes (Bandura 2001). Presenting the 

self with intentionality to reach particular goals, such as normalising (as part of 

asymptomatic work), or the way the self is presented to others (as part of adaptive work) 

(Bury 2001), is an ‘agentic action’ which explores, manipulates and influences the 

environment of that individual (Bandura 2006). 

 

The goal-achieving perspective of agency is reflected in the concept of forethought and is 

particularly relevant to those with illness because it covers aspects of agency that 

influence decision making and the assessment of the consequences of those decisions. It 

also assists individuals with chronic illness to ‘select and create courses of action likely to 

produce desired outcomes and avoid detrimental ones’ (Bandura 2001, p. 7).  

 

Self-reflectiveness is the fourth concept that Bandura associates with human agency. He 

states that ‘people are not only agents of action, but are self-examiners of their own 

functioning’ (Bandura 2001, p. 10). Agency for an individual with illness also forms part 

of their self-belief that they can influence their control over the self as well as their 

environment. Self-reflectiveness enables those working with illness to monitor 

themselves and how they respond to their working situation, in order to achieve their 

desired goals. Self-reactiveness gives individuals: 

the ability to give shape to appropriate courses of action and to motivate and 

regulate their execution. The self-regulation of motivation, affect [sic], and action 

is governed by a set of self-referent sub-functions. These include self-monitoring, 

performance self-guidance via personal standards and corrective self-reactions 

(Bandura 2001, p. 8).  

This aspect of agency highlights the ability of individuals to do more than just make 

plans, it refers specifically to their ability to carry them out, with the purpose of achieving 

particular outcomes. Agency thus involves not only the deliberate ability to make choices 

and action plans, but also to monitor them and see them through to attainment of the 

desired goal. 
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Bury uses the term ‘strategy’ specifically in relation to individuals with illness, to 

describe some aspects of human agency as explained by Bandura (2006). Bury defines 

strategy as ‘the different ways people mobilize resources to meet the situation in which 

they find themselves… it involves day to day tactics employed to circumvent, mitigate or 

disguise the effects of disruptive symptoms’ (Bury 2002, p. 14) and maximises favourable 

outcomes in the workplace (Bury 1991). The concept of ‘weighing up’ different forms of 

action is important in the agency displayed by individuals with chronic illness (Bandura 

2006; Bury 1991). Bandura commented:  

Within the rule structures of social systems, there is a lot of personal variation in 

their interpretation, enforcement, adoption, circumvention and even active 

opposition. These transactions do not involve a duality between a reified social 

structure disembodied from people and personal agency, but a dynamic interplay 

between individuals and those who preside over the institutionalised operations of 

social systems (2001, p. 14). 

Theory on the behaviours of individuals with chronic illness in the workplace regarding 

disclosure and managing reactions of their illness, is largely limited to passing, covering 

and emotional labour. These are very useful in explaining the behaviours of those with 

chronic illness, however, when agency theory is considered in addition to existing theory 

it has the potential to more fully explain these behaviours (Freund 1988). 

 

Participation in the workforce is sometimes considered inappropriate for those with 

illness, and when outsiders see individuals with chronic illness struggling with symptoms, 

treatments and the requirements of their employment, there is a tendency to question why 

they would bother to continue to work. Bandura comments that work, in addition to 

providing income, serves ‘as a major source of personal identity, self-evaluation and 

social connectedness’ (2006, p. 176). When employment is viewed this way, the value of 

work is in its importance as a component of life and continuing to work may be just one 

way that individuals with chronic illness undertake to present themselves. Reports show 

that the economic importance of workforce participation of those with illness also 

contributes to their well-being (Australian Institute of Health and Welfare 2009; 

Australian Network on Disability 2011). 

 

To be an agent for oneself is to undertake to ‘influence intentionally one’s functioning 

and life circumstances’ (Bandura 2006, p. 164). This perspective is one of human agency 
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which contrasts with traditional agency theory which looks at ‘the contract between the 

principal and the agent’ (Eisenhardt 1989, p. 59). Human agency theory shows 

individuals as representatives of themselves. 

 

Individuals working with chronic illness, who act as representatives of themselves, may 

be credited with being resilient. ‘Resilience clearly involves agency (as a refusal to accept 

one’s fate) but the “action” that accompanies resilience is often primarily internal rather 

than external, for example the refusal of self-pity’ (Frost & Hoggett 2008, p. 442). 

Undertaking to represent oneself involves intentional behaviour in the management of the 

reactions of others to information about or symptoms of their illness. These reactions may 

vary. They might depend upon the personal experience of others regarding the illness, 

stigma or the perceptions of a particular chronic illness. Workers with chronic illness 

need to be prepared to represent themselves to different individuals or groups who may 

each react differently.  

2.10  Social rules 

In the unwritten understanding of how to behave when ill at work, there is a collective 

knowledge of behaviour that is developed within working groups. Women absorb these 

norms through the development of relationships within the group and fostering their own 

social capital and ‘working out’ of the most appropriate way to act as one with illness in 

the workplace (Freund 1988; Moreira 2004). Different workplaces have varying social 

expectations and policies regarding workers who have illness. The ability to successfully 

interpret the regulations and social rules is important when negotiating informally for 

acceptance in a workgroup and formally for accommodations. ‘Managing the workday 

can become a problematic source of continual negotiation. Requests for breaks, schedule 

changes and mobility accommodations may not be understood or approved’ (Charmaz 

2010, p. 13). A knowledge of who to ask and when for these requests, are skills which 

can only be developed through experience. 

 

Working with illness seems to have different implications for women than it does for 

men, so it is unsurprising then that women might choose to work together to develop 

appropriate behaviours and understandings about ways of working which are appropriate 

for those with illness.  
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People do not live their lives in individual autonomy. Many of the things they 

seek are achievable only by working together through interdependent effort. In the 

exercise of collective agency, they pool their knowledge, skills and resources and 

act in concert to shape their future (Bandura 2006, p. 165). 

Women have been shown to invest in partnerships with others in order to reclaim agency 

and thus gain better control of their circumstances of illness in medical settings (Tang & 

Anderson 1999). This also applies to women in the workplace. Women working with 

other women with illness appear to have formed a specific form of social capital which 

supports women through the maze of rules and expectations of the workplace.  

 

Organisational social rules also govern the application of stigma in the workplace (Stuber 

et al. 2008). An employee’s disclosure of illness to an employer can freeze the resources 

(Myers 2004) that were available to them, when defined as a ‘useful’ worker (Bury 1988). 

Job security may be at risk for some with chronic illness as social rules may dictate that 

individuals with chronic illness are not desirable in the workplace (Vickers 2005, 2012). 

‘The term stigma has entered our common language and is used by those who experience 

shaming [and] those who want to deploy its social force’ (Bayer 2008, p. 467). The ability 

of employees to adapt from a position of negativity to one of usefulness depends on the 

support they receive from within the workplace (Yeo & Sawyer 2005). Awareness and 

management of information regarding their illness is important in gaining social support. 

 

Actively working to access support provides a certain degree of power for an employee 

dealing with chronic illness (Myers 2004). A proactive approach to image management 

provides an individual with the power to take control of the way others perceive them 

(Myers 2004). This enhances the chance of ‘optimism’ in the employee (Hatchett et al. 

1997). ‘Depending on circumstance and outlook, the solutions people find to the problem 

of self-presentation and “competent social performance” take on very different forms’ 

(Bury 2002, p. 14). Disclosing may occur for the purposes of seeking understanding or 

with the aim of being true to a personal identity, both of these may occur in workplaces. 

Bury points out that ‘people adopt quite different styles of living with chronic illness, 

some preferring, or accepting the need to disguise their problems as much as possible, 

while others might be quite open about their altered identity and appearance’ (Bury 2002, 

p. 15). Decisions about the approach that an employee will take depend on the social rules 

in their workplace. 
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Individuals dealing with chronic illness have to predict how a supervisor or colleague 

might react when they are presented with the facts of a chronic illness situation. The 

circumstances and symptoms of which are sometimes embarrassing for both the 

employee and their colleagues (Vickers 2003b). ‘The psychological underpinnings of 

stigma and deviance are such that the illness or disability may overshadow the 

individual’s personal identity’ (Vickers 1997, p. 246-7). The fear of being stigmatised in 

the workplace, because they do not comply with commonly held expectations of what it 

means to be ill, is a motivating factor in the decision many make to avoid disclosing their 

illness in their workplace.  

2.10.1  Normalisation 

Ashforth and Kreiner describe normalisation (also referred to as normalising) as ‘the 

process by which mentally or physically challenged individuals are integrated into the 

community such that they lead a more or less normal life’ (2002, p. 217). It may also 

extend to an attempt at impression management (Ashforth & Kreiner 2002). ‘Normality 

‘designates the state of affairs where everyone can get on with their business and the 

taken-for-granted world is not visibly shaken’ (Pinder 1995, p. 210). Employing different 

means of maintaining normality may prove to be important for those who work after the 

diagnosis of a chronic illness. Social rules govern how issues relating to illness are 

managed in workplaces and normalisation forms part of this. 

 

Normalisation is important to those with chronic illness acting in social situations. 

Ashforth and Kreiner describe the process of normalising undertaken at work as one 

where ‘the extraordinary is made ordinary’ (2002, p. 231). To fully functioning 

individuals, the ‘process’ of going to work, looking or acting in particular ways may be so 

ordinary that such a process is rarely acknowledged.  

2.10.2  Sick role 

The sick role commonly utilised within employing organisations is one with narrow 

definitions of capability (Vickers 2003b). These arise from community attitudes which 

include values designed to support sick individuals on the condition that they comply 

with socially acceptable responsibilities (Bury 1991). There is an acknowledgement that 

the: 
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 sick person cannot improve merely by an act of will or through everyday 

remedies, but requires care by others. However, the person must regard the state 

of illness as undesirable, must seek competent help, and comply with prescribed 

health regimens (Levine & Kozloff 1978, pp. 317-8).  

 

A key concept underlying the responsibilities of the individual with chronic illness is ‘that 

individuals [should] contribute to the production of social relations in which they live’ 

(Jung 2002, p. 183). Parson’s sick role (1970) attempts to explain the rights and 

responsibilities of the ill person. This sick role is: 

 framed by both rights and responsibilities for the one labeled sick and for society 

in general. The two rights are as follows: 

 1. The sick person is exempt from the performance of normal social role 

obligations. 

2. The sick person is exempt from being held responsible for being sick. 

 The two responsibilities imposed on a sick person are as follows:  

1. The sick person should be motivated to get well quickly. 

2. The sick person should seek technically competent help and then cooperate 

with those experts (Parsons 1970, pp. 436-7). 

The culture of society has developed the way we perceive illness, how we react to illness, 

and how we differentiate between malingerers and those who have a diagnosed illness 

(Jung 2002). Chronic illness creates difficulty because of commonly understood 

meanings of illness. This is because symptoms are long term and may be invisible. Thus, 

the chronically ill worker is exposed to the possibility of being labeled a malingerer. 

‘Chronic illness does not follow the predictable route of warning signs, illness, 

recuperation and full recovery’ (Vickers 1997, p. 241) resulting in the possibility that an 

individual might be labeled as not competent for work as they do not appear to fit in with 

the societal expectations of illness and recovery.  

2.10.3  Stigma 

Stigma is defined by Goffman as ‘an attribute that is deeply discrediting’ (1986, p. 2). He 

comments that ‘individuals with stigma, especially those with a physical handicap may 

have to learn about the structure of interaction in order to learn about the lines along 

which they must reconstitute their conduct if they are to minimise the obtrusiveness of 

their stigma’ (Goffman 1986, p. 103). Goffman also shows that individuals with 
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stigmatising conditions are ‘very careful to show that in spite of appearances they are 

very sane, very generous, very sober, very masculine [or feminine]... in short they are… 

nice persons like ourselves in spite of the reputation of their kind’ (1986, p. 110). Socially 

advocated ‘codes of conduct provide the stigmatised individual not merely with a 

platform and a politics, and not merely with instruction as to how to treat others, but with 

recipes for an appropriate attitude regarding the self’ (Goffman 1986, p. 110). To ‘not 

adhere to the code’ has negative consequences, ‘to succeed is to be both real and worthy, 

two spiritual qualities that combine to produce what is called “authenticity”’ (Goffman 

1986, p. 110). 

 

The trauma caused by negative reactions from colleagues adds to the difficulties of living 

with a chronic illness (Vickers 1997). ‘Living with the fundamental conditions of an ill 

body does not merely involve the experience of contingency, lack and limitation in 

activity and role performance’ (Jung 2002, p. 178), it also affects the way individuals are 

included in the workplace. Managing disclosure of an illness and the image of the 

individual is about managing symptoms and revealing information about the illness when 

it best suits the sufferer (Jung 2002). Some illnesses relapse and remit which means, at 

least for a time, there is a choice about disclosure. However a flare of the disease, 

frequent treatments or doctors’ appointments might necessitate coming out of the ‘closet 

of illness’ (Myers 2004). ‘Stigmatised individuals may be seen as having undesirable, 

deviant or repulsive characteristics that reflect their character, physical body or group 

membership’ (Ragins 2008, p. 196). 

2.10.4  Social capital  

Women may depend on assistance from others to balance work and caring 

responsibilities. They develop networks amongst friends and colleagues which enable 

them to reach their work related goals. Social networks assist women to continue to work. 

Collective support empowers mothers to cope better with the variety of life circumstances 

which they may face. The intrinsic knowledge that forms part of the female support 

networks is one type of social capital (McElroy et al. 2006). It is this type of knowledge 

which forms the basis of social capital seen in workplaces where women support each 

other in decisions relating to both work and other life circumstances. Social capital is a 

‘context-dependent and policy-responsive phenomenon’ (Wallis et al. 2004, p. 240): 

context-dependent because this type of social networking is not able to be engineered, 
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policy-responsive because social capital averse policy (such as the requirements 

organisations place on chronically workers) has the potential to drive the social capital of 

organisations into inaccessible places, where its value may not benefit the culture of the 

workgroup.  

 

Women with chronic illness may find themselves in a position of disadvantage and may 

be in need of support and understanding at work. Building understanding for the 

symptoms and circumstances of an individual’s illness into a workgroup may be 

beneficial for their continued success. ‘Social capital is used… by disabled people to 

access the resources they need for smaller and more personal gains, such as the 

management of their daily lives’ (Werth 2012, p. 353). Assistance in the form of 

understanding from colleagues in a work situation may prove to be an invaluable form of 

social capital. Social capital ‘refers to the collective value of all social networks and the 

trust, reciprocity, information and cooperation generated by those social networks’ 

(Timberlake 2005, p. 35). The literature discussed thus far has referred to various 

individualising effects related to working with chronic illness such as personal decisions 

to, disclose, pass or cover, undertake emotion work or aesthetic labour. However, the role 

of social capital for those with chronic illness is also important. ‘Where social networks 

are available and support is forthcoming, knowledge of the way a disability is best 

managed is created and resources are readily sourced’ (Werth 2012, p. 353). Community 

which develops specifically to address the needs of working women provides support for 

the contingencies of their lives; rosters will be swapped to accommodate medical 

appointments or an unexpected flare of illness, colleagues will also cover for others, 

provided the sense of community is present in the place of employment (Pocock et al. 

2005; Vickers 2006). 

 

It is social capital which is reduced most when informal networks are broken down. The 

increasing number of women who work has resulted in the movement of support 

networks from the neighbourhood to the workplace, causing a change in the centre of 

community and support from family and friends to colleagues (Pocock 2003). However, 

the role of the workplace in the social structure of society has made it difficult for those 

with chronic illness to achieve understanding for their illness from employers whose only 

interest is in the apparent monetary value of employees.  
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Advancement of the values which allow a sense of community to reside in the workplace 

requires collective action to preserve any social capital in that evolving centre of 

community. ‘Individuals’ intrinsic values are an independent reason for behaving 

cooperatively’ (Ostrom & Ahn 2003, p. xi). Women who champion each other, provide 

an informal type of social justice, one which enables equity (Troyna & Vincent 1996). 

 

Informal ways of developing social capital among women has been reflected in the past. 

Leadership by women often differs from that of the traditional masculine styles, it tends 

to include the building of social capital in other women (Timberlake 2005). The capacity 

of women to create ‘consensus-building leadership styles employed [to] build a different 

and perhaps more effective form of social capital and produce greater opportunities for 

long-term solutions’ (Timberlake 2005, p. 42) is essential to the community which 

women take with them into the workplace regardless of the support of employers. This 

contributes to the success of women with chronic illness in the workplace. 

 

The gap for those with chronic illness at work lies between an arbitrary economic value 

imposed by those considered to be normal and the requirement for additional 

understanding for those experiencing difficulty associated with chronic illness (Vickers 

2003b). An understanding of illness involves a foray into the relationships associated with 

it (Kleinman 1988). For women with chronic illness, the meanings they connect to their 

life circumstances tend to vary greatly from those allocated to them by work colleagues 

and employers. The alienation which can arise from prejudices can cause ‘health-adverse 

effects produced by the cumulative burden of relative social deprivation within and 

outside working life’ (Siegrist 1995, p. 1605). Social capital has a significant role in 

understanding the experiences of women with chronic illness in the workplace.  

2.11  Managerial and external requirements 

Legislation, regulation and the decisions of test cases, advanced by unions, have assisted 

women in gaining access to improved working conditions. The part played by women in 

the workforce has in the past been difficult because of the competing life-roles which they 

undertake (this was also discussed earlier in the chapter). The difficulty of governmental 

attitude is evidenced by the fact that the gains previously made in this area were generally 

achieved through ACTU-led test cases rather than via legislative change (Whitehouse 

2004a) with the exception of legislation supporting paid maternity leave. This is most 
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recently evidenced in the Equal Remuneration Case brought by unions in the Social and 

Community Services Sector (SACS) where Fair Work Australia found that there existed 

in the sector, ‘a partially gender driven difference between the wages of SACS employees 

and those of other public sector employees who perform comparable work’ (Werth 2011). 

Todd and Preston highlighted that ‘the statistics point to a gender wage gap that appears 

stubbornly resistant to further gains’ (2012, p. 251) It was changing legislation which 

broadened the definition of gender equity in remuneration which allowed the SACS case 

to be brought, however, the impetus for change was provided by the unions and this was 

necessary to overcome the resistance to additional gains. Knox and Todd suggest that ‘a 

large proportion of managers have a misguided and counterproductive understanding of 

women’s lack of progress in employment. This lack of understanding extends to the 

inferior opportunities and outcomes for women’ (2011, p. 135). If this is the case for 

women without chronic illness, then the understanding for women who also have to 

manage the circumstances of their illness may be lacking on a larger scale. 

 

The importance of collective action became evident during the WorkChoices era. At this 

time, unions were stifled and individual contracting exposed the vulnerabilities of some 

employees to the resulting power imbalance in the workplace (Peetz 2006). Women with 

chronic illness may be at a disadvantage in the workplace for similar reasons (Pinder 

1996; Vickers 2009b). (This was discussed earlier in Chapter 2.) The working 

circumstances of these women may be complicated by other life circumstances, such as 

caring responsibilities. ‘Fewer women are either workers or mothers – growing numbers 

combine both roles’ (Briggs et al. 2006, p. 38). Women report that balancing caring roles 

and work creates pressure particularly for women who also have other circumstances 

impinging on their life and work (Pocock 2003). Evidence of value or labour market 

power, either personal labour market power or that available through union membership, 

allows workers to negotiate effectively with their employers. The labour market power of 

those with chronic illness may be undervalued within their organisation. Women with 

chronic illness, have an added layer of disadvantage caused by the perceptions of 

organisations regarding illness, and also the actual issues associated with their illness. 

Key areas which appear to compound the difficulties in their workplaces include attitudes 

of management, organisational factors and the legal environment. 
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2.11.1  Managerial and organisational factors 

I have discussed the social influences which impact the manner in which women with 

chronic illness are treated in their workplaces. Managerial and organisational factors also 

impact on the experiences of women with chronic illness in their work roles. Vickers 

states that, ‘capitalism is central to the western notion of success. Underpinning the 

essence of capitalism is the need for fully functioning individuals to provide utility to 

organisations’ (Vickers 1997, p. 242). Where success is thus defined those who fail to fit 

the definition of a fully functioning individual, such as workers with chronic illness, are 

effectively consigned a lesser value. The difficulty for the worker who is devalued in such 

a way is that they may then experience ‘a mismatch between self-regulatory motivations 

and the repertoire of social roles available to the person to realise these motivations’ 

(Siegrist 1995, p. 1605). Individuals with chronic illness may be limited by the 

expectations of others, but they may also be limited by the symptoms of their disease 

(Jung 2002). In their endeavour to achieve their personal goals and balance their various 

life roles, women with chronic illness need to manage the perceptions of others about 

their capability as a worker and about their symptoms associated with their particular 

illness. These perceptions will influence the understanding and accommodations which 

might be extended to them from others in their place of work.  

 

Disadvantage is experienced by the chronically ill through the judgments of others which: 

include assessments of the [chronically ill] individual’s ‘deservingness’ of 

accommodation… and implications of the visible symptoms of the disease, 

predictions of whether or not chronically ill women will be capable of full 

employment in the future, and appraisals of their suitability for their chosen 

professions (Jung 2002, p. 193). 

Opinions or beliefs of managers can sometimes be used to pass these judgments. 

‘Chronically ill women… are also frequently subject to patriarchy, via the managerialist 

imperatives of organisational life’ (Vickers 2001b, p. 62). The mindset of managers may 

be influenced by general social expectations of those with illness or their own personal 

experiences or understandings of chronic illness. Decisions to disclose are compounded 

by circumstances which are clouded by the negative opinions of managers and can prove 

stressful in the work environment. Vickers points out that ‘the conflict between 

expectations of and actual support received from colleagues [can be] a source of great 
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confusion’ (2003b, p. 92). Disclosure decisions require an understanding of the workplace 

expectations in order to assess the risks associated with them.  

 

The allocation of a market value to individuals puts a price on the ability to maintain a 

socially desirable persona, and this puts individuals at risk who are perceived to be 

different and who need to work in ways which are considered less traditional (Myers 

2004; Rizvi & Lingard 1996). This concept underscores the difficulties women with 

chronic illness and caring responsibilities experience in the face of organisations who 

value traditional expectations of efficiency over all other considerations (Vickers 2001a). 

 

The employer’s own understanding of the illness of employees may result in adding their 

own negative meanings to the working life of the worker (Bury 1988). Employees fear 

that they will be considered somehow less able to work and consigned to greater 

disadvantage when bargaining in an already unequal power relationship (Vickers 2005). 

‘The imagery of infirmity and disorder provokes moral questions that most social systems 

prefer not to encourage’ (Kleinman 1988, p. 47). Turning a blind eye to the difficulties 

faced by women with chronic illness appears to be an increasing practice (Vickers et al. 

2004). The inability to plan in advance for illness leaves these workers vulnerable to real 

crisis, the amount of sick leave required, fear of what colleagues will think (Myers 2004) 

and the stigma of being identified as the illness (Vickers 2001b), rather than an individual 

working within a particular set of life circumstances (Goffman 1976).  

2.11.2  Legal environment 

Legislation and regulation in Australia are designed to protect the rights of workers. 

These provide the basis for the requirements for fair treatment by employers towards 

individuals with chronic illness. The National Disability Strategy vision states that the 

aim is to achieve ‘an inclusive Australian society that enables people with disability to 

fulfil their potential as equal citizens’ (Council of Australian Governments 2011, p. 22). 

There are a number of pieces of legislation which provide specific protections for 

individuals with illness and disability. These include the Disability Discrimination Act 

1992, the Fair Work Act 2009 and the Workplace Health and Safety Act 1995. The 

underlying premise of each of these is the protection of basic rights for employees (and in 

other spheres of life). 
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Australia’s Human Rights Framework recognises that all Australians are 

responsible for respecting and protecting human rights and ensuring that our 

commitment to a ‘fair go’ becomes a reality for all Australians (Council of 

Australian Governments 2011, p. 36). 

In an effort to ensure that organisations give workers with disability a ‘fair go’ the 

Disability Discrimination Act ‘makes it unlawful to discriminate against a person because 

of their disability’ (Australian Human Rights Commission 2004, p. 1). Disability is 

defined by the Act as the: 

(a) total or partial loss of the person’s bodily or mental functions; or 

(b)  total or partial loss of a part of the body; or 

(c)  the presence in the body of organisms causing disease or illness; or 

(d)  the presence in the body of organisms capable of causing disease or 

illness; or 

(e)  the malfunction, malformation or disfigurement of a part of the person’s 

body; or 

(f)  a disorder or malfunction that results in the person learning differently 

from a person without the disorder or malfunction; or 

(g)  a disorder, illness or disease that affects a person’s thought processes, 

perception of reality, emotions or judgment or that results in disturbed 

behaviour; 

and includes a disability that: 

(a)  presently exists; or 

(b)  previously existed but no longer exists; or 

(c)  may exist in the future (including because of a genetic predisposition to 

that disability); or 

(d)  is imputed to a person. 

To avoid doubt, a disability that is otherwise covered by this definition includes 

behaviour that is a symptom or manifestation of the disability (Disability 

Discrimination Act 1992, Part 1, Section 4). 

This definition of disability explicitly includes illness. If the diagnosis of an illness does 

not harm an individual’s capacity to carry out the requirements of a job, that is tasks or 

skills that are essential to the role, then the individual with disability or illness should be 

given an equal chance when competing for the position (or conditions of employment) as 

anyone else (Australian Human Rights Commission 2004). The Australian Human Rights 
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Commission also notes that ‘if a person with a disability is the best person for the job then 

the employer must make workplace changes or workplace adjustments if that person 

needs them to perform the essential activities of the job’ (Australian Human Rights 

Commission 2004, p. 2). 

 

These regulations support those with illness in the workplace and also outline the specific 

legal obligations of employers. The DDA ‘makes it unlawful to discriminate against 

people with disabilities in employment including… dismissal or any other detriment, such 

as demotion or retrenchment’ (among other things) (Australian Human Rights 

Commission 2004, p. 1). The Fair Work Act also provides protection from discrimination.  

An employer must not take adverse action against a person who is an employee, 

or prospective employee, of the employer because of the person’s… physical or 

mental disability (Fair Work Act 2009, Section 351). 

Workers with illness are protected under the Fair Work Act from dismissal where ‘the 

employee is temporarily absent from work because of illness’ (Fair Work Act 2009, 

Section 352).  

The Queensland Workplace Health and Safety Act 1995 (WH&S Act), in place at the 

time of the interviews, provided some coverage for employees with illness.  

 The objective of this Act is to prevent a person’s death, injury or illness being 

caused by a workplace, by a relevant workplace area, by work activities, or by 

plant or substances for use at a relevant place (Workplace Health and Safety Act 

1995, p. 19). 

The definition of a work-caused illness, in the WH&S Act, has two parts. The first says 

that the illness must be caused or contributed to by the conditions in the workplace 

(Workplace Health and Safety Act 1995). The second component states that a work 

caused illness may include: 

the recurrence, aggravation, acceleration, exacerbation or deterioration in a person 

of an existing illness if a workplace, a relevant workplace area, a work activity, or 

plant or substances for use at a relevant place was a significant contributing factor 

to the recurrence, aggravation, acceleration, exacerbation or deterioration 

(Workplace Health and Safety Act 1995, p. 212). 

The Act cites the following as an example of illness caused by a workplace: ‘asthma 

caused by inhaling spray paint mist from a neighbouring workplace’ (Workplace Health 

 Page 44  
 



 

and Safety Act 1995, p. 19). This example shows that the responsibility of the workplace 

is wider than employers might understand it to be.  

 

Anti-discrimination legislation states that employers have greater responsibilities in other 

areas, more specifically about the actions of others in their workplaces. And employers: 

may be legally responsible for discrimination and harassment which occurs in the 

workplace or in connection with a person’s employment unless it can be shown 

that all reasonable steps have been taken to reduce this liability. This legal 

responsibility is called vicarious liability (Australian Human Rights Commission 

2010a, p. 1). 

There are some circumstances where it is not illegal to discriminate. One of these is 

where the individual ‘cannot perform the inherent requirements of a job… However, the 

employer has to have considered whether the person could perform the requirements of 

the job with reasonable adjustment for the disability’ (Australian Human Rights 

Commission 2004, p. 1). Examples of the types of adjustments which would be 

considered reasonable include ‘changes to job design, work schedules or other work 

practices; for example swapping some duties among staff, regular meal breaks for a 

person with diabetes’ (Australian Human Rights Commission 2004, p. 2). Limitations of 

the anti-discrimination legislation include that it is passive legislation and requires 

workers to make a complaint before a workplace is investigated. This puts pressure on 

individuals, who may feel vulnerable because of their illness, to place themselves in a 

potentially intimidating situation in order to make a complaint. Legislation plays a 

significant role in the working lives of women with chronic illness, however, the 

interpretation (or ignorance) of the relevant pieces of legislation by employers may still 

leave workers susceptible to the attitudes and requirements of their managers. 

2.12  Conclusion 

The literature indicates that there are problems experienced by women with chronic 

illness in their places of work and there has been research carried out to assess the 

persistent nature of these problems. The social model is acknowledged as a key 

contextual factor in understanding illness, however, while it may be evident in legislation, 

it is often not reflected in organisational policy. Organisational understandings of illness 

align more closely with Parsons’ 1950s rights and responsibilities of sick people. This gap 

 Page 45  
 



 

between expectations of organisations and actual attitudes of organisations is under-

researched and requires more attention.  

 

Topics such as passing and covering, emotion work, emotional labour and aesthetic 

labour draw together key features which pertain to the development of theory in this 

thesis. These are drawn from a variety of fields and have been discussed in this review of 

relevant literature as they form a basis for the new concepts which are introduced in 

Chapter 3. Normalisation, sick role and stigma are concepts which have been explored 

from the fields of disability, chronic illness and sociology. Their role is important for 

understanding the means by which ‘disgust’ (Soldatic & Meekosha 2012) can be applied 

to individuals who are not able to conform with managerial requirements of the 

workplace. The traditions and social norms, to which those with chronic illness are 

subjected, dictate the ways these individuals are treated in their places of work. The 

power that managers have over the working lives and outcomes of those with chronic 

illness, particularly those who have disclosed, varies depending on the labour market 

power of the worker. Additional research is needed to explore the experiences of women 

with chronic illness in relation to their power, specifically labour market power, in the 

workplace.  
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Chapter 3: Key Concepts 
 

 

The implications of chronic or on-going illness are different to those of other types of 

invisible social identities. The difference is evident in the variability of symptoms. The 

potential for sudden onset, re-emerging, changing or worsening symptoms may create 

issues where individuals are required to disclose. Changes in symptoms may require that 

workers behave in particular ways in order to access understanding and/or 

accommodations or to avoid disclosure to assist with circumstances related to illness in 

their workplace.  

 

This chapter will introduce three new concepts that will be core to understanding the 

qualitative data. These are: adaptive work, asymptomatic work and symptomatic work. 

Each of these has a specific role in defining the modes of working carried out by 

individuals with illness. The definitions for these new concepts are outlined here. 

Adaptive work is engaging with others in the workplace in order that they, or the 

organisation, adapt in some way to meet the needs of women with chronic illness. 

Asymptomatic work is defined as the behaviours used by women to carry out their 

responsibilities at work without the appearance of symptoms associated with a chronic 

illness. Symptomatic work is the undertaking of work responsibilities while symptoms are 

apparent. Each of these will be briefly discussed in this chapter in relation to existing 

theory. This chapter will also introduce the work and illness decision tree, the process of 

workplace disclosure and the disclosure contingency pathways. Together these represent 

a model of chronic illness processes and outcomes in the workplace. For reasons of 

simplicity the model appears in the thesis as the three separate representations of 

pathways, processes and the decision tree. This enables emphases to be placed on 

appropriate aspects of each rather than drawing them in an overly complicated diagram 

which lacks specificity. This model helps to explain the link between the decisions made 

by, and behaviours of those with chronic illness.  

 

People with invisible stigmatised identities (such as sexual preference) have greater 

choices about disclosure, and about pre- and post- disclosure behaviours than those with 

chronic illness. Disclosure around, for example, sexual preference is less likely to be 

forced than those with chronic illness. Research on invisible stigmatised identities (see 
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DeJordy 2008) tends to present disclosure as a positive experience as it allows individuals 

to be ‘who they really are’. Individuals with chronic illness, however, may not find the 

experience to be positive, in part because their symptoms may leave them with no choice 

about when to disclose. Often individuals with chronic illness may also need to disclose 

due to treatment options or because they need to access flexibilities at work to cope with 

the circumstances of illness. They might not find it positive because they then have to 

manage the perceptions of others in terms of their capability at work. They may be 

considered to be ‘not suitable’ in their line of work, or they may be told that they need to 

find work more suited to their abilities. Chronic illness has the potential to influence an 

individual’s ability to do their job in organisationally expected ways, however, 

allowances could be needed from time to time to allow for the contingencies of an 

individual’s illness. Other stigmatised invisible identities (such as sexual orientation or 

mixed racial background (DeJordy 2008)) may engender prejudice which may have a 

profound influence on the individual at work, but their identity does not require access to 

additional accommodations in order to continue working. 

 

Chronic illnesses can become more complicated over time with symptoms changing to 

include some that might not be perceived as relating to their diagnosis. For example, an 

individual with diabetes might develop problems with their eyesight. Colleagues or 

supervisors might not understand that symptoms can change, and the illness can vary in 

atypical ways. The stigmatised identities of those with chronic illness differ from other 

types of stigmatising identities in the workplace, and the behaviours and actions taken by 

those with chronic illness also differ. Concepts of passing (DeJordy 2008), covering 

(Goffman 1986), stigma (Goffman 1986) and disclosure (Charmaz 2010), as discussed in 

Chapter 2, have each been researched in various contexts from a variety of perspectives. 

This thesis, however, approaches these issues from an industrial relations perspective 

which deliberately focuses on modes of work deployed by individuals with chronic 

illness, the influences of illness on their working circumstances, their interactions with 

colleagues and managers, and the impact of labour market power and other individual 

characteristics of workers with illness.  

3.1  Adaptive work  

Adaptive work is engaging with others in the workplace in order that others or the 

organisation, adapt in some way to meet the needs of women with chronic illness, it may 
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be undertaken by those who require some adaptation or accommodation from their 

workplace to assist with managing their work and their illness. Workers with chronic 

illness may, after disclosure, seek understanding as well as social and formal 

accommodations to assist with their circumstances of illness at work. Understanding 

refers to the positive attitudes to their illness which occur separately from the receipt of 

any accommodations. Social accommodations are adjustments made by colleagues and 

management in their attitudes and social interactions with people with chronic illness. 

Formal accommodations consist of contingent or general flexibilities, and are associated 

with an organisation’s regulations. As disclosure is often facilitated by an exacerbation of 

illness, seeking understanding and some form of social and formal accommodation may 

necessarily follow.  

 

The flexibility or accommodations that these workers seek are employee-friendly 

flexibilities, not the flexibility that employers seek from their workforce for the sole 

benefit of the organisation. The flexibilities referred to here are those which allow 

individuals with illness to continue working despite their illness.  

 

‘Primary control’ is a concept which has some similarities to adaptive work. Skinner 

defines primary control as ‘reactions to threats to control that attempt to regain or re-

establish control, that is, the person’s attempt to change the environment to fit with his or 

her wishes’ (Skinner 1996, p. 556). Adaptive work is a more nuanced and relevant 

concept for those with chronic illness, than is primary control, adaptive work 

encompasses some behaviours which are, at least not directly, about control. There are 

two salient features of the work environment which come into play when an individual 

seeks adaptation in their workplace, these allow improved management of their illness at 

work. The first of these features is legislation. There are various types of legislation 

which are designed to protect those with chronic illness from disadvantage or 

discrimination. A work environment which does not comply with legislation is abusing its 

responsibility to protect its workers. If workers seek accommodations from an employer 

who is acting illegally or unfairly, then it is more appropriate to see this as workers who 

are seeking to restore their rights rather than attempting to seek control. Legal workplace 

rights are not adequately expressed in the primary control literature, and so there is a 

failure to distinguish between attempts to restore rights and to exercise control beyond 

those rights.  
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The second feature is the social expectation to be treated ‘normally’ as a productive 

worker without the stigma of one working with illness. Workplaces tend to have a narrow 

definition of a productive worker and if an individual has a stigmatised illness they may 

not be treated in the same manner as other employees. Attempting to change the attitude 

of an employer through sharing information or seeking some flexibility in their workplace 

to accommodate their illness, is not necessarily achieved by gaining control. Those who 

are stigmatised are the least likely to have access to power or control. Stigma definitions 

emphasise that those with power are able to stigmatise others, while those without power 

are not able to apply stigma; they may malign others, but without power, stigma cannot 

be applied (Link & Phelan 2001). When workers with chronic illness seek to adapt work 

practices or the attitudes of others at work, this is a matter of attempting to restore a right 

to have social understanding and acceptance as a valued employee or perhaps legislative 

protection as a worker. While this might also involve seeking power or control, those 

latter concepts do not adequately encompass the core activities and purposes involved in 

the use of adaptive work. 

3.2  Asymptomatic work 

Asymptomatic work is defined as the behaviours used by women to carry out their 

responsibilities at work without the appearance of symptoms associated with a chronic 

illness. It includes managing symptoms, attitudes and behaviours of the individual so that 

they are able to maintain a capable appearance in their place of work. Asymptomatic 

work is carried out in instances where the individual with chronic illness has not 

previously disclosed. The main objective of asymptomatic work is to enable the 

individual to appear normal within their workplace. It also involves the assessment of the 

attitudes of others and the organisation to those with illness. This includes an assessment 

of the culture or workgroup of the organisation. Individuals make an effort to determine: 

how many sick days may be acceptable? Or, how sick is one able to be before drawing 

attention to the possibility of the existence of an on-going illness? Asymptomatic work 

may occur prior to the diagnosis of an illness, where symptoms are sufficiently mild and 

are able to be hidden. It may also be deployed after diagnosis, when a decision has been 

made not to disclose. 
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Asymptomatic work encompasses more than passing. Passing is defined by Goffman as 

‘the management of undisclosed discrediting information about self’ (1986, p. 42). 

DeJordy adds to this that ‘an individual may pass by not revealing [their identity] at 

times’ (2008, p. 508). Asymptomatic work also involves agency in the purposeful 

gathering of information about the attitudes of others. This enables women with chronic 

illness the opportunity to assess the potential reactions of others should they need to 

disclose at a time when there is a change in the severity or progression of their illness. 

Asymptomatic work gives workers with chronic illness the opportunity to proactively 

interact with their work environment regarding their illness, in ways that allow them to 

continue working. There is also a more subtle difference between passing and 

asymptomatic work that is attributable to the involvement of chronic illness. The 

symptoms of many types of chronic illness, wax and wane (Vickers 2001b). There is, 

however, in many cases, an inevitability associated with an illness becoming difficult to 

conceal. The agency that workers employ in gathering information about their workplace 

has a broader objective than the concealment of illness information. Asymptomatic work 

assists in preserving the appearance of capability in their workplace into the future, 

should they need to disclose.  

 

In addition to passing, the notion of ‘secondary control’ may resemble asymptomatic 

work. Secondary control involves ‘efforts [which] are directed inward to align the self 

with existing circumstances’ (Morling & Evered 2006, p. 270). Secondary control can be 

seen as part of the concept of asymptomatic work, in that it refers to aligning the self with 

circumstances in order to ‘fit in.’ However, asymptomatic work also includes elements of 

both emotion work and aesthetic labour. Individuals with chronic illness who do not wish 

to disclose their illness align their outward appearance, their emotions, as well as the 

management of their illness with the expectations of that workplace. The point, however, 

needs to be made that the motive for undertaking asymptomatic work is not to achieve 

control or power, it is to preserve the right not to disclose their illness. This element of 

seeking information and assessing how others will react assists in developing a plan for 

how and to whom the individual might disclose. Prior to disclosure, the appearance of 

symptoms may necessitate managing work, perceptions of others at work and their image 

as a capable worker. After disclosure workers then have the option to undertake adaptive 

work.  
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3.3  Symptomatic work 

Symptomatic work is the undertaking of work responsibilities while symptoms are 

apparent. It involves the management of physically obvious symptoms to preserve the 

individual’s professional capability. Symptomatic work is a practice which attempts to 

mesh the support of medical intervention with the culture and requirements of a 

workplace. Parsons’ (1970) rights and responsibilities for those with illness still apply in 

organisations but tend not to fit the circumstances of chronic illness (Myers & Grasmick 

1990). Perceptions of professional capability expected by workplaces might also involve 

specific ways of working. To complete a task in different ways may not be desirable by 

that organisation. Thus managing one’s appearance of professional capability for those 

with chronic illness might be challenging. Understanding of social expectations is 

important for those with chronic illness, particularly as these individuals need to develop 

ways of projecting an image of ability in the workplace despite having physically obvious 

symptoms, assistance aids or treatments which require time away from work. 

 

Symptomatic work involves the management of what may be difficult circumstances 

rather than the ‘relinquishment of control’ referred to by Skinner. She defined this as the 

‘abandonment of attempts to do anything about the negative situation’ (1996, p. 556). 

Symptomatic work also requires agency but in different ways to that of adaptive work. 

The agency in symptomatic work is directed towards medical professionals and the 

management of symptoms, either before or after diagnosis. Individuals skilled in 

symptomatic work might use social expectations, such as Parsons’ (1970) requirement 

that sick individuals should receive understanding while they receive appropriate medical 

treatment, to gain some latitude from their workplace while they seek a diagnosis. 

Symptomatic work provides an opportunity to use personal and professional skills such as 

sharing information and working exceptionally hard, to preserve an individual’s 

professional integrity in work situations. It enables workers to improve the workforce 

outcomes of individuals with illness.  

3.4  Modes of working 

The ways these modes of working are used within organisations are explained by the 

following three diagrammatic representations. The first is the work and illness decision 

tree (Figure 3.1), it explains in which situations the various modes of working may be 

deployed. The second is the process of workplace disclosure (Figure 3.2) which lists the 

 Page 52  
 



 

variables which influence the disclosure decision. The third diagram is the disclosure 

contingency pathways (Figure 3.3) designed to show the interaction between influences 

and modes of working in the lives of those with chronic illness. These diagrams are 

discussed here in order to summarise the ways that they fit together and work with the 

concepts of adaptive work, asymptomatic work and symptomatic work. The ideas are 

considered in greater detail by reference to the fieldwork data in Chapters 6, 7, 8 and 9.  

3.4.1  Work and illness decision tree 

The work and illness decision tree (Figure 3.1) simplifies the decisions involved in 

managing the various stages of illness and work. It also shows the potential outcomes of 

working where accommodations for chronic illness are not available. Decisions about 

how to manage work may start before diagnosis, but the severity of symptoms determine 

whether an individual will undertake asymptomatic work or symptomatic work. Where 

symptoms are physically obvious individuals undertake symptomatic work (and adaptive 

work). Where symptoms are able to be hidden, individuals deploy asymptomatic work. 

Both of these may be carried out prior to diagnosis as well as in different circumstances 

after diagnosis. The decision to disclose is pivotal to the modes of working that 

individuals with illness will carry out in their place of employment. Disclosure may mean 

individuals deploy a combination of adaptive work and symptomatic work which allows 

them to seek support and accommodations as well as manage any obvious symptoms they 

may experience. A decision not to disclose results in continued asymptomatic work, until 

either an exacerbation of the illness or the need to access accommodations results in a 

revised decision to disclose. The understanding and accommodations available in 

different organisations vary and even with the use of adaptive work and symptomatic 

work some individuals may not be able to access the assistance they need to continue 

working which may result in their departure from the workforce. Unmanageable 

symptoms of illness may also result in the same outcome.  
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Figure 3.1: Work and illness decision tree 

 

3.4.2  Process of workplace disclosure 

This process of workplace disclosure (Figure 3.2) shows the influences on the disclosure 

decision, starting with the individual and contextual factors which are pertinent to illness 

disclosure in a workplace. Outcomes of the disclosure decision are then shown as either, 

adaptive work and symptomatic work where the individual has disclosed, or 

asymptomatic work where disclosure has not occurred. Partial disclosure results in a 

combination of these. Disclosure is a key concept in the decision making processes of 

those with chronic illness. There are a number of variables which are taken into 

consideration when individuals are assessing the risks associated with disclosure. These 

include: contingent and general flexibilities, labour market power, severity or variability 

of illness, stigma, management and peer support as well as other influences such as the 

extent of family support. Each of these factors influence the disclosure decision and 

ultimately influence the modes of working which the individual will deploy in their 

workplace.  
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Figure 3.2: Process of workplace disclosure 

 

3.4.3  Disclosure contingency pathways 

The disclosure contingency pathways (Figure 3.3) draws together the work and illness 

decision tree (Figure 3.1) and the process of workplace disclosure (Figure 3.2) and also 

shows the additional impact of the individual and contextual influences, summarised as 

resources, illness, culture and requirements, as well as outcomes from the deployment of 

adaptive work or asymptomatic work. It also shows the potential outcomes of working 

where accommodations for chronic illness are not available. Decisions about how to 

manage work may start before diagnosis, but the severity of symptoms determines 

whether an individual will undertake asymptomatic work or symptomatic work. Should 

symptoms be physically obvious individuals undertake symptomatic work (and adaptive 

work). Where symptoms are able to be hidden, individuals may choose to deploy 

asymptomatic work. The decision to disclose is pivotal to the modes of working that 

individuals with illness will carry out in their place of employment. Disclosure may mean 

individuals deploy a combination of adaptive work and symptomatic work which allows 

them to seek support and accommodations as well as manage any obvious symptoms they 

may experience. A decision not to disclose results in continued asymptomatic work, until 
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either an exacerbation of the illness or the need to access accommodations results in a 

revised disclosure decision. The understanding and accommodations available in different 

organisations vary and even with the use of adaptive work and symptomatic work, some 

individuals may not be able to access the assistance they need to continue working, which 

may result in their departure from the workforce. Unmanageable symptoms of illness may 

also result in the same outcome.  

 

This disclosure contingency pathways diagram shows that women with chronic illness, 

through the use of the modes of working, mobilise various influences, both within and 

outside the organisation to cope with their working circumstances. The disclosure 

contingency pathways examine the following factors, first as potential and existing 

influences in the disclosure decision and then as influences which impact on the ability to 

achieve accommodations and positive or negative work related outcomes. These 

influences, drawn from Figure 3.2, are included under the following functional groupings: 

Resources, includes internal and external labour market power; Requirements, includes 

legislation, regulation, managerial attitudes and managerial requirements; Illness, which 

includes stigma as well as the variability and severity of illness; and Social influences 

which includes social accommodations. This diagram will be discussed in greater detail in 

Chapters 8 and 9. 
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Figure 3.3: Disclosure contingency pathways  

 

3.5  Conclusion 

Adaptive work, asymptomatic work and symptomatic work are concepts which explore 

the interaction of the individual and the contextual factors of working women with 

chronic illness. These concepts highlight the choice of behaviours of these female 

workers. Women with chronic illness may struggle to maintain their rights in an unequal 

power relationship where organisational priorities tend to be preserved at the expense of 

those who fail to conform in their workplace. Social expectations, which have been 

shown to disadvantage people in various aspects of life, are also evident in the workplace. 

These become influential in the lives of these women when they form the expectations or 

requirements of management. Adaptive work, asymptomatic work and symptomatic work 

each provide a suite of behaviours for managing their circumstances of illness, with the 

aim of improving working outcomes. The modes of working, as they are described here 

and as they will be discussed in Chapters 6, 7, 8 and 9, provide a response to these 

expectations and other factors, which women with chronic illness need to negotiate in 

their places of work.  
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Chapter 4: Methodology 
 

 

The methodology employed in this study was designed to identify key features of the 

interaction between women with chronic illness and their working environment. 

Shakespeare identified these features (which apply to work environments as well as other 

environments) as ‘individual factors – predominantly impairment, aspirations and 

motivations, and contextual factors – environments, policies, barriers’ (2007, p. 12). The 

workforce outcomes and ways of managing circumstances of illness were sub-themes of 

the research. The study undertook to examine a group of women with chronic illness with 

more diverse characteristics, which included their labour market power, age and level of 

position, than have been examined previously. A mixed methods approach (Tashakkori & 

Teddlie 2010) was used to tease out a wider number of themes and variables which were 

important to paint an accurate picture of the working circumstances which have an impact 

on women with chronic illness. Quantitative analysis was used to investigate the 

individual labour force outcomes, based on data from wave 8 of the Household and 

Income Labour Dynamics in Australia (HILDA) Survey. The qualitative analysis 

comprised 24 in-depth interviews and investigated how women manage working with 

chronic illness. A combination of quantitative and qualitative analysis could best examine 

the issues pertaining to women who work with chronic illness. The quantitative analysis 

was first undertaken to seek out issues which affected women who were working with at 

least one chronic illness. Subsequently the interviews were carried out using the 

information from the quantitative analysis to inform the types of questions.  

4.1  Quantitative analysis 

The quantitative analysis of this thesis examines data from wave 8 of the HILDA survey 

(also known as the Living in Australia study), this is undertaken in Chapter 5. The 

HILDA survey has been collected since 2001 by the Melbourne Institute of Applied 

Economic and Social Research, University of Melbourne. Each wave has surveyed 

individuals and individuals within households to find information related to income and 

economic wellbeing, households and family life, labour market outcomes and life 

satisfaction health and wellbeing. Wave 8 received 12 785 responses (Melbourne Institute 

of Applied Economic and Social Research 2009). HILDA uses a number of different 

surveys to collect data on different subject areas. These instruments include individual 
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and household surveys, which were administered by field workers, as well as a self-

administered, self reported health survey (SF36). 200 participants responded with chronic 

illness.  

 

The data for this project were drawn from the Responding Person Data file. The HILDA 

data also provided more detailed information on: hours of work; impact of illness on work 

related decisions; satisfaction with employment opportunities, the work itself, pay and job 

security; and overall job satisfaction. Multivariate analysis of the HILDA dataset was 

based on logistic regression for dichotomous dependent variables, while Ordinary Least 

Squares (OLS) was used for continuous scalar dependent variables.  

 

Each table looks at a different dependent variable and shows the relationship between the 

dependent variable, chronic illness and control variables. In most of these tables, the 

results are shown separately for men and women. Results for each equation are first 

shown with a small number of control variables - age, state and region (in most tables: 

equations 1 for women and 3 for men). Results are then shown after additional control 

variables are included - industry, occupation, workplace size, country of birth, education, 

sector and number of children (equations 2 for women and 4 for men). These control 

variables are expressed as dummy variables rather than continuous variables.  

 

Due to the large number of control variables, the co-efficient and t-statistics are not 

shown for each of those control variables, particularly as this thesis is not focussing on 

the relationship between the control and dependent variables. Where a control variable 

has been included in an equation, this is indicated by a ‘Y’ (for yes). The use of ‘Y’ does 

not indicate that the control variable is significant in any particular equation, it simply 

shows that the variable has been used as a control variable.  

 

The logistic regression tables also show the Nagelkerke r2, which indicates the proportion 

of variation explained by the equation. The range for Nagelkerke r2 is from zero (nil 

explained) to one (all explained). It is specific to logistic regression and analogous to 

conventional r2 in OLS. In those tables where logistic regression is used, as with the OLS, 

the Beta coefficients are used rather than odds ratios. This is for consistency with the 

presentation of the OLS tables and reflects the fact that our interest here is whether there 
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are significant effects in either a positive or negative direction rather than on the size of 

the effects.  

4.2  Qualitative analysis 

The qualitative analysis focuses on the ways women manage working with chronic illness 

and how their working circumstances are influenced by their contingent and general 

flexibilities, labour market power, severity or variability of illness, stigma, management 

and peer support. Semi-structured interviews were conducted to explore these issues. 

These are reported in chapters 6, 7, 8 and 9. 

 

Participants were initially sourced through support groups for chronic illnesses, networks 

of support services and union newsletters to facilitate a greater spread of characteristics 

such as type of employment, level of position and pay. Participants were interviewed 

using a semi-structured format, these were recorded with the consent of the interviewee 

and these recordings were transcribed verbatim. Sample questions are available in 

Appendix 1. Questions asked related to topics such as: details of diagnosis, impact of 

illness on actual work and working conditions, disclosure, details of work, union 

membership, work history, illness history, attitudes to working with illness, and 

demographic data. Themes were extracted from the transcriptions and detailed analysis of 

the data was undertaken using NVivo8.  

 

Qualitative analysis provides an opportunity ‘to achieve substantive or formal theoretical 

advancement’ (Scambler & Hopkins 1990, p. 1189). The purpose of researching the 

impact of disease on the identity of the individual ‘can be best served by providing 

authentic data, namely collecting and displaying evidence on the experiential side of how 

chronic illness and its treatment affect a person’ (Gerhardt 1990, p. 1149). A storied 

approach to investigating the lives of others affected by illness has the potential to reveal 

little understood concepts which are useful for building theory specific to chronic illness. 

Concepts and meanings associated with life affected by illness can be ‘fluid, indefinite 

and changeable’ (Barzun & Graff 2004, p. 103). The essence of these meanings needs to 

be drawn out, analysed and developed into relevant theory which is essential to improving 

the working lives of people affected by chronic illness. There is a possibility that women 

with illness may experience a ‘deterioration of self-conception [which] may effectively 

undermine the normalisation strategies adopted’ (Gerhardt 1990, p. 1154).  
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Chronic illness is a life changing and on-going event which can influence the working 

lives of sufferers. A storied approach, to researching the extent of the disadvantage 

experienced by women who have chronic illness in the workplace, provides a variety of 

themes and issues specific to the research. Narratives or stories are groups of connected 

themes which develop meaning depending on their context (Somers & Gibson 1993). 

Qualitative data which is situated in a broader context, created by stories of those in 

similar circumstances, is able to present common themes and develop meanings for 

individuals (Somers et al. 1993). These decisions examined individually have the 

potential to lack broader significance. Narratives provide the basis for connecting human 

actions and decisions and create a meaningful way of developing common themes 

(Polkinghorne 1988). They provide insight into the impact of chronic illness on the 

working circumstances of women. Multiple stories which report similar actions of 

employers supply a common platform for themes which then contribute additional 

meaning to existing research (Vickers 2003b). 

 

Stories have the ability to place the circumstances of illness within a wider context. The 

factors which affect the ‘social construction of women as this is seen, understood and 

acted upon’ (Stanley 1990, p. 14) help to provide a broader perspective to a picture which 

might otherwise appear two dimensional. A narrative analysis provides the practical 

context which reflects the stories of the participants ‘bereft of the judgments of others, 

even when that [means] gaps in chronology, imperfect recollections’ (Vickers 2003a, p. 

516). These stories will provide inflections of meaning for a study which is seeking to 

understand what has happened in order to explain why it happened (Stangor 2000). 

4.2.1  Snowballing 

Participants were found through the use of a snowballing technique as it provides access 

to hidden groups or populations which are not easily accessed (Atkinson & Flint 2001). 

Snowball sampling has been used in health related studies of unseen chronic illness and 

work (Vickers 2001b), and in the area of AIDS sufferers (Atkinson & Flint 2001). A key 

aspect of snowball sampling is in its ability to seek out potential participants who have a 

certain amount of trust in the researcher, and which has potential to result in the 

researcher being privileged with information not normally given to an ‘outsider’ 

(Atkinson & Flint 2001). 
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The snowballing technique allows the researcher to make contact with intermediaries who 

are asked if they know of anyone who might wish to participate in the research project. 

The intermediary then makes initial contact with the person and obtain their agreement to 

be approached by the researcher (Vickers 2001b). This type of sampling allows access to 

a population which is not easily identified by any other means, and indeed often hides 

purposely to avoid any difficulty associated with being known as an individual with 

chronic illness. Using an intermediary to contact potential participants allows them a 

degree of privacy and freedom to decline if they feel any discomfort with participating. 

Contrary to the assumption of Watters & Biernacki (1989), that individuals who form part 

of hidden populations often become more visible when in institutional settings, the people 

who are the focus of this study, attempt to continue to hide their illness to prevent being 

labeled as one who is less capable in their work environment.  

4.2.2  Women 

Vickers points out that women with chronic illness may be, ‘subject to patriarchy, not just 

via the managerialist imperatives of working life, but through the influence of the medical 

profession on their working lives, their diagnostic journey and their ongoing quest for 

health’ (2001b, p. 62). The characteristics of women at work include various elements of 

disadvantage. Vickers goes on to discuss the interaction between these and the difficulties 

of working with a chronic illness. 

For these women, all the problems reported elsewhere concerning discrimination, 

glass-ceilings, ‘invisible’ barriers, sexism and stereotyping still exist. However, in 

addition to this, they live with the workplace marginalization and stigmatisation 

associated with unseen chronic illness (Vickers 2001b, pp. 62-3).  

Jung acknowledges in her research on female postgraduate students that, ‘even feminist 

research has been slow to recognise women’s issues and has failed to identify that the 

same logic that ranks people according to ability is present in discussions about gender’ 

(Jung 2002, pp. 180-1). That feminist researchers have not acknowledged the added 

difficulty of disability or chronic illness leaves this area under-researched within the field. 

In Jung’s words, ‘this [research] represents a small step towards remedying the infrequent 

engagement of both sociology and women’s studies with illness and disability’ (2002, p. 

181). 

 

 Page 62  
 



 

Engaging women with chronic illness in research can be difficult because of the stigma 

attached to those with illness in social settings and in the workplace. In research where 

the researcher is considered an insider, the researcher may be able to elicit more complete 

or honest responses from participants than an outsider (Atkinson & Flint 2001). This 

provides a sensitive way of gathering information which women with illness might 

normally choose not to share with others. The insider role taken on by the researcher also 

enables the information to be placed in context and clarification can be sought where 

details are not clear. This insider role is also important for obtaining full and accurate 

information from invisible research groups. 

 

The qualitative part of the project focused on the narratives from participants’ working 

lives and their illness. Work life is often carried out in paradigms largely explained by 

‘malestream theories’ which often fail to provide the detail and nuance required to 

explore the themes unique to women in the workplace (Metcalfe & Lindstead 2003). This 

type of research aims to build knowledge from the lived experiences of women (Dodson 

et al. 2007), specific to women avoiding the ‘masculinist discourses that serve to limit or 

inhabit the theorizing of feminine identities’ (Metcalfe & Lindstead 2003, p. 95). 

Influences on the working lives of women with chronic illness are significant, particularly 

due to the gendered division of labour, which affects the working lives of women 

generally (Broadbent 2003). The impact on women with chronic illness is reinforced by 

the expectations associated with their caring roles.  

 

Some research distinguishes between the working outcomes for women and men. Where 

this occurs there is acknowledgement of the disadvantage experienced by women (Jones 

et al. 2006). While Vickers (2001b) highlighted that women were exposed to patriarchy 

within organisations. Further to this the workforce characteristics of women are different 

to those of men. The factors which influence the success of women with chronic illness in 

the workforce are also different. Jones et al (2006) found that the introduction of the 

Disability Discrimination Act (DDA UK) in the UK was helpful for the workforce 

outcomes of men, but less so for women. They also found that for women, ‘the wage gap 

between the disabled and the non-disabled has… grown’ in the period since the 

introduction of the DDA UK (Jones et al. 2006, p. 445). These are significant issues 

which need to be further researched, particularly in the Australian context. Some of these 

fall outside the scope of this thesis, but the quantitative data examine the differences 
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between workforce outcomes of women and men, and women with and without chronic 

illness.  

4.3  Insider research 

An insider perspective also brings to light issues which might be overlooked by outsider 

researchers. This perspective also brings with it certain responsibilities about the well-

being and care of participants beyond what might be normally considered through the 

ethics process (Dickson-Swift et al. 2008; Merton 1972). The concept of insiderness is 

one that is important. As an individual who was diagnosed with Crohn’s disease 25 years 

ago, I have experienced many phases of life with the symptoms, medication outcomes 

and medical constraints of the disease. This provided me with a particular interest in 

research in the area. There is considerable literature available on the topic of insider 

research. In this section, my reflections as an inside researcher will be discussed in 

relation to the theory. 

 

Being an insider, as described by Merton means, ‘you have to be one in order to 

understand one’ (1972, p. 15). He goes on to describe insiders in terms of what outsiders 

are not able to achieve: 

The outsider has neither been socialized in the group nor has engaged in the run of 

experience that makes up its life, and therefore cannot have the direct, intuitive 

sensitivity that alone makes empathetic understanding possible (Merton 1972, p. 

15). 

Many of the women I interviewed seemed willing to show me their weaknesses and 

difficulties because they expected me to understand due to the extent of my own illness. 

The result was the telling of stories of hardship and suffering. These women had a variety 

of motivations for working, some worked for economic reasons, for their self-respect, or 

because they could not afford their illness on a pension. After difficult events they picked 

themselves up and dusted themselves off and moved on. My own life experiences were 

often mirrored in the stories of these women.  

 

Merton stated that only through socialisation can one, ‘understand the fine grained 

meanings of behaviour, feelings and values; only so, can one decipher the unwritten 

grammar of conduct and nuances of cultural idiom’ (1972, p. 15). Merton also puts 

forward the idea that insiderness is defined by the privileged access of individuals to 
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‘particular kinds of knowledge’ (1972, p. 11). Individuals with chronic illness have been 

told by people around them, often people whose opinions they value, that when sick they 

are expected to do certain things. They should go home and rest, they should go to a 

doctor, sometimes they have been ridiculed for their choice of doctor or for their doctor’s 

medical opinions. This happens at home, in families, with friends and at work. It has been 

normalised in society for so long that individuals can sometimes predict the response, to 

the extent that they may be selective about whom they choose to reveal any information. 

As an insider, I felt honoured, and to a degree, burdened by this information. Vickers 

(2001a) also experienced this. The responsibility of being the researcher charged with 

doing something useful with their very personal information, information which could 

make a difference to the lives of others with chronic illness, was significant. 

 

I advertised for participants through the Crohn’s and Colitis Association support group 

magazine as an insider. The article I wrote for the magazine, highlighted some of the 

issues that individuals with chronic illness experience in their workplaces, and in the short 

biography at the conclusion of the article, my diagnosis was included. Five of the 24 

participants were sourced from this article, and a total of 13 participants knew that I had 

Crohn’s disease when they volunteered to be part of the project. I cannot say how many 

of these volunteered due to their awareness of my insider status. I disclosed my illness at 

the beginning of each interview and my insider status was negotiated throughout each 

interview. Care was taken to limit my personal information initially, but it became 

evident that this disclosure encouraged participants to provide more detail. Thorne and 

Paterson refer to the dynamic between the researcher and insiders (participants) ‘It seems 

evident that both researchers and insiders operate within a socially constructed reality that 

is dynamic and difficult to appreciate until the passage of time allows social and historical 

analysis’ (1998, p. 174). The role of an insider researcher more readily allows access to 

the socially constructed reality which may differ considerably for a researcher who is not 

an insider. The passage of time provides a particular view of the way society is 

constructed and perceived by both insiders and outsiders. These views may vary so 

considerably that it influences, ‘what gets studied, what research questions are posed, and 

what methods are used…’ (Thorne & Paterson 1998, p. 174). Insider research may be the 

only way to research some groups where being an outsider equates to a lack of access to 

effective data. Merton points out that ‘only through continued socialisation in the life of a 
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group can one become fully aware of its symbolisms and socially shared realities’ 

(Merton 1972, p. 15).  

 

A single shared reality does not necessarily provide a perfect understanding of others. 

Other social rules may come into play. My role as a researcher affords me certain 

privileges in society, a high level of education, knowledge and a perceived degree of 

influence. These effectively place me, in the minds of some participants, as an outsider. 

This was particularly the case when interviewing women who had not completed year 12 

at secondary school. At times, it was helpful to use other background characteristics, such 

as the experience of working my way through university by picking fruit. However, care 

was required to avoid any hint that they had to match my personal experiences in any 

way. The objective was to achieve a richness of data within the comfort zone of the 

participant and it was essential that I not tell my story in its entirety, although there were a 

number of (self-imposed) guidelines that I felt were important. These were: 

1. It needed to make sense, leaving out necessary parts would make it sound 

unlikely. 

2. It needed to follow an expected path of diagnosis, procedures and health events. 

3. It needed to be relevant – the way it was described varied (truthfully), depending 

on the illness of the participant and how they engaged with the interview 

questions. 

4. It needed to not make the participant feel inadequate, hence the need to only 

reveal the necessary elements of the story. 

In my role as an insider, I was able to negotiate these because I understood that people in 

society will attempt to understand and make presumptions based on their own experiences 

about how the sick person should act. Had I made that mistake, the collaborative nature of 

the interview would have ceased and the information would not have continued. If I felt 

that the participant had become more reticent to share, I would tell a story from my own 

experience to trigger additional discussion. The key to this plan was the need to provide 

an ‘opt out’ strategy for the participant. Giving out potentially confronting information 

needed also to be accompanied by a clear exit strategy. For example, I would say, ‘This is 

my experience, but I have a friend who experienced a similar circumstance in a different 

way.’ This way of using insider information was something I used to gain more 

information without making the participant feel as if their own experiences were 

inadequate.  
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As I was looking for additional working class women to interview, the stories became 

more confronting and less like my own, but once I had established that I valued the 

experiences of these women and explained how important their stories were for the 

research, they were willing to share. The experiences of some participants varied 

considerably from my own. For these women, I was an insider, in part because of my own 

diagnosis but more because I cared enough to ask about their experiences.  

 

The value of researching the area as an insider was evident when participants would say, 

in essence, ‘You should understand this, this is where you’ve been’. The cross-roads 

where I found myself was a place where I was both the researched and the researcher. In 

order to acknowledge the difficulty that others described I needed to acknowledge my 

own illness and be prepared to share my story (Dickson-Swift et al. 2009). Being 

recognised as an insider, is a negotiated position which is earned from experience. The 

‘title’ of insider is earned, it is not necessarily one that is bestowed because of a 

diagnosis. Thus, the interview becomes a negotiated space where data is earned because 

of the significance of your own experience as an insider. Had my diagnosis occurred 

more recently, I would not have had the credibility to research as an insider. I was 

required by my participants to disclose and share some of my own experience in order to 

be considered an insider.  

 

Some of the literature refers to being an insider as membership of a group. I feel that it is 

not so much about membership as it is about previous shared experiences. For those with 

different illnesses, it is more about a shared identity and the possibility of similar 

experiences, such as, how to cope with reactions of others at work or how difficult it can 

be to make doctors understand. Phrases like, ‘You know what I mean’, ‘I enjoyed our 

chat’, ‘This research is really important because we need to get others to understand what 

it’s like,’ were common, and mostly after I turned the recorder off. Many expressed their 

desire to be part of the research because they were keen to ensure that somebody, 

somewhere was advancing their interests and for some it was more about stopping others 

from being treated the way that they had been. Vickers noted that ‘one of the most 

notable and heartening manifestations was the apparent desire to talk to me and to tell 

their story’ (Vickers 2001a, p. 53). The insider researcher has an advantage in these 

circumstances because of the stigma associated with talking about one’s experiences of 
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illness, there is an opportunity to negotiate the cultural barriers and access greater 

information. This is supported by Vickers who commented that ‘the revelation of [her] 

illness assisted [her] in obtaining deeper, richer and more personally held information 

from respondents’ (2001a, p. 46).  

 

There is some discussion in the literature about insiders being necessary to access the 

information that may not, for various reasons, be available to outsiders. Some of the 

research on chronic illness and work has been completed by insiders Denz-Penhey 

(1997), Vickers (1997), Myers (2004), Nielsen (2007) as well as the theses of Beatty 

(2004), and Morris (2003). The reason the information about chronic illness becomes 

more accessible to insider researchers, is because elsewhere, illness information might be 

stigmatised, or at times, subject to silence. This is the type of silence that occurs when 

others do not know how to respond. The revelation of a significant life event may be 

overlooked, simply because others are unsure of an appropriate response. This silence 

then means that individuals with illness are less likely to share information in any 

environment, except to those whom they know will respond in a positive or caring way. 

The thought of sharing, personal or embarrassing information to an outsider researcher, 

could be enough to stop individuals participating in the research. Despite this, some 

participants made the point that the research was important. Maree commented, ‘I find it 

really interesting that someone has decided to do this research project because I suspect it 

happens a lot more than we know.’ She was referring to the difficulties women with 

chronic illness experience in their workplaces. Mary made the point, ‘I think the 

Government puts it in the too hard basket and you’ve got too many ministers who have 

never experienced anything more than what they know now.’ There was a feeling 

amongst those in the study that people generally do not understand the difficulties 

associated with chronic illness. Undertaking the research as an insider was important in 

order to access the most valuable data.  

4.4  Participant details 

Table 4.1 provides a summary of the participants, information about their positions and 

their diagnosis as a reference to assist with reading the data chapters. A number of key 

points are evident from this summary. Nine participants were paid over AUD50 000 per 

year. The remainder, despite being a mix of professional and non-professional 

occupations (all of the participants with non-professional occupations were contained in 
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this group) earned in the range of, less than AUD10 000 per year and up to AUD49 999 

per year. The earnings of six women fell in the AUD30 000 - AUD39 999 per year 

bracket (mode) and this earnings bracket contained the largest group of participants. Four 

participants reported earning less than AUD30 000 per year, and four participants earned 

AUD40 000 to AUD49 999 per year.  

 

Those women who lived in regional areas generally appear to have experienced a greater 

degree of disadvantage. All of the participants who were in non-professional positions 

came from regional areas. A salient point to make here would be that participants were 

found using a snowballing technique. Those with lesser amounts of labour market power 

(and from a regional area) seemed to come from personal contacts who were local to me. 

In all but two cases, there was only one contact person between the participant and I. In 

the first instance, a participant gave me the name of another potential participant, in the 

second instance the participant was known to me. It is unclear why the snowball chain of 

contacts only worked well for those in professional positions, except that it would seem 

that individuals earning low incomes who had an illness, would be resource poor, 

possibly time poor and may not have had the time or energy to spend assisting with 

research, unless they felt that it would be of benefit to them or to someone they knew. 

Hence, the fact that all of the participants in non-professional positions resided in regional 

areas might be related to the method of participant recruitment. 
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Table 4.1: Summary of participants 

Pseudonym Diagnosis Profession Industry P-Time/F-Time Pay Permanent
/Casual Region 

Melissa Heart condition Nurse Health Part-time work $40 000-49 999 Permanent City 

Tania Multiple 
sclerosis Admin Officer Education Full-time work $50 000-59 999 Permanent Inner 

regional 
Judy Crohn's disease Teacher Education Part-time work $20 000-29 999 Casual City 

Louise 
Chronic fatigue 
syndrome & 
stroke 

Admin assist Education Part-time work $30 000-39 999 Casual Inner 
regional 

Rhonda Rheumatoid 
arthritis 

Drama coach, 
formerly small 
business owner 

Retail Part-time work $10 000-19 999 Permanent Inner 
regional 

Lisa Psoriatic 
arthritis Nurse Health Part-time work $40 000-49 999 Permanent City 

Maree Epilepsy, 
arthritis Nurse Health Part-time work $60 000-69 999 Permanent City 

Mary Excluded illness Manager Community Full-time work $30 000-39 999 Permanent City 

Joy Diabetes Cleaner Hospitality Part-time work $30 000-39 999 Permanent Inner 
regional 

Samantha Diabetes 
Various waiter 
& admin assist 
roles 

Hospitality Part-time work $30 000-39 999 Casual Inner 
regional 

Heather Rheumatoid 
arthritis 

Senior role in 
public service Public admin Full-time work > $100 000 Permanent City 

Melanie Hashimoto's 
thyroiditis Admin assistant Health Part-time work $30 000-39 999 Permanent Inner 

regional 

Sharon Breast cancer Small business 
owner Health Full-time work $90 000-99 999 Permanent Inner 

regional 

Claire 
(dec'd) 

Diabetes, brain 
tumour 

Volunteer, 
formerly nurse 

Health/ 
Education Part-time work < $10 000 Casual Outer 

regional 

Bronwyn Lupus Home help 
assistant Health Part-time work $10 000-19 999 Casual Outer 

regional 

Cheryl Psoriatic 
arthritis 

Manager, 
formerly nurse Health Full-time work $70 000-79 999 Permanent City 

Faye Breast cancer Retail assistant Retail Full-time work $40 000-49 999 Permanent Outer 
regional 

Stephanie Multiple 
sclerosis Retail assistant Retail Full-time work Not available Casual Outer 

regional 

Sally Ulcerative 
colitis Town planner Professional Full-time work $60 000-69 999 Permanent City 

Emily Crohn’s disease Engineer Professional Full-time work $70 000-79 999 Permanent City 

Donna 
Ulcerative 
colitis, bowel 
cancer 

TAFE teacher Education Part-time work $40 000-49 999 Casual City 

Lucy Crohn's disease Lawyer Professional Part-time work $80 000-89 999 Permanent City 

Debbie Ulcerative 
colitis 

Research 
assistant Education Part-time work $30 000-39 999 Permanent Inner 

regional  

Jane Depression Lecturer Education Full-time work $90 000-99 999 Permanent Inner 
regional 

Cathy Depression Admin Officer Education Part-time work $30 000-39 999 Casual Inner 
regional 

Note: 24 participants were interviewed, however, to avoid one participant being readily identified, her details were divided into two 

‘participants’ thus 25 participants appear in this list. Mary’s illness was quite rare and she could have been easily identified had it been 

included. 

Note: $ denotes Australian dollars 
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4.5  Conclusion 

The perspective provided by the qualitative data was important for this research. The 

combination of both the qualitative and quantitative perspectives allowed conclusions to 

be drawn from the smaller qualitative sample as well as the larger quantitative sample. 

Each of these provided insights which the other could not. The outcome was a fuller 

picture of the working lives of women with chronic illness than that which is presently 

available.  

 

Researching as an insider in chronic illness is important for gaining access to information 

which socially is undesirable to share. An outsider researcher may be able to provide 

sympathy and understanding, but without credentials which show to participants that they 

belong to the group, their research is less likely to obtain a full understanding of the 

issues which the participants face. Being an insider researcher for the purposes of this 

thesis, resulted in frank and honest conversations, which provided in-depth qualitative 

data for analysis.  

Chronic illness narratives are important for a better understanding of the social 

fabric, and the contradictions of social interaction and self-presentation, not 

simply a ‘truer’ picture of illness or the basis for improving medical practice, 

important though the latter may be (Bury 2001, p. 283). 
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Chapter 5: Quantitative Data 
 

 

This chapter examines the workforce outcomes of women with chronic illness as shown 

in the HILDA data. This data scrutinise different aspects of working with illness.  

Overall employment patterns for people with chronic illness is shown in tables 5.1, 5.2 

and 5.3. Table 5.1 shows the percentages of casual and part-time employees, while tables 

5.2 and 5.3 show the occupations and industries in which individuals with chronic illness 

participate. 

5.1  Bivariate descriptors 

Table 5.1 shows that 36 per cent of women with chronic illness work as casual 

employees. This means that they are employed casually in greater numbers than women 

or men, including men with chronic illness. While 55 per cent of women with chronic 

illness are employed part-time, only 45 per cent of women without chronic illness 

undertake part-time work. The higher proportions of casual and part-time work amongst 

women with chronic illness can be attributed to the need to access hours of work which 

allow for their illness.  

 

Table 5.1: Percentage of individuals with chronic illness by casual/permanent 
employment and by full-time/part-time employment 
 

Employment status & Full-
time/Part-time hours 

Distribution 
of males 
without 
chronic 
illness 

Distribution 
of males 
with 
chronic 
illness 

Distribution 
of females 
without 
chronic 
illness 

Distribution 
of females 
with 
chronic 
illness 

Casual 20 23 27 36 

Permanent 80 77 73 64 

Total 100 100 100 100 

Full-time (35 hours or more) 86 72 55 45 

Part-time (34 hours or less) 14 28 45 55 

Total 100 100 100 100 
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Table 5.2 shows that women with chronic illness are more likely than women without 

chronic illness to be employed as technicians and trades workers, community and 

personal service workers, clerical workers and more surprisingly as machinery operators 

and drivers, and labourers. While the reasons for these distributions may not be clear, it 

appears that women with chronic illness who have low levels of labour market power are 

generally forced into positions which allow them to manage both their work and their 

illness, even where this might occur in occupations which appear to be less 

accommodating of illness.  

 

At an industry level (Table 5.3), women with chronic illness are over-represented in 

health care and social assistance, manufacturing and other services and under-represented 

in retail trade and financial insurance services when compared to women without chronic 

illness, but other industry distributions are broadly similar. It may be that the question of 

flexible work is an issue in retail trade, but this does not explain a high percentage of 

women with chronic illness in the health care and community service industry. It is 

possible that the choices made resulting from the impact of chronic illness may cause 

these women to work in lower status jobs in the health care and community service 

industry. Working as assistant nurses or teacher aides or similar roles might give women 

with chronic illness the flexibility to manage their work and their illness. This explains 

why women with chronic illness are more commonly employed in non-managerial and 

non-professional occupations but are still represented at approximately equivalent levels 

as women without chronic illness, in education and training and health care and social 

assistance industries.  
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Table 5.2: Percentage of individuals with chronic illness by occupation 

Occupation 

Distribution 
of males 
without 
chronic 
illness 

Distribution 
of males 
with 
chronic 
illness 

Distribution 
of females 
without 
chronic 
illness 

Distribution 
of females 
with 
chronic 
illness 

Managers 15 17 11 9 
Professionals 21 19 27 17 
Technicians and trades 
workers 22 17 4 6 

Community and personal 
service workers 6 6 14 16 

Clerical and 
administrative workers 7 7 23 27 

Sales workers 6 3 13 10 
Machinery operators and 
drivers 10 17 1 5 

Labourers 12 13 7 10 
Total 100 100 100 100 
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Table 5.3: Percentage of individuals with chronic illness by industry 

Industry 

Distribution 
of males 
without 
chronic 
illness 

Distribution 
of males 
with 
chronic 
illness 

Distribution 
of females 
without 
chronic 
illness 

Distribution 
of females 
with 
chronic 
illness 

Agriculture, forestry, and 
fishing 4 6 2 2 

Mining 3 2 0 0 
Manufacturing 13 11 6 9 
Electricity, gas, water 
and waste services 2 2 0 0 

Construction 14 10 2 2 
Wholesale trade 4 5 2 3 
Retail trade 8 9 13 9 
Accommodation and 
food services 5 4 8 7 

Transport, postal and 
warehousing 6 11 2 2 

Information media and 
telecommunications 2 2 2 2 

Financial and insurance 
services 3 4 5 2 

Rental, hiring and real 
estate services 1 0 2 2 

Professional, scientific 
and technical services 9 6 7 6 

Administrative and 
support services 3 3 3 5 

Public administration 
and safety 8 7 6 3 

Education and training 5 6 14 13 
Health care and social 
assistance 4 5 20 24 

Arts and recreation 
services 1 3 2 2 

Other Services 4 4 3 6 
Total 100 100 100 100 

 

5.2  Multivariate analysis 
The use of OLS and logistic regressions to analyse the HILDA dataset allowed a number 

of different variables to be examined in greater detail than is possible using qualitative 
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methods. These analyses show the results separately by gender. Results for each equation 

are shown initially with these control variables: age, state and region (in most tables, 

equation 1 is for women and equation 3 is for men). Subsequently, other control variables 

are added to the equations (equations 2 for women and 4 for men). These control 

variables are: industry, occupation, workplace size, country of birth, education, sector and 

number of children. Where control variables have been included in an equation, this is 

shown with a ‘Y’. A detailed discussion of the methods employed here was included in 

Chapter 4.  

 

In the majority of tables, the effects of chronic illness on the dependent variables amongst 

women have the same direction as the effects amongst men and there is a broadly similar 

order of magnitude. There do not appear to be significant differences between the effects 

of chronic illness on women and on men for the majority of independent variables 

examined, that is, there is not a statistically significant interaction between chronic illness 

and gender for the majority of dependent variables. However, in some cases there do 

appear to be interaction effects. Where these occur they are shown separately as equations 

5 and 6 (which encompass all persons) in applicable tables. Those equations indicate the 

effects of sex and interaction variables for females with emotional (mental) illness (using 

variables constructed as described in Chapter 4) and for females with physical illness. The 

reason for the inclusion of these as two separate interaction variables is that in some cases 

the interaction effects differ between emotional/mental illness and physical illness. For 

reasons of consistency between tables, both interaction effects are shown. When the 

interaction variables are in the equation, the coefficient on the chronic illness variable, in 

effect, shows the impact of chronic illness on men. The coefficient on the interaction 

variables in effect, shows the additional impact of chronic illness on women, beyond that 

applying to men. Hence, in those tables, the coefficients on chronic illness variables are 

of similar magnitude between equations 3 and 5, and between equations 4 and 6. Ordinary 

least square regression has been used where the dependent variables are continuous, while 

dichotomous variables are examined using logistic regression.  

 

The following tables examine variables such as satisfaction with employment 

opportunities, permanent or casual employment status, preference for increased hours of 

work, level of occupation, earnings, satisfaction with the work itself, overall job 

satisfaction, pay satisfaction, hours of work, and satisfaction with job security.  
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Table 5.4 shows the relationship between chronic illness and the satisfaction with 

employment opportunities. Equations 1 and 2 are the equations for women, the first 

showing the parsimonious list of variables. Here, there is a strongly significant negative 

effect of chronic illness on the satisfaction women have with their employment 

opportunities. Equation 2 shows that most of the strength of this persists after a more 

extensive list of control variables are added to the equation, this is discussed further in 

Chapter 9. Equations 3 and 4 show that for men, the effects of chronic illness on 

satisfaction with employment opportunities are very similar to the effects for women. 

This is consistent with the qualitative data where Lucy’s experience showed the negative 

impact a diagnosis can have on career progression (this is discussed in detail in Chapter 

7). The dissatisfaction experienced by both men and women indicates that their places of 

employment may limit the career opportunities of employees with chronic illness.  
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Table 5.4: Relationship between chronic illness and satisfaction with employment 

opportunities 

 Female Male Persons 
Equation No. (1) (2) (3) (4) (5) (6) 
Chronic illness -.609 

(.000) 
-.547  
(.000) 

-.612 
(.000) 

-.547 
(.000) 

-.629 
(.000) 

-.562 
(.000) 

Females with 
mental illness 
(chronfe) 

    -.573 
(.007) 

-.619 
(.004) 

Females with 
physical illness 
(chronfp) 

    .250 
(.100) 

.234 
(.121) 

Sex     .017 
(.689) 

-.039 
(.417) 

       
Control 
variables: 

      

Age Y Y Y Y Y Y 
State Y Y Y Y Y Y 
Region Y Y Y Y Y Y 
Industry  Y  Y  Y 
Occupation  Y  Y  Y 
Workplace size  Y  Y  Y 
Country of birth  Y  Y  Y 
Education  Y  Y  Y 
Sector   Y  Y  Y 
No. of children  Y  Y  Y 
       
N 3928 3907 4231 4210 8160 8118 
Adjusted r2 .021 .054 .025 .056 .023 .051 
F 4.757*** 4.079*** 5.971*** 4.491*** 8.632*** 6.765*** 
OLS regression 
Dependent variable: satisfaction with employment opportunities 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

On the surface, it appears that men and women are similarly affected by chronic illness in 

terms of satisfaction with employment opportunities, as the coefficients in equations 1 

and 3 are similar, but equation 5 shows that there is an interaction effect for women with 

emotional/mental chronic illness. Their job satisfaction is reduced by more than can be 

simply explained by gender, which has no separate effect, or by chronic illness on its 

own.  
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The relationship between chronic illness and hours of work whether working part-time is 

evaluated in Table 5.5. Equations 1 and 2 demonstrate that women with chronic illness 

are significantly more likely to be working part-time than those without chronic illness 

after the restricted (equation 1) and full number (equation 2) of control variables are 

applied. Equations 3 and 4 show that men with chronic illness are also more likely to be 

employed in part-time work than those without chronic illness. This is confirmed by 

equations 5 and 6 which demonstrate interaction effects. The coefficients are smaller for 

women than for men. This means that men are more likely than women, as a result of 

their chronic illness, to be forced into part-time rather than full-time work. Women are 

already more likely than men to be in part-time work so the effect is less. The increased 

likelihood that those with chronic illness are working part-time does not necessarily mean 

that their illness is the direct cause of their need to work part-time. When considered in 

conjunction with the interview data, it could also be caused by a lack of understanding or 

limited social or formal accommodations available in the workplaces in which those with 

illness are employed. 
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Table 5.5: Relationship between chronic illness and hours of work whether working part-

time 

 Female Male Persons 
Equation No. (1) (2) (3) (4) (5) (6) 
Chronic illness .345 

(.002) 
.248 

(.045) 
.933 

(.000) 
.886 

(.000) 
.796 

(.000) 
.835 

(.000) 
Females with 
mental illness 
(chronfe) 

    -.421 
(.101) 

-.677 
(.017) 

Females with 
physical illness 
(chronfp) 

    -.463 
(.014) 

-.579 
(.005) 

Sex     1.823 
(.000) 

1.560 
(.000) 

       
Control 
variables: 

      

Age Y Y Y Y Y Y 
State Y Y Y Y Y Y 
Region Y Y Y Y Y Y 
Industry  Y  Y  Y 
Occupation  Y  Y  Y 
Workplace size  Y  Y  Y 
Country of birth  Y  Y  Y 
Education  Y  Y  Y 
Sector   Y  Y  Y 
No. of children  Y  Y  Y 
       
N 4032 4011 4336 4315 8326 8368 
Nagelkerke R2 .102 .311 .255 .426 .285 .424 
Logistic regression 
Dependent variable: whether working part-time (>=35 - full-time, <= 34 - part-time) 
Coefficient in bold. (Probabilities in brackets) 
 

Table 5.6 contains logistic regressions that examine the relationship between chronic 

illness and casual employment status. Women with chronic illness are significantly less 

likely to be employed in a permanent position than women without chronic illness. This is 

evident in equations 1 and more weakly in equation 2. The weak significance of the 

chronic illness coefficient for women in equation 2 reflects the way in which women with 

chronic illness, who have taken up casual work, are found in particular industries and 

occupations. This is because those with chronic illness need to work in those sectors 

which make casual work available, thus when industry and occupations are included they 

confound the result and chronic illness loses much of its significance. Equations 3 and 4 

show men with chronic illness are also more likely to be in casual employment. 

Interaction effects with gender did not reach significance.  
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Women with chronic illness are more likely to need to work part-time. Some employers 

are able to offer permanent part-time positions, but for many women being part-time also 

means working on a casual basis. The need that these women have to undertake part-time 

and/or casual employment is shaped by their illness and the industries in which they need 

to work.  

 

Table 5.6: Relationship between chronic illness and employment status 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness -.371 

(.005) 
-.264 
(.077) 

-.482 
(.005) 

-.433 
(.024) 

Control variables:     
Age Y Y Y Y 
State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 3583 3582 3501 3497 
Nagelkerke R2  .183  .395  .217  .406 
Logistic regression 
Dependent variable: permanent employment status 
Coefficient in bold. (Probabilities in brackets) 
 

Employment of women in industries where work is more readily available and part-time 

work is the norm has the potential to further disadvantage women with chronic illness. 

Samantha’s and Joy’s experiences attest to this; these will be further discussed in Chapter 

9. The interview data show that for women with chronic illness to obtain work they may 

need to work in sectors where casual work predominates. This is because where 

individuals have lower labour market power, casual work provides flexibility in the work 

environment which they may not be otherwise able to access.  

 

It is also possible that these women prefer to work more hours, but they are required to 

work those hours which are made available to them. The relationship between chronic 

illness and the preference for increased hours of work is examined in Table 5.7. Women 
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with chronic illness are more likely to prefer increased hours of work than women 

without chronic illness. Amongst men the same pattern could be observed. The 

coefficients appear slightly higher for men, but no interaction effect was observed.  

 

Table 5.7: Relationship between chronic illness and preference for increased hours of 

work 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness .438 

(.003) 
.351 

(.024) 
.675 

(.000) 
.573 

(.001) 
Control variables:     
Age Y Y Y Y 
State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 4028 4007 4329 4308 
Nagelkerke R2 .066 .202 .108 .195 
Logistic regression 
Dependent variable: preference for increased hours of work  
Coefficient in bold. (Probabilities in brackets) 
 

Table 5.8 illustrates the relationship between chronic illness and satisfaction with job 

security. Both women and men with chronic illness experience significantly reduced 

satisfaction with job security. As we have shown that individuals with illness are more 

likely to be casual (Table 5.6), and they are more likely to want to work an increased 

number of hours (Table 5.7), it is not surprising then that they will also be dissatisfied 

with their job security.  

 

Table 5.8: Relationship between chronic illness and job security satisfaction 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness -.337 

(.002) 
-.379 
(.000) 

-.347 
(.003) 

-.300 
(.009) 

     
Control variables:     
Age Y Y Y Y 
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State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 4017 3997 4328 4307 
Adjusted r2 .012 .033 .014 .053 
F 3.163*** 2.890*** 3.861*** 4.377*** 
OLS regression 
Dependent variable: job security satisfaction 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

Table 5.9 examines the relationship between illness and level of occupation. Level of 

occupation has been coded as a dichotomous variable, managerial and professional 

occupations versus all remaining occupations. Some control variables have been excluded 

in these equations as they are strongly correlated (or synonymous) with occupation. 

Equations 1 and 2 show that women with chronic illness are significantly less likely than 

women without chronic illness to be in management or professional occupations. 

Equations 3 and 4 show that no such relationship exists for men with chronic illness. This 

suggests a significant interaction effect, which is explored in equations 5 and 6.  

 

Equation 5 shows that after controlling for other variables, women are more likely to be 

in a managerial or professional occupation than men. This probably reflects the high 

number of women in teaching and nursing occupations. Equation 6 shows that this 

relationship becomes weakly significant (just below the 5 per cent threshold) once 

additional control variables are added. Importantly, women with either mental or physical 

chronic illness are much less likely to be in management or professional occupations than 

both, other women without chronic illness, or men with or without chronic illness. On this 

basis, chronic illness appears to have a larger impact on the careers of women than men. 

It does not restrict the opportunities of men to work in management or professional 

occupations as it does for women. This applies to both mental and physical illness. 
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Table 5.9: Relationship between chronic illness and level of occupation 

 Female Male Persons 
Equation No. (1) (2) (3) (4) (5) (6) 
Chronic illness -.462 

(.000) 
-.469 
(.000) 

-.037 
(.762) 

-.029 
(.816) 

.004 
(.973) 

.013 
(.912) 

Females with 
mental illness 
(chronfe) 

    -.537 
(.043) 

-.545 
(.040) 

Females with 
physical illness 
(chronfp) 

    -.497 
(.006) 

-.515 
(.004) 

Sex     .107 
(.031) 

.098 
(.052) 

       
Control 
variables: 

      

Age Y Y Y Y Y Y 
State Y Y Y Y Y Y 
Region Y Y Y Y Y Y 
Industry  N  N  N 
Occupation  N  N  N 
Workplace size  N  N  N 
Country of birth  Y  Y  Y 
Education  N  N  N 
Sector   N  N  N 
No. of children  Y  Y  Y 
       
N 4032 4031 4335 4328 8367 8359 
Nagelkerke R2 .128 .131 .132 .134 .121 .124 
Logistic regression 
Dependent variable: Managers, professional occupations 
Coefficient in bold. (Probabilities in brackets) 
 

Table 5.10 looks at the relationship between chronic illness and weekly earnings. 

Equation 1 shows a negative impact on weekly earnings for women with chronic illness. 

However, when additional control variables are added in equation 2 the effect disappears. 

This suggests that the predominant way chronic illness affects the earnings of women is 

through the industry and occupations where they work as a result of their illness. For 

men, the negative effect of chronic illness on earnings occurs regardless of industry and 

occupation. This interpretation is reinforced by the interaction coefficients, which after 

controlling for occupation and industry show lower earnings for women, but that effect is 

halved for women with either physical or mental illnesses. Without controlling for 

industry and occupation the effect of mental illness for women is not significantly 

different to the effect for men with mental illness and the effect of physical illness for 

women is weaker before occupation and industry are controlled.  
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Understanding the factors at work here requires further research beyond the scope of this 

thesis, which might include more sophisticated wage equations using other data, but on 

the face of the data it appears that labour market responses for men and women with 

chronic illness may be different. Chronically ill women appear to be segmented into 

lower skilled, more precarious occupations and industries. Men with chronic illness 

appear more able to retain a better involvement in the broad occupations and industries 

they wish to occupy, but end up in lower paid (including part-time) jobs within these 

occupations and industries, perhaps also involving less skill. This is an area for future 

research. 
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Table 5.10: Relationship between chronic illness and weekly earnings 

 Female Male Persons 
Equation No. (1) (2) (3) (4) (5) (6) 
Chronic 
illness 

-.165 
(.000) 

-.054 
(.140) 

-.290 
(.000) 

-.214 
(.000) 

-.280 
(.000) 

-.220 
(.000) 

Females with 
mental illness 
(chronfe) 

    .050 
(.571) 

.154 
(.044) 

Females with 
physical 
illness 
(chronfp) 

    
.134 

(.035) 
.165 

(.003) 

Sex     -.456 
(.000) 

-.323 
(.000) 

       
Control 
variables: 

      

Age Y Y Y Y Y Y 
State Y Y Y Y Y Y 
Region Y Y Y Y Y Y 
Industry  Y  Y  Y 
Occupation  Y  Y  Y 
Workplace 
size  Y  Y  Y 

Country of 
birth  Y  Y  Y 

Education  Y  Y  Y 
Sector   Y  Y  Y 
No. of 
children  Y  Y  Y 

       
N 3730 3711 3830 3811 7561 7523 
Adjusted r2  .260  .465  .349  .525 .346 .520 
F 60.478*** 45.863*** 94.142*** 59.440*** 161.226*** 109.531*** 
OLS regression 
Dependent variable: earnings (log) weekly 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

The relationship between chronic illness and the satisfaction that employees gain from the 

actual work activities that they undertake is examined in Table 5.11. Women and men 

with chronic illness are more likely to have decreased satisfaction with their work than 

those who do not have illness. No interaction effect was observed. It is plausible that for 

both men and women with chronic illness, this finding reflects a tendency to be clustered 

in jobs that are less skilled than they are capable of undertaking. For women, reasons 
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behind this could include the fact that they tend to seek work that is precarious in 

industries where they are not well paid. The dissatisfaction experienced by men may be 

associated with their increased likelihood of working in part-time positions (Table 5.5 and 

Table 5.10). For both it could be linked to their dissatisfaction with employment 

opportunities (Table 5.4), there is a possibility it could also be linked to skill levels.  

 

Table 5.11: Relationship between chronic illness and satisfaction with the work itself 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness -.201 

(.040) 
-.243 
(.013) 

-.229 
(.024) 

-.220 
(.030) 

     
Control variables:     
Age Y Y Y Y 
State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 4028 4007 4335 4314 
Adjusted r2 .017 .050 .017 .042 
F 4.189*** 3.948*** 4.497*** 3.616*** 
OLS regression 
Dependent variable: satisfaction with the work itself 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

Table 5.12 shows that there is lower overall job satisfaction for men and women with 

chronic illness. This may reflect both men and women with chronic illness being 

dissatisfied with the work itself and with underdeployment, in that they have had to settle 

for lower level or casual positions in order to access the accommodations they need to 

manage their illness and continue working. This is supported by the dissatisfaction with 

employment opportunities (Table 5.4) and likelihood of working in part-time positions 

(Table 5.5).  
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Table 5.12: Relationship between chronic illness and overall job satisfaction 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness -.229 

(.011) 
-.280 
(.002) 

-.272 
(.003) 

-.251 
(.007) 

     
Control variables:     
Age Y Y Y Y 
State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 4028 4007 4334 4313 
Adjusted r2 .011 .028 .017 .027 
F 2.998*** 2.601*** 4.333*** 2.657*** 
OLS regression 
Dependent variable: overall job satisfaction 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

Table 5.13 examines the relationship between chronic illness and pay satisfaction. 

Equations 2 and 4, with the extended list of control variables, show that there is a 

significant impact of chronic illness on satisfaction with pay. This is the case for women 

and men. This likely reflects several factors. Individuals with chronic illness have a 

greater chance of working in positions which are casual (Table 5.6), but they would prefer 

to work a greater number of hours (Table 5.7). They are lower paid than workers without 

chronic illness, probably either as a result of the industries and occupation groups in 

which they work, (especially the case for women), or being in lower level positions in 

broad occupational groups (as appears to be the case for men). Being less satisfied with 

their work, they may well be in lower skilled jobs than they are capable of undertaking. In 

short, being underemployed, underdeployed and in more precarious positions likely 

makes people with chronic illness more dissatisfied with their pay. 
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Table 5.13: Relationship between chronic illness and pay satisfaction 

 Female Male 
Equation No. (1) (2) (3) (4) 
Chronic illness -.229 

(.011) 
-.280 
(.002) 

-.272 
(.000) 

-.251 
(.007) 

     
Control variables:     
Age Y Y Y Y 
State Y Y Y Y 
Region Y Y Y Y 
Industry  Y  Y 
Occupation  Y  Y 
Workplace size  Y  Y 
Country of birth  Y  Y 
Education  Y  Y 
Sector   Y  Y 
No. of children  Y  Y 
     
N 4028 4007 4334 4313 
Adjusted r2 .011 .028 .017 .043 
F 2.998*** 2.601*** 4.333*** 2.657*** 
OLS regression 
Dependent variable: pay satisfaction 
Coefficient in bold. (Probabilities in brackets) 
# significance at 10% (< .10) 
* significance at 5% (< .05) 
** significance at 1% (< .010) 
*** significance at 0.1% (<= .001) 
 

The HILDA data presented here shows that individuals with illness are disadvantaged in 

multiple ways, and despite social perceptions that those with chronic illness should be 

willing to experience reduced satisfaction in the context of their working lives this data 

shows that this is not the case. Women and men generally have different working 

characteristics, with women being more likely to undertake differing forms of work to 

men because of differing responsibilities and influences, thus their outcomes will be 

different.  

5.3  Conclusion 

The analyses of the HILDA data highlight areas where both women and men, with 

chronic illness, experience dissatisfaction. These include, employment opportunities, 

hours of work, their actual work, overall job satisfaction, pay satisfaction and job 

security. The working lives of those with illness, are shown in the quantitative data, to be 

insecure and dissatisfying. The characteristics of the work of women with chronic illness 

include, an increased likelihood of part-time work and also the increased likelihood of 
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being employed in casual work, and they are less likely to be employed in professional or 

managerial occupations than women without illness. Women with chronic illness are 

more likely to have their careers restricted, because of their illness, than men with chronic 

illness. Women are also more likely to earn less because of the occupations and industries 

in which they are employed. These findings support the interview data (discussed in the 

following chapters) which show that it was difficult for participants to remain in 

satisfactory employment.  
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Chapter 6: Disclosure and Modes of Working  
 

 

This chapter will more extensively explore the mechanisms used by women to carry out 

their work roles and manage the reactions of others. Adaptive work, asymptomatic work 

and symptomatic work will be discussed and applied to the qualitative data. Disclosure, a 

key concept in the decision making processes of women with chronic illness, determines 

which mode of working an individual may undertake; disclosure is also discussed in 

detail in this chapter.  

 

Those with chronic illness in the workplace have to utilise various methods of managing 

the way they appear to others at work, as discussed in Chapter 3. These modes of working 

can usefully be referred to as adaptive work, asymptomatic work, and symptomatic work. 

Adaptive work is the process of engaging with others in the workplace so that others or 

the organisation, adapt in some way to the needs of women with chronic illness. 

Asymptomatic work consists of the behaviours used by women with chronic illness to 

carry out their responsibilities at work without the appearance of symptoms associated 

with a chronic illness. Symptomatic work is the undertaking of work responsibilities 

while symptoms are apparent. The reactions of others will vary depending, inter alia, on 

the facts about a diagnosis or symptoms. Women with chronic illness have choices about 

how they manage their appearances as someone with a particular diagnosis. The concepts 

of, adaptive work, asymptomatic work, and symptomatic work, contribute to the 

presentation of a capable self to others at work and are used by those with illness, while 

emotion work and aesthetic labour are relevant to many workers more generally, but they 

have specific meaning for women with chronic illness in their places of work. 

 

Emotion work and aesthetic labour have been discussed in the literature in relation to 

varying work contexts but most specifically related to service work or customer service 

situations (Bolton & Boyd 2003; Warhurst et al. 2000). For women with chronic illness 

emotion work and aesthetic labour also apply in the context of working with colleagues 

and supervisors rather than just in service situations. Adaptive work and asymptomatic 

work are new concepts which more specifically relate to the behaviours of those with 

illness and how they manage the expectations of their workplace.  
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Disclosure is central to the decision making process affecting the behaviour choices of 

women with chronic illness in the workplace. The decision to disclose is important in 

managing the specifics of illness in an organisational context, as it depends on exchanges 

between employers and employees, interactions between individuals and the 

organisation’s policy, social and cultural understandings of particular illnesses and 

individual factors (Charmaz 2010). Broadly speaking, these factors form the basis for the 

process of workplace disclosure (shown in Figure 3.2, which is reproduced from Chapter 

3). In assessing the risks associated with disclosure or non-disclosure, women with an 

illness use their understanding of the social expectations of their workplace to inform 

their decision to disclose. Women may initially attempt to undertake asymptomatic work 

in their workplace in order to preserve their appearance of capability, while adaptive work 

is carried out by those who have disclosed and wish to access accommodations for their 

illness.  

 

Figure 3.2: Process of workplace disclosure (replicated from Chapter 3) 

 
For the individual with chronic illness, having a choice about disclosure is an advantage 

while they have it, but potential stigma may be a concern for the sufferer, and possibly a 

cause for worry regarding, what others think of their disease and what impact it might 
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have on colleagues within the work environment (Vickers 2003b). Once the individual 

has revealed their disease, by choice or perhaps because of obvious symptoms or the time 

taken away from work for treatment, they make the undesirable transition to potentially 

being perceived as a worker of lesser value (Goffman 1963). Workers in this 

circumstance face a dilemma of whether to acquiesce to the identity prescribed for them 

by colleagues or attempt to project their actual social identity into their workplace, which 

may result in stigmatisation for that employee. ‘Stigma and prejudice are each complex 

concepts that encompass individual experience, the interaction between non-marginalised 

and marginalised groups’ (Stuber et al. 2008, p. 351). The way women manage the 

potential reactions in the workplace requires a boldness often not exhibited in 

negotiations with their supervisors (Myers 2004). The response of employers and 

colleagues to the disclosure shapes ways of managing the emotions and reactions of 

others. The difficulty lies in the fact that individuals with illness often find that disclosing 

illness information is extremely personal and can be difficult to manage without the 

additional impost of worrying about how others at work will react. The management of 

these reactions will result in those with illness carrying out adaptive work or 

asymptomatic work in addition to the explicit requirements of their job.  

 

A stigmatised individual finds that maintaining legitimacy in the workplace is important 

when preparing for a time when they might wish to request accommodation for their 

illness (Charmaz 2010). Keeping up appearances is also imperative for sustaining 

effective work relationships. Looking and acting the part of an effective worker is 

important, as is continuing to work in a way that minimises the impact of the illness on 

co-workers. Information to colleagues may vary depending on tolerance for illness 

information, and because of this, disclosure at work can be complex. Some colleagues 

will be offended if they discover that others have been told more information, despite the 

fact that the ill person considered it prudent not to disclose in detail to that individual. 

Some workers will offer well-meaning but poorly conceived health advice. They might 

wish to know the cause of the disease, or if it is contagious, others will act as a gate 

keeper at functions involving food and offer suggestions about what is or is not 

appropriate to eat. Keeping others ‘happy’ with personal life decisions is a key factor in 

the decision to disclose, how much to disclose and to whom to disclose. 
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6.1  Disclosure decisions 

Disclosure decisions can be made voluntarily and with the aim of achieving positive 

outcomes, despite the risks. Individuals might decide to disclose to a supervisor for 

different reasons such as an exacerbation of illness. They also might, in different 

situations at work, choose to partially disclose. Partial disclosure might involve telling 

only limited information to others or it could involve telling only individuals who need to 

know, such as a supervisor or close colleagues, in order to access accommodations for 

their illness in their workplace. Ragins points out that ‘disclosure is not an all-or-nothing 

phenomenon but occurs, rather, on a continuum that takes place in work and non-work 

settings’ (2008, p. 194). Disclosure of illness information depends on the goals of each 

individual and the social environment in each organisation. Where individuals are seeking 

to gain support for their illness, disclosure may prove to be a positive move to proactively 

engage others in a pragmatic discussion on the topic at a time when symptoms may not be 

obvious. On the other hand, workers disclose because their hand has been forced by an 

exacerbation of the illness. The stigma associated with a disease seems to influence 

disclosure decisions, as do the characteristics of the workplace.  

6.1.1  Social influences on disclosure and non-disclosure 

Social influences are important in the decision about disclosure. Debbie noted that she 

had not been made to feel uncomfortable or awkward about her illness, but she also 

acknowledged that she did not often disclose. Lucy needed to disclose because the initial 

flare of her Crohn’s disease was severe. It did not occur to her at the time that her illness 

could be a problem in her workplace. ‘It didn’t enter my head that it was an issue, it was 

just part of my life I guess.’ Her illness meant that she was not considered for a promotion 

in her workplace (this is discussed further in Chapter 7). Donna was diagnosed with 

ulcerative colitis when she 18 years old, at that time her illness caused her such 

embarrassment that she did not tell anyone. She said:  

Even some of my siblings didn’t know. I was very embarrassed, I would never 

talk to anyone about it. I remember in uni lectures, I’d pretend to cough because I 

needed to go to the toilet, so I’d have a coughing fit so I could leave and go to the 

toilet. It wasn’t a very big lecture theatre and I felt very self-conscious about it.  

Donna reported that she felt less self-conscious as she got older. Sharon reported being 

treated compassionately by colleagues after her diagnosis with breast cancer.  
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 Everyone was very good to me. Our manager, was very positive. [She said] ‘Don’t 

you worry about anything, [I’ve] got it all under control.’ One of the other staff is 

younger and we’re quite good friends and she was very upset, ‘Why did this have 

to happen to you?’ sort of thing. Then I had to be positive to her! 

 

Emily was an engineer with Crohn’s disease (an inflammatory bowel disease). She 

revisited her decision not to disclose from time to time. She related an incident where 

there was a student doing work experience at her workplace and the topic of health was 

being discussed: 

She [the student] was saying how her Mum is in hospital a lot. And then it came 

out that her Mum was allergic to morphine; they [the medical staff] found that out 

because she has to go to hospital a lot because of her Crohn’s disease. That was 

quite interesting for me to see it mentioned... Anyway the boss said, ‘Crohn’s 

disease, that must be pretty tough.’ And the student said something like, ‘Yeah, 

she’s in hospital a lot, she’s on a lot of medication.’ And the boss was like, ‘Is 

there a cure for it?’ And she said, ‘No, no cure.’ He sounded interested and 

concerned [in] his response, it was a good response anyway. 

The boss’s attitude to the work experience student made Emily feel that if she had to 

disclose he might be understanding, but her intention was still not to disclose until she 

really felt that it was required. When asked about the impact of her illness on her work 

Emily said:  

Because I have trouble concentrating, I have a coffee a day. Originally I didn’t 

want to get addicted to coffee but I think I have to. To be completely honest, I sort 

of feel as if it [the illness] is impacting a fair bit, because I seem to have trouble 

concentrating. And I get tired and… if I stay back at work a bit later… and then 

I’ve got to come home and cook because I’m single and I’ve got to get tea ready 

and I feel a bit of an impact, because sometimes you feel a bit overwhelmed in a 

way and you’ve to cook and everything. And then you’ve got to go to bed, and 

sometimes I go to bed late because it takes me a while to eat my food, because it’s 

not very appetising or whatever. But I don’t really, I don’t actually tell that to 

anyone, because you can’t really quantify the tiredness I feel, and it might sound 

like you’re whinging. 

Emily was concerned about the way she appeared to her colleagues and was reluctant to 

disclose, but she was also unwilling to reveal the impact that her illness had on her life. 
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Pinder states that: ‘unruly bodies which fail to do their owner’s bidding may release 

powerful messages that affect the presentation of ourselves’ (1995, p. 610). Those with 

chronic illness are aware of this and undertake to manage the way they present 

themselves in various social spheres. ‘Increasingly, organisations put pressure on workers 

to maintain a positive “face” to the public and others in the workforce’ (Schaubroeck & 

Jones 2000, p. 182). Choosing to disclose is a decision which is influenced by the 

attitudes of colleagues and supervisors. Organisations form a social environment which 

effect the decisions of workers with illness.  

 

Participants in the study displayed a variety of approaches to managing the social 

environment in which they worked. They firstly tended to show coping mechanisms such 

as the normalising and passing, leading up to their decision to disclose or not disclose. 

After disclosure, they would choose to employ agency, emotion work and aesthetic labour 

in the management of their illness at work. The manner in which these mechanisms were 

used depended on disclosure and the influence of the social environment in which they 

worked. 

6.1.2  Non-disclosure 

Non-disclosure appears from the data to be quite rare, at least among the demographic 

group covered by the interviews. Only one participant reported that she had not disclosed 

in her workplace: Emily kept to herself and focused on managing her illness, keeping the 

amount of sick leave for which she applied to a minimum. When she required time off for 

procedures, she obtained a medical certificate and provided the minimum of information 

to her supervisor. She worked to maintain her appearance of normality at work and had 

been able to pass as normal without disclosing her diagnosis or the nature of her illness. 

Emily commented that she might consider disclosing if she had a significant flare: ‘if it 

became really bad again I suppose I might have to say something, but it’s been going well 

enough that I haven’t felt the need.’ Emily also reported that her boss had shown concern 

about her and she suspected he must have some idea that she had an on-going illness.  

I guess he figures something must be happening, but he doesn’t ask, he just says 

every now and then, ‘So is everything ok?’ And I just say ‘Yes.’ And that’s it. 

Usually, the medical certificates just say, ‘Emily needs to have a couple of days 

due to a medical condition or medical procedure.’ 
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While it seemed that Emily might have a supportive boss to whom she could disclose, she 

still preferred to preserve her privacy. The fact that she worked in an all-male office 

might also influence her disclosure, particularly because her disease was one that carried 

stigma (Charmaz 2010). Studies have shown that stigma is most noticeable where 

individuals suffer from misunderstood illnesses such as HIV/AIDS (D'Cruz 2003; Wilson 

1996). The stigma associated with Crohn’s disease stems from the parts of the body 

involved and embarrassing nature of related procedures. Neither the symptoms nor 

procedures were easy to discuss in a work environment, hence Emily would have taken 

her disclosure decision very seriously. She appeared to be fortunate to have such an 

understanding boss. The data shows that not all supervisors are so willing to give sick 

days regularly without requesting additional information from the employee. Non-

disclosure requires that women with chronic illness normalise their work behaviours 

through asymptomatic work.  

6.1.3  Early proactive disclosure 

Where an illness may have immediate implications for colleagues and involve the safety 

of the employee, early disclosure is often needed. Samantha had particularly severe and 

difficult to control diabetes, with which she had been diagnosed for more than 15 years. 

On her appointment to a new position, Samantha elected to disclose her diabetes so 

colleagues could be prepared should she collapse (have a hypo) at work. She said that she 

would not disclose at an interview, but once she had the job she took a proactive approach 

and said, ‘I have this condition and this is how we handle it.’ Very few employers had 

expressed any concern about this, but Samantha reported that they often did not 

appreciate the difficulties of her diabetes. Once they realised how difficult her illness was, 

the response of her employers was quite different. She felt her illness had limited her 

employment prospects due to the attitudes of employers. In other casual positions she 

found that her rostered hours were reduced until eventually she was forced to seek work 

elsewhere. Disclosure, for those with difficult symptoms or with sudden onset prior to 

diagnosis, may be necessary and makes the management of information and the 

perceptions of others a priority. 

6.1.4  Disclosure due to severity of illness 

Disclosure is often undertaken because symptoms become too difficult to manage at work 

without seeking some form of support from the workplace. Achieving support may be a 
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relatively straight forward matter of seeking leave for medical appointments, or in the 

case of a severe flare of the disease may require extended leave in order to manage 

changing symptoms and medications. Heather’s disclosure in her workplace occurred 

because the first occurrence of her rheumatoid arthritis was so severe that she needed 

substantial time off work while she waited for her illness to respond to treatment. Her 

disclosure was not a choice, but a necessity brought about by the sudden initial onset of 

her symptoms. Heather’s senior role in the public service enabled her to take some initial 

time off and then return to work in a staged manner when she was able. On her return to 

work she reached an agreement with her boss that he would ‘give her some space’ when 

requested.  

He’s good about that, and we’ve got this unspoken rule, I don’t ask very often, 

well I very rarely call in sick or I very rarely require him to back off. So when I 

ask him to he knows I’m serious.  

 

Heather worked long hours, and the nature of her position was such that she was on-call 

24 hours each day, seven days a week when necessary. She had a capable professional 

reputation because of previous work roles in the department, these enabled her to better 

manage the disclosure required by the severity of her illness and the subsequent 

revelation of a substantial amount of information about her illness. She credited her good 

relationship with her CEO for the understanding she had received in relation to the 

symptoms of her illness. A reputation for previous hard work is able to mitigate the 

possible damage an illness can do to an individual’s professional standing where the 

person had been in the organisation for a reasonable period of time prior to diagnosis. 

However, professional reputation is not the only factor necessary for women to receive 

understanding in their workplace after disclosure. 

 

Cheryl had psoriatic arthritis and she had chosen to limit the disclosure to colleagues in 

her current position. Like Heather, a flare of Cheryl’s condition required that she take sick 

leave which required disclosure of her illness to her employer. She had only been 

employed for a short period of time with this organisation, however, because of the 

culture of the organisation she also found understanding for her circumstances. One of her 

supervisors had rheumatoid arthritis and Cheryl acknowledged her with some of the 

support she received in this organisation. Cheryl commented that she received 

understanding because of her employment with a health-related support organisation. 
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Because we [assist] people with chronic disease, people I’m working with are 

very understanding of the things you’ve got to put up with. 

The severity of the illness takes much of the choice away from those with illness, with 

disclosure at that point becoming more about managing the reactions of others.  

 

Melissa’s disclosure was necessary in order to preserve her health, but after her disclosure 

she found at times there was little support or understanding available to her. Melissa’s 

symptoms had worsened to the point where she needed to reduce her hours of work, but 

to do this she was required by her employer to bring a medical certificate to work each 

week to allow her to have one day off. Her employer placed further hurdles in her way, 

requesting verification of her illness from doctors nominated by her employer, they also 

specified that she undergo a series of tests which had already been carried out by her own 

specialists. After waiting to have these procedures, continuing to work and managing her 

supervisor’s seeming unreasonable requests, she also needed to manage her deteriorating 

health. She considered taking stress leave but decided against this because she felt her 

stress would be compounded and cause a further deterioration in her health, while the 

issues surrounding her work would remain unresolved. Understanding from supervisors 

regarding chronic illness and the culture of the organisation, influence the way disclosure 

is received by a workplace both positively and negatively.  

6.1.5  Partial disclosure 

Circumstances at work tend to be such that full disclosure to all colleagues is rare. Even if 

individuals have disclosed to some in their workplace, there will be situations where they 

will be interacting with colleagues, customers or more senior staff to whom they will not 

have disclosed. ‘Disclosures are often partial and selective. Partial disclosures reveal the 

illness but not its severity or resulting disabilities… Many people learn to measure the 

information they disclose and to meter its timing’ (Charmaz 2010, p. 11). They also 

choose to whom they disclose. Bosses and close colleagues may be trusted with illness 

information that employees may choose not to disseminate widely in their workplace. 

There are circumstances where it is not necessary or appropriate to disclose. However, for 

those who need to use aids such as a walking stick, disclosure may occur involuntarily in 

any situation. Rhonda noted that in her business, she was often given health advice by 

customers because, at times, she needed to use splints on her hands. In this situation, she 

would have preferred not to disclose, and when she was able to hide her symptoms she 
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did, even if it was painful for her to do so. The way disclosure is managed by women with 

chronic illness varies depending on the situation. As the owner of a small business, 

Rhonda was expected to present not only a capable persona to her customers, but also a 

friendly one. Her manner needed to remain pleasant despite her preference not to discuss 

her illness openly. In this circumstance, she attempted to remain professional while only 

providing a minimum of illness information. The expectations of others, whether 

colleagues or customers, put considerable pressure on these women and disclosure 

decisions were often influenced by these expectations. Social requirements can override 

the wishes of the chronically ill individual even when it is not appropriate to do so.  

6.1.6  Disclosure as expression of identity 

Disclosure of illness information might also be made because of the nature of an illness. 

Where individuals are more concerned with information sharing than accessing flexibility 

or physical symptoms, they might choose to disclose in order to explain certain 

behaviours or perhaps as a pragmatic expression of their identity. Mary suffered a severe 

disease but continued to work as a manager of a community organisation. She 

implemented extensive measures to manage her illness, these were critical to her ability to 

continue working. Mary’s colleagues knew about her illness, but she refused to 

acknowledge more than an initial disclosure of information about this in her workplace. 

She commented that ‘It’s not a subject I bring up. When I’m at work, I’m at work… 

because I don’t let it influence the way I work, I don’t come in and say, “I’m sick today 

leave me alone.” I just come in and do my job.’ Tania also felt this but preferred to 

disclose in order to promote understanding of multiple sclerosis (MS) symptoms. She 

fostered awareness of MS in her workplace and so acknowledged her diagnosis as part of 

her life in a very public way.  

 

These women have moved from a ‘resistance identity of defensiveness stemming from a 

devalued sense of self to a project identity where one proactively constructs a new 

identity’ (Myers 2004, p. 268). The identity of women with chronic illness may be 

influenced in different ways, and the manner in which they disclose can be part of the 

way they manage their illness from a personal standpoint, but is also a way of preserving 

their rights in their workplace. Individual supervisors be better able to manage and apply 

policy fairly if the employee had disclosed in an open way and had therefore gained the 

support of a wider working community within the organisation. However, women with 
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chronic illness tend to be selective about to whom to disclose. This may allow supervisors 

to apply policy, in possibly, uneven ways.  

6.1.7  Risks of disclosure and non-disclosure 

Assessing the risks of disclosure forms part of the disclosure decision making process. 

Women who are contemplating disclosure will weigh up the options and assess whether 

the risks associated with revealing their illness, are worth it. Sally only disclosed to 

colleagues whom she felt able to trust, after having an experience where she was accused 

of being a hypochondriac by a co-worker and hearing that others had been gossiping 

about her. Sally also explained her dilemma regarding what was an appropriate amount of 

information to tell her supervisor. A friend advised her against disclosing any further 

information and said that in the end she had decided ‘that it was probably best not to tell 

the bosses too much information.’ The dilemma of disclosure is that the outcomes are 

often unknown. Sally and Jane both expressed their appreciation for the support of close 

or trusted colleagues, but their experience also highlighted that there were others who 

were less supportive. They had hoped for greater understanding.  

 

Some women showed that disclosure had worked for them and by disclosing they had 

moved from a resistance identity to a project identity (Myers 2004). When Tania 

coordinated awareness events for the support group for her illness in her workplace it 

effectively ‘outed’ her to the entire organisation. However, by taking a proactive 

approach to her disclosure she found a greater amount of wider support from those with 

whom she worked and to whom she might not otherwise have disclosed. Mary’s refusal 

to acknowledge her illness as a factor in her working life showed the value of a ‘project 

identity’ to her. Mary was also very proud of the fact that she rarely took sick days. In this 

way, she was able to present a capable persona which mitigated the possible negative 

perceptions of others. Bronwyn, who had lupus, reported that she received understanding 

from her boss and she felt this was because her boss had also been diagnosed with a 

chronic illness. Bronwyn received flexibility to manage her illness in her work as a home 

help assistant for older people. However, the redistribution of her duties meant that other 

staff needed to do more heavy work and this meant that she received a lesser amount of 

understanding from her colleagues. The risk of disclosing for Mary, Sally and Bronwyn 

seemed to vary depending on factors such as: the ability to control symptoms and 

minimise the impact of the illness on work, the understanding of others, which could not 
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necessarily be predicted, and the degree to which they were able to enact a ‘project 

identity’. 

6.1.8  Conclusion 

Stigma is a reason for avoiding disclosure or managing appearances and working 

circumstances after disclosure. Preserving their professional standing is important to these 

women and improved work related outcomes are related to the amount of time they have 

worked for the organisation prior to revealing their illness. Early proactive disclosure may 

be undertaken to achieve flexibility for the treatment requirements of their illness, also to 

provide information in order to manage pre-existing perceptions of colleagues and 

supervisors about the nature of the illness. An exacerbation of illness or an initial severe 

flare resulting in diagnosis, are the most likely reasons among respondents, for disclosure 

at work. Organisational policy and the expectation that supervisors or colleagues will be 

supportive, influences the disclosure decision and how and when it is undertaken. 

Supervisors support is the most significant of these because they provide day-to-day 

interpretation of policy and may approve flexibilities which may be inside or even 

marginally outside organisational policy. 

 

An individual’s preference for a particular identity will influence their disclosure 

decision. Some women will choose non-disclosure because they prefer privacy and others 

will disclose because of a need to be seen as capable despite their illness. Those who 

reconstruct their identity around their illness may see this as a way of more openly 

managing their power in the employment relationship and circumventing possible 

misunderstandings from supervisors who may be under increased pressure to better 

administer organisational policy and comply less with social expectations. Social 

expectations are not always aligned with the legal obligations of workplaces and some 

supervisors would prefer to deny the chronically ill their rights by requiring them to take 

time off and perhaps even suggesting that they need to find employment ‘more suited to 

their needs.’ Because of variations in the perceptions of others in the workplace, 

disclosure is risky. The risk is influenced by the ability to control symptoms, the impact 

of the illness on the individual and their work, the understanding of colleagues and 

supervisors and the type of identity undertaken by the individual with illness. Decisions 

about disclosure form the basis of emotion work, aesthetic labour, adaptive work 
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asymptomatic work or symptomatic work (or combinations of these) that women with 

chronic illness undertake in their workplaces.  

6.2  Behaviours used in the management of chronic illness 

There are a number of behaviours, deployed by those with chronic illness, that are 

discussed in other domains of the existing literature but have not been properly applied to 

chronic illness. These include emotion work (Bolton 2005; Bolton & Boyd 2003), 

emotional labour (Hochschild 1983) and aesthetic labour (Warhurst et al. 2000). The new 

concepts of adaptive work, asymptomatic work and symptomatic work also contribute to 

the literature on the types of behaviours this group of women undertake. 

6.2.1 Emotion work 
Emotion work is defined as the type of work that individuals employ when they ‘express 

emotions consistent with their organisational role’ (DeJordy 2008, p. 511). Emotion work 

or presentational emotional management (Bolton 2005) in the workplace requires that 

emotions are managed in order to elicit a desired response from those with whom they 

come into contact, providing a customer service or working with others (Bolton 2005; 

Bury 1991; Hochschild 1983; Townsend 2008). Individuals with chronic illness utilise 

emotion work for preserving their capable image in the workplace (Bury 2002; Yoo et al. 

2010). Heather’s experiences show how difficult it was to display emotions consistent 

with a working role. 

At the moment, for example, we’re going through quite a significant cultural 

change in the organisation and I’m the champion of that and I don’t feel like the 

champion of that from time to time. Your staff are expecting you to be really 

positive and visionary and all these sorts of things and that’s certainly not how 

you feel. And sometimes I feel like I’m putting on a show, when that’s not really 

how you genuinely feel about things. 

The emotion work carried out by Heather was presentational emotion management 

(Bolton & Boyd 2003), and showed the dissonance that she felt was not because of the 

unrealistic or overly difficult requirements of her position but because of the symptoms of 

her illness. The theory associated with emotion work is applicable to those with chronic 

illness, but the impost on these women is more significant than others in the workplace. 

Bolton points out that ‘the social actor brings the necessary skills into the organisation 

through a lifetime’s training in the presentation of the self’ (Bolton & Boyd 2003, p. 291) 

The emotion management skills that women with chronic illness bring to their workplace 
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are developed from a lifetime of learning socially acceptable ways of appearing to others 

as one with illness. After diagnosis these skills are honed by the specifics of their illness 

and further developed to comply with the expectations of particular workplaces.  

 

Normal social greetings which involve discussions about how well one is, take on new 

meanings for those with chronic illness. Tania reported episodes of feeling ill, but as part 

of emotion work in the workplace, believed she needed to be sympathetic to others who 

had comparatively insignificant health problems. She said that she did not talk about her 

illness much because of the situation in her office and the way colleagues presented 

seemingly minor illnesses. 

 I have people in my office who tend to whinge a lot about all of their issues and I 

just think, ‘When you have a real illness then you can whinge to me.’ I don’t feel 

sorry for people sometimes. Specially, when they come in and say, ‘I’m tired,’ I 

feel like saying, ‘I’m like that every day.’  

Tania went on to say that she thought that comparing a minor illness with multiple 

sclerosis would be similar to her saying to someone who had cancer, ‘I don’t feel real 

good today.’ She thought that to speak that way would be inappropriate. When she 

evaluated her response to others in her workplace she commented that she would like to 

say to people, ‘Step in my shoes and then have a whinge.’ But then she reported that she 

often just did not care: ‘I just listen to them and some days I think, “You’ve got 

nothing.”’ Tania alluded to the emotion work that it took to manage the reactions of 

others to the way she appeared when she had obvious symptoms, such as when she 

tripped up stairs. ‘People don’t realise it’s not really you.’ But even in this situation she 

did not tell anyone, she preferred to sit down and take a break. The presentation aspects of 

emotion work for Tania included choosing to ‘just listen’ and taking breaks to avoid 

being seen as a ‘whinger’ amongst her colleagues. She displayed a detailed understanding 

of how people appear to others when all they do is complain. Because of this she decided 

to keep some of the difficulties of her illness to herself and employed emotion work to do 

so.  

 

Social rules related to illness may include the expectation that individuals who are ill 

should go home until they are better (Parsons 1970). Colleagues may support these social 

rules by encouraging those with long-term illness to comply. In some cases like Tania’s, 

it is easier not to discuss it and instead to manage their own emotions in order to preserve 
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their appearances as a socially acceptable worker. Bury points out that management of the 

way individuals with illness appear involves the ‘skillful manipulation of social settings 

and appearances to minimise the impact of illness on interaction’ (Bury 1991, p. 462). 

Heather’s experience shows how difficult it can be to undertake the emotion work 

required in a position when the individual is not feeling well, even though it is necessary 

to preserve their working reputation. 

 

Emotion management can also involve ‘managing the worry of others, protecting and 

soothing others, and educating and instructing others’ (Yoo et al. 2010, p. 209) when 

disclosing illness. While emotion work may be carried out both before and after 

disclosure, it may become more intentional in post-disclosure situations. After disclosure, 

the management of others, their emotions and reactions to illness information becomes 

increasingly important.  

 

The circumstances under which Heather disclosed, with her initial exacerbation, meant 

that it was widely known in her workplace. The emotion work that she undertook felt like 

‘a show’ to her. In her position, she felt that the expectations of others required 

exceptional emotion management. When she was required to be ‘positive and visionary’ 

her role as a senior manager required her to be able to motivate and initiate changes 

within the organisation while at the same time bringing stability to a change management 

process. Through this, she also needed to present an image of capability in relation to her 

illness. Tania disclosed and found support and interest in her illness from others, 

however, she still soothed and educated those around her. When others complained about 

seemingly small health issues she withheld her true feelings about their circumstances to 

avoid making her work environment more difficult.  

 

The process of managing the emotions of others while maintaining a professional 

appearance has two aspects. Firstly, women with chronic illness face the dilemma of 

disclosure, continued dissemination of illness information and the resulting emotion work 

needed to mitigate any loss of professional standing. This form of socially expected 

emotion work is necessary to meet informal social requirements as one with illness in the 

workplace. Tania showed this by showing patience with others who did not understand 

about illness, or what it meant to routinely deal with illness. Secondly, their emotion work 

needs to reflect the requirements of the organisationally expected emotion work related to 
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their level and type of position and the work related expectations of colleagues. Tania, in 

her administrative role assisting senior management needed to present an image of being 

well organised and perform her role as expected by her organisation. This is separate to 

the emotion work she carried out as one who openly disclosed and was active in the 

support group’s awareness campaigns in her workplace and in this managed the way 

others saw her as an individual with multiple sclerosis. Her supervisor was aware of her 

illness and provided her with the flexibilities she needed to manage her symptoms. 

Despite this, Tania was still conscious that she needed to maintain a professional persona 

when dealing with symptoms. She preferred to go quietly and sit down until her 

symptoms improved without telling anyone. In this way she displayed organisationally 

expected emotion work, she also was able to maintain a capable appearance in line with 

social expectations. 

 

Socially expected and organisationally expected emotion work took on a different form 

for Heather because of the level of her position within the organisation. She managed the 

emotions of others and her own circumstances more proactively than Tania. She found 

that it was best to correct the misconceptions about her illness and the way she chose to 

manage it. Heather was able to resist some of the ‘socially expected’ behaviours which 

her colleagues seemed to consider normal for her as an individual at work with an on-

going illness. Heather recognised how difficult it was to present herself to her staff in the 

way they expected her to be: ‘I’d like to be able to deliver this person that people want 

sometimes, but I just don’t have the heart and soul for it.’ Socially expected emotion 

work forms part of presentational emotion management. Bolton describes presentational 

emotion management as involving ‘encounters within the team [which] would be 

managed according to the implicit social rules’ (2005, p. 135). Organisationally expected 

emotion work forms part of prescriptive emotion management, which is ‘when an 

employee may follow occupational feeling rules but not necessarily as an exercise in cost-

efficiency’ (Bolton & Boyd 2003, p. 291). These two concepts provide a useful platform 

for the description and understanding of the type of emotion work carried out by women 

with chronic illness in their place of work.  

6.2.1.1  Labour market power 
The working situations of Tania and Heather show that labour market power is important 

in the way they approach their use of emotion work. Heather, because of the level of her 

 Page 106  
 



 

job, was able to force her working environment to adapt to her. Tania, because of the 

lower level of her position, adapted to the social and organisational expectations in her 

working environment. Murray and Peetz make the point that ‘women not only 

accommodate to their environment but also utilise agency to force their environment to 

adapt to them’ (2011, p. 8). Also, ‘emotional labour might be implicitly demanded of 

certain employees in any occupation who are not part of the mainstream and who, in 

order to become or at least appear mainstream, need to manage their emotional or 

physical appearance’ (Murray & Peetz 2011, p. 8). The implicit requirement that workers 

undertake emotion work is evident in both socially expected and organisationally 

expected emotion but takes different forms. It may present in the form of social pressure 

from colleagues or as an expectation from the organisation that they fulfil job 

requirements with apparent confidence and capability.  

 

Emotion work is implicitly expected of individuals who differ from others in the 

workplace. The type of emotion work will depend on different factors including labour 

market power, the degree to which the illness separates the individual from the 

mainstream and whether they have disclosed. Labour market power is influential in the 

way that women with chronic illness deploy emotion work. Those with a greater degree 

of labour market power will use agency to manage organisationally expected emotion 

work and will also be better able to manage socially expected emotion work. Women 

with lesser amounts of labour market power may need to employ more personally 

significant emotion work and may not be able to force individuals or the organisation to 

adapt to their needs. Aesthetic labour is another form of work which assists individuals 

with illness preserve an appearance of normality and capability in their place of work. 

6.2.2  Aesthetic labour 
Aesthetic labour (Bury 1991; Warhurst & Nickson 2007) is employed to preserve an 

outwardly normal appearance or to minimise the ‘look’ of certain symptoms while at 

work. It might be in the case of rheumatoid arthritis, flat shoes need to be worn and this 

will be seen as acceptable where the culture in the workplace normally requires a 

different dress standard. Aesthetic labour might be undertaken by women with chronic 

illness so that they appear to ‘fit in’ in their workplace. It may be undertaken to hide 

symptoms through dressing in a particular way or wearing make-up to hide any unwanted 

evidence of illness. Aesthetic labour is important for presenting a capable image in the 
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way they appear to others in the workplace. Bolton and Boyd (2003) highlight that 

emotional labour may form part of the requirements of staff in their interactions with 

other employees. This is also applicable to aesthetic labour for those with chronic illness. 

Rhonda’s comment sums up how important it is to employ aesthetic labour. She 

highlighted the fact that others will remark on the wellness of an individual with chronic 

illness based on how they look. Aesthetic labour is beneficial for women who wish to 

preserve their image as capable workers. Rhonda reported:  

They say ‘You look so well today,’ and I go, ‘This is my outside face. I’ve come 

out today, I’ve put on a scarf, I’ve put my lippy [lipstick] on.’ But they don’t get 

it.  

Louise also understood how important it was to look well at work, otherwise colleagues 

would comment.  

Because people who know you, know, and I think for me probably my eyes are 

the biggest giveaway and I don’t always wear makeup and stuff, but if I go in 

there [to work] without much makeup on, they’d go [aghast face]. I [say], ‘You 

should see me without makeup on, I’m very pale.’ So, I guess the fact that I’ve 

been managing it quite well is good. 

 

Aesthetic labour is a key strategy for avoiding stigma for women with illness in their 

places of work. Looking professional and acting in ways that make colleagues 

comfortable, form a means of preserving their reputation. The pressure that this places on 

women with chronic illness is considerable, and they seem willing to utilise aesthetic 

labour as a necessary part of working. Melanie highlighted the issues she had experienced 

with deciding what to wear and how others reacted to the way she dressed.  

Some days you just, like this morning because I had such a bad night’s sleep last 

night I was looking at my clothes thinking, ‘I want to wear flat shoes today and I 

just want to wear trousers today.’ It’s an effort to get dressed up. And some days if 

you’re feeling good you do get dressed up [colleagues say] ‘Oh gee, you’re 

dressed up today,’ and I’m like, ‘Yep, thought I’d make the effort.’ It [illness] 

does impact on everything, and I would love to hang out in a tracksuit, especially 

when it’s a little cool. I don’t like cool weather, it’s very hard on my joints. And 

the rain and humidity is hard too. My right knee, it just aches.  
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Seemingly, positive comments such as ‘You’re dressed up today,’ can be seen as a 

disincentive by those with illness to differentiate between their choice of clothing on good 

and bad days in case it draws attention to other less obvious symptoms of illness. 

 

Maintaining an appearance of competence involves managing the way women with 

chronic illness appear, which might include such things as wearing clothes which allow 

for physical limitations but still fit within the culture of the organisation, or wearing 

makeup to cover facial discolouration (such as being pale) as a result of illness. The goal 

of this type of aesthetic labour is to draw attention away from any obvious physical 

limitations and present an image of normalcy. Women with illness use aesthetic labour to 

preserve the way they appear to others. This may form a part of keeping up the 

appearance of capability or avoiding disclosure. The aim of aesthetic labour is usually to 

maintain a normal image and one that is appropriate for the individual’s workplace. 

Existing concepts of emotion work and aesthetic labour form part of the type of work that 

women with chronic illness perform in their workplace. However, the concepts of 

adaptive work, asymptomatic work and symptomatic work, for women with chronic 

illness in the workplace, are also needed to cover the breadth of work performed by this 

group of women. 

6.2.3  Adaptive work and labour market power 
Adaptive work may be undertaken by those with chronic illness who need or want to 

achieve some form of adaptation or accommodation from their workplace to assist with 

their circumstances of illness. These women may be concerned about the degree to which 

they are able to access accommodations at work to assist them in achieving work related 

outcomes. Managers may prefer to demand that individuals take sick leave and not return 

to work until they are well (Parsons 1970), which creates difficulty for individuals with 

chronic illness who cannot be sure when they will improve (Myers 2004). Employers 

have the potential to present a more compassionate response to the circumstances of their 

staff, however, research has shown that this type of understanding cannot always be 

expected (Vickers 2009a). Disadvantage may be experienced by workers through the 

perceptions of others which include: 

assessments of the [chronically ill] individual’s ‘deservingness’ of 

accommodation and implications of the visible symptoms of the disease, 

predictions of whether or not chronically ill women will be capable of full 
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employment in the future, and appraisals of their suitability for their chosen 

professions (Jung 2002, p. 193).  

The social influences experienced in the workplace significantly impact on the successful 

deployment of adaptive work and asymptomatic work.  

 

The success of adaptive work and asymptomatic work is dependent, not only on social 

influences but also on the labour market power of the worker. This is particularly relevant 

to adaptive work where the employee is attempting to access accommodations, but may 

be confronted with perceptions and expectations of others. ‘You can see who has power 

by seeing whose interests prevail’ (Peetz 2006, p. 75). 

 

To achieve accommodations for illness, women with chronic illness will manipulate their 

circumstances at work. Illness and subsequent work outcomes become catalysts for 

‘decisions, tactics and organisation of work carried out over the trajectory of the illness’ 

(Gerhardt 1989, p. 147). Individuals may request from their supervisors, assistance with 

their circumstances of illness. These requests may be straight forward sick leave requests 

which do not require particular consideration for the chronic nature of the illness, known 

as general flexibilities and which are available to all workers. They may also take the 

form of requests for ongoing flexibility which might not fall within the normal guidelines 

for provision of leave, known as contingent flexibilities. Adaptive work requires agency 

where women put forward their case. Forethought, intentionality, self-reactiveness and 

self-reflection, each form a part of the agency (Bandura 2001) displayed by chronically ill 

individuals while using adaptive work. As with asymptomatic work, labour market power 

contributes to the success of adaptive work. The ability of women to successfully 

negotiate for contingent flexibilities is, at least in part, dependent on their labour market 

power. Labour market power is influenced by the employer’s ability to access alternative 

workers (Peetz 2007), level of position, length of service with the employer, permanence 

of position, education and skill level of the employee. Internal labour market power is 

influenced by specific skills and abilities associated with a particular organisation or 

position, these are contributing factors to the success of adaptive work.  

 

High levels of external or internal labour market power help to mitigate the difficulties 

associated with working with illness. Pinder highlights some of these difficulties of 

managing the way individuals with disability (including chronic illness) appear at work: 
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What disabled people are faced with at work is the task of establishing trust or 

repairing trouble, which in turn highlights the differential ability of individuals to 

persuade employers to ‘run with’ ambiguity and disturbance, and of organisations’ 

[ability] smoothly to dispose of it: one of the classic tensions of contemporary life 

(1995, p. 607). 

Adaptive work is underpinned by the fact that organisations and supervisors may have 

unrealistic expectations around the employment of individuals with chronic illness. Bury 

makes reference to the disruptive nature of illness and ‘the issues involved in the active 

responses people fashion in social interaction’ (2002, p. 12). However, adaptive work 

goes further and provides a framework for the type of work required when seeking 

accommodations or adaptations needed by the individual in their workplace. The success 

of requests for adaptation may be influenced by a variety of factors including labour 

market power, social rules and organisational policy.  

 

Mary disclosed her illness to the Board of her organisation in order to gain their support 

for her unusual working situation. Due to the expensive nature of the treatment that Mary 

undertook a number of times each week, it was important that she was able to retain her 

Health Care Card (a health concession card). A change in legislation decreased the 

number of hours she was able to work and still keep her Health Care Card. Mary 

negotiated with her Board to undertake part of her employment as paid work and the 

remainder of her full-time position was unpaid work. The Board agreed and, as a result, 

Mary worked full-time but was paid for 29 hours per fortnight. She commented that: 

There were several [Board] members who said, ‘It’s too much.’ But I came on 

board here to rejuvenate the Centre, which is what I do in my positions, I move 

them forward, and this one was in big need of it.  

The adaptive work that Mary utilised to request adaptations was quite extraordinary. It 

was based on her professional competence, her personal preference for full-time work, a 

goal oriented personality as well as her internal and external labour market power. This is 

consistent with resource dependency theory. The combination of these factors meant that 

she had the confidence and motivation that she needed to successfully negotiate with her 

Board for the adaptations she required.  

 

Heather used adaptive work in her employment. She was diagnosed with rheumatoid 

arthritis when she had an initial flare which required her to take time away from work in 
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order to stabilise her condition. Heather described her negotiations with her boss 

regarding her return to work thus: 

It was a bit of an effort to try and convince him that all I needed was a bit of 

patience with the physical. I didn’t need to be pitied and pandered to in terms of 

anything else. Just needed a little bit of time to get my body back into action.  

She felt that his concern related to her ability to manage her job at senior management 

level on reduced hours, in order to stage her return to full-time work.  

I initially came back three days a week and I lasted doing that for about a month 

and a half and then I went four days a week. And I think there was some concern 

that I wouldn’t be able to perform the duties of the task in that period of time, that 

in three or four days a week I wouldn’t be able to achieve what needed to be 

achieved. So it took a little bit of convincing to assure him that I’m a hard worker. 

[I said to him]‘You get more out of me three or four days a week than you’d get 

out of the average Joe Blow in five days a week. So just let me prove that I’m up 

for this and we’ll go from there.’ 

 

Heather’s negotiations regarding her return to work were extensive and showed how she 

used adaptive work to achieve a change of her working hours and adjustments to the work 

itself. When Heather was working three days each week her role was shared by someone 

else, but when she returned to work four days each week she undertook sole 

responsibility for her whole job.  

I did most of [the job] on three days a week, but what I didn’t do was the staff 

management responsibilities… What I took on was all of the complex and 

controversial decision making responsibility and one of my colleagues took on the 

supervision of staff responsibilities. But when I went from the three days to four 

days I took on everything. So, I was essentially doing 10 hours a day for the four 

days a week. So I was for all intents and purposes working full-time. It just gave 

me that extra day for recovery I suppose. 

 

Heather continued to use adaptive work after her return to work. She negotiated with her 

boss for periods of ‘timeout,’ when she needed a break if she was not feeling particularly 

well. She also had strategies in place for managing the reactions of her staff when they 

were less than understanding. To do this Heather exhibited agency through self-

reflectiveness in her adaptive work in her ‘ability to construct appropriate courses of 

 Page 112  
 



 

action and to motivate and regulate their execution’ (Bandura 2006, p. 165). Heather 

adjusted her work according to her symptoms and was able to construct and execute 

appropriate courses of action which enabled her to manage her work, her boss and 

colleagues. She also showed intentionality when she developed a strategy for her periods 

of timeout and when she staged her return to work. The success of the adaptive work 

displayed by Heather was influenced by the level of her position, the credibility she had 

in her workplace due to her previous experience in the department, and her negotiation 

skills. For those with little labour market power, this in turn influenced the success of the 

adaptive work they employed. Resource dependency theory is based on the idea that those 

with resources are those with greater levels of power. This explains, in part, how Heather 

was able to access the accommodations and flexibilities she needed, her use of agency 

was another factor in her success.  

 

Joy found that she needed to use adaptive work in order to achieve accommodations in 

the form of a short break in the middle of her shift so that she could eat to help balance 

her blood sugar levels. This was notable because she had diabetes and her job required 

her to expend large amounts of energy, and so eating at strategic times throughout her 

shift was imperative to prevent her from becoming ill.  

They weren’t going to let me have a lunch break because I’m on the middle of the 

day shift and I’m on lunch cover. I’ve tried to make it through to 3pm, but I need 

to eat, I can’t do it. I’m sick and it’s just wearing me down. So I have a two 

minute lunch break, sometimes I stretch it to five minutes. I don’t think she [my 

boss] really understands, she doesn’t want to know, she doesn’t talk to me. It’s 

almost as if they’re looking at you as if you’re making up an excuse not to work.  

 

Joy negotiated to have the break she needed for health reasons, and was successful, not 

because she possessed labour market power, but because her request was important to her 

ability to continue working. Joy used adaptive work through agency and intentionality 

and was able to access the accommodations that she required. The importance of the issue 

may have given Joy greater power in negotiation and increased her agency to seek the 

adaptations that enabled her to continue working. Joy did not comment, but it was 

possible that her supervisor knew of her legal obligations that required her to allow Joy to 

have the break she needed. Joy also made the point, in another part of the interview, that 

she was a member of the union. However, if membership provided her with some 
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additional bargaining power, she was not aware of it. Joy’s experiences are consistent 

with resource dependency theory, as from this we expect that workers with attributes 

which are not readily available are in high demand. Conversely, workers whose labour 

and skills are easily replaced have lower amounts of labour market power and therefore 

have difficulty accessing the accommodations they need. 

 

Adaptive work, as utilised by Samantha in her position as a waiter in a coffee shop, was 

used in one circumstance where she and her flatmate were encouraged to find other work 

because of their illnesses. The adaptations they sought were concerned with receiving 

understanding for their illnesses.  

A friend of mine also had type 1 diabetes, and we lived [and worked] together at 

the time. They pulled us up one morning tea on an eight hour shift when there was 

a break in the customers coming in. The duty manager sat us down and said, 

‘Look we’re not happy with your work. Both of you are unreliable and we’d like 

you to find positions more suited to your needs.’ After that they dropped our 

hours. My friend’s mother got two solicitors and dragged them down to the 

[Company] and they said [to the owners], ‘There’s no need for this, they’ve 

always told you that they’ve had these problems. When they’re sick they’re sick, 

they’re not hungover, they’re trying.’ We were doing seven days straight. And 

what they were meant to be doing was giving us 12 hours notice of a change of 

shift, but they didn’t. They were just ringing us up five minutes after we finished a 

shift and saying ‘Can you come in tomorrow morning?’ So we’d finish at 11pm 

and have to be there at 7am the next morning, after an eight hour shift [the 

previous day]. It was highly strenuous work, the conditions at the store at the time 

weren’t great… So we got our shifts back and got our hours back, much to their 

disgust.  

 

Samantha did not, individually, have the labour market power to ensure that she would be 

successful if she sought adaptation in her work environment, particularly one where there 

was no understanding or allowances made for the specific difficulties of her diabetes. 

Individual agency and power in negotiation did not have any significant influence on her 

employers. The adaptations were achieved through legal assistance from outside and the 

support of friends. The power relationships that Samantha had through her friend’s 
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mother enabled her to access adaptation, an adaptation that was legally required of her 

employer.  

 

Adaptive work may not be successful initially and might require on-going agency and 

negotiation in order to achieve accommodations. Melissa needed to reduce her number of 

days at work because of a health condition, which if not well controlled could be serious. 

She made a request to job share her position, but it was declined because job sharing was 

not permitted at her level of responsibility within the organisation.  

I basically know I will never go upwards [be promoted] at all. There’s no scope. 

At our [organisation] there’s this thing, you couldn’t [work at my level] and work 

less than three days per week. So I was trying to seek clarification for that as well, 

which they also blocked, and wouldn’t actually answer me. 

However, the return of a colleague from maternity leave resulted in Melissa’s request to 

job share being approved. 

I was very lucky when this girl came back from maternity leave and only wanted 

to work two days and they, of course, had to let her do that. So, all of a sudden it 

became convenient for me to work three days.  

Melissa subsequently had a supervisor who was ‘lovely and very flexible.’ She 

considered Melissa’s requests more favourably. This highlighted the influence that social 

rules, organisational policy and the individual characteristics of supervisors have on the 

type of adaptive work that is required and whether the adaptations requested are likely to 

be approved.  

 

Jane also had difficulty accessing the adaptations she requested in her workplace. Despite 

the fact that she worked for a large organisation which had policies and support for those 

with chronic illness, she had trouble gaining understanding from her supervisor. Jane 

worked at a senior level in her profession, she had a Masters degree and had worked in 

the organisation for over 12 years. She had few chances for taking holidays to help her 

manage her illness. In 12 years, she had been allowed only four opportunities to take 

leave longer than two weeks. She reported that during her two week breaks she also 

completed work in order to manage her workload. Only recently did she insist on taking 

holidays at Christmas time. 
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There was pressure put upon me to change that position [but] I took leave and I 

went away for three weeks. It was the first period of leave where I’ve not worked 

that I can recall for years. 

Jane had labour market power, she was willing to use agency and she negotiated and was 

still not given the accommodations that she needed. The social rules evident in the 

relationship she had with her supervisor fit with Parsons’ sick role (1970). He told her 

that she should go home, get better and then return to work. This would be difficult as she 

had been diagnosed and had lived with mental illness for nine years. She has found that 

the way work was allocated was not fair and as a union member considered taking her 

concerns to them or possibly making a complaint to the Human Resources section. But 

she expressed her reservations about how to manage this. She felt that she would be 

disadvantaged even further if she made a formal complaint. Instead, Jane chose to 

officially request to change her working hours to reduce her load, she insisted on access 

to holidays that suited her and she managed her workload by working from home as much 

as she could. While Jane was not able to access the understanding or a reasonable 

workload she found ways to manage, by using agency to gain adaptations which suited 

her. These changes were not her preferred option but she was then able to make her 

working life more manageable with the adaptations that she was able to achieve.  

 

Melissa, Joy, Jane and Samantha all needed accommodations or understanding in order to 

maintain their health. Melissa’s health condition needed to be well controlled so that she 

could avoid becoming seriously ill. Joy needed to eat regularly so that she could avoid 

collapsing (having a hypo) at work. Sufficient rest between shifts was important for 

Samantha and while this was difficult for her to access, a more significant issue was the 

discrimination she experienced because of her illness. Denial of the requests of these 

women could have resulted in an exacerbation of their illnesses. They could also have 

brought a case, under occupational health and safety legislation, against their employers. 

These examples of the way social rules and organisation policy were applied to the 

requests for adaptations show how women with illness at work continue to be subjected 

first to normative social expectations of what it means to work with an illness before their 

employers’ legal requirements were considered. 

 

The need for individual women to access basic adaptations required adaptive work which 

incorporates increased agency. These might include the ability to take breaks or holidays, 
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or be allocated a reasonable workload in order to prevent illness. Most of these basic 

requirements should be provided as a matter of course as they are legal rights of workers. 

Women who have a lesser amount of labour market power are more vulnerable and more 

likely to be denied their basic rights. However, it also seems that even women who have a 

reasonable amount of labour market power may also face problems from the attitudes of 

supervisors, particularly related to social rules, and even where there are policies in place 

to protect them, they might choose not to complain. 

 

Jane had significant labour market power but did not feel that she could confront her 

supervisor because she would have to continue to work with him after her complaint was 

resolved. Samantha, at times, chose to leave positions rather than fight the disadvantage 

she experienced at work. Even if these women were willing to argue their case, they also 

needed to consider the impact it would have on their health. Alternatively, Mary and 

Heather who were both very senior within their organisations were able to argue 

successfully for the accommodations they wanted. Employees with the highest level of 

labour market power were able to seek adaptations to assist them in the management of 

their work and their illness. 

 

The key function of adaptive work is to seek adaptation or accommodations to assist 

people with illness in the workplace. For some women, the adaptations sought should 

have been their legal right, but these were not always made available. Adaptive work may 

also be used to access contingent flexibilities for making their work more manageable and 

accommodating for the circumstances of illness. Labour market power proved to be 

important to women with chronic illness in the success of their requests for adaptation. 

Resource dependency theory helps explain the influence of labour market power on the 

outcomes of these workers. Here we see chronically ill women seeking to influence 

decisions and undertaking specific behaviours to their advantage, which is an illustration 

of the first face of power at work. The main focus of those deploying adaptive work is to 

protect their employment and to provide a good working environment. The main focus of 

adaptive work was to request accommodations which enabled women with chronic illness 

to better manage their illness in the workplace. Adaptive work is a significant concept as 

it describes the range of behaviours deployed by those with illness in an attempt to 

manage information, appearances and reactions of others when attempting to access 

accommodations.  
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6.2.4 Asymptomatic Work 
Asymptomatic work is the behaviours used by women to carry out their responsibilities at 

work without the appearance of symptoms associated with a chronic illness. This mode of 

working is chiefly directed at the self and includes managing symptoms, attitudes and 

behaviours within the self in order to achieve a capable appearance in the workplace. 

Asymptomatic work may be employed for a variety of purposes, such as enabling women 

to appear normal in the workplace and avoid disclosure or stigma. It also focuses on 

responding to the expectations of the workplace. For example: some sick days will be 

expected; headaches may be construed as normal muscle soreness attributed to a recent 

sporting incident or similar ‘normal’ activity. It is important that these do not happen so 

often that they put the individual under suspicion of malingering. Understanding the 

requirements of the individual’s employing organisation, appreciating the expectations 

which colleagues have of each other and observing the impact that illness information has 

on others, assist in shaping the asymptomatic work used by women with chronic illness.  

 

Asymptomatic work facilitated Emily’s avoidance of disclosure of an embarrassing and 

potentially stigmatising illness in her workplace. Emily had Crohn’s disease and she 

related some of the difficulties of managing a digestive disorder in her workplace. She 

commented that she was conscious of the time she spent away from her desk when she 

needed a bathroom break, but had no real way of covering this evidence of her illness. 

One way to maintain her appearance of capability, she felt, was to improve her 

performance. Working late was a strategy she employed to maximise her productivity. 

This was significant because she reported that she often felt very tired, and she believed 

this interfered with her work: 

I feel I’m not performing as well, and mentally that makes you feel a bit sad or 

whatever. Occasionally there have actually been a few times when I have just felt 

unwell, and I just think I wish I was at home, I can’t even perform as well. I wish I 

could go home, or just go and have a sleep for a while, and I mean you can’t. But I 

guess that’s when I really notice it, I just wish there was a bed around the corner, a 

little bed cubicle in the office. 

Emily’s asymptomatic work meant assessing the possible reactions of others. A 

stigmatising illness requires a high level of self monitoring behaviours and successful 

asymptomatic work. Emily chose not to disclose. This decision brings with it the effects 

of the second face of power (Bachrach & Baratz 1970), where Emily was unable to have 
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her interests relating to her Crohn’s disease considered in her workplace because of her 

non-disclosure. This results in lower levels of power available to Emily because of these 

‘second face’ effects.  

 

Emily managed her illness through the use of non-contingent flexibilities.  

I do have day procedures about four times a year, and I always know when they’re 

coming up. I tell my boss I’ve got to have a couple of days off and I can supply a 

medical certificate and he’s happy with that. 

As Emily complied with workplace policies relating to sick leave, she was able to keep 

her illness from becoming known to others. In this way, conforming with policy was part 

of her asymptomatic work. She noted that she had missed out on site visits associated 

with her work, and while she would have liked to participate in these she was wary that 

they could force her disclosure. Asymptomatic work for Emily required that she manage 

her symptoms, comply with workplace requirements for taking sick leave and work 

additionally in order to preserve her appearance of a capable worker. Emily’s non-

disclosure meant that she was unable to use her labour market power to achieve better 

working outcomes. This is because disclosure in addition to labour market power has 

potential to facilitate understanding and support from supervisors. 

 

The asymptomatic work that Louise employed was specific to particular groups of 

individuals in her workplace. She was in the unusual position of going back to work in 

her old workplace in a lower level position after some years away from work because of 

chronic fatigue syndrome (CFS). Some colleagues with whom she had worked previously 

knew that she had issues with her health when she resigned, but she still preferred not to 

disclose to those who did not already know. 

They’re aware that, when I had to finally resign [from the former position] that 

my illness was the major problem, but I didn’t really say too much. 

She pointed out that she did not go into detail or disclose her illness to colleagues with 

whom she had not worked before. 

The others in the working group that are new to me, I haven’t said anything [about 

my illness].  

Louise managed her work and the way she appeared to others, by working late to make 

up for the extra time she might take to do some tasks.  
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I get into ‘trouble’ now because I stay back. You’re not supposed to [but] I’m not 

worried about overtime, if it takes me half an hour longer to do something. Then 

of course it reflects on the other staff because I’m in an open office area.  

Balancing her personal need to do a job well, while not wanting to make other staff 

appear as though they are not trying hard enough, formed part of the asymptomatic work 

that Louise employed. She juggled the way she appeared to those who knew about her 

health, and those who did not. She also had to manage her own expectations. 

I’ve got to get used to that, when you’re supposed to go [home] you just [say] ‘If 

it’s not done, there’s always tomorrow.’ But that’s not how [I] work. 

Part of managing the impact of her illness on herself and her work was to use practical 

strategies even outside her workplace, such as going to bed early.  

There are times when [I’ve] got to say ‘Ok, going to bed, 8.30pm, see you in the 

morning,’ and just manage it that way. 

 

Asymptomatic work for Louise was similar to that employed by Emily. They both 

worked over and above what was required of them to preserve their professional 

appearance and avoid unnecessary disclosure. Part of Louise’s experience was that her 

immediate supervisor, to whom she had not deliberately disclosed but who may have 

known of her health issues from other sources, really did not want her to work the 

additional unpaid time that Louise felt was necessary. In this circumstance, managing the 

perceptions of others proved to be an issue for her at work which influenced her use of 

asymptomatic work.  

 

Mary engaged in extensive asymptomatic work to preserve her image as a manager when 

at work, apart from her initial disclosure she did not acknowledge her illness to her 

colleagues. She managed the timing of her time consuming treatments so that they did not 

interfere with her work schedule. In her role as a manager, she displayed agency through 

intentionality (Bandura 2001) which contributed to the asymptomatic work she deployed. 

She acknowledged that even though her illness circumstances were extraordinary, she 

undertook difficult treatment measures so that she could continue to work in her chosen 

profession. While her colleagues at work knew of her illness, she expected little from 

them in terms of understanding or accommodations. Mary was determined to keep up her 

appearance of capability and did not ask for assistance at work; if she required flexibility 

she, as the manager, was able to arrange it. She also reported that she rarely took sick 
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leave, this formed part of the asymptomatic work that she employed to undertake her role 

at work. Heather undertook measures which enabled her to continue working in her 

professional position.  

 

Heather’s asymptomatic work was apparent through her use of strategies which enabled 

her to continue working in a high level position and manage the pressures associated with 

meeting deadlines and supervising other staff. The strategies that Heather utilised 

involved managing her symptoms, through medication and monitoring her symptoms 

while at work.  

For me it’s the fatigue that gets me the worst… in terms of joint swelling and pain 

etc… what I find with the [medication is that] I have the injection on the Sunday 

and usually by the [following] Saturday I’m needing the injection... but as a 

general rule I manage pretty well. 

Heather highlighted some of her plans for managing her tiredness symptoms. Taking a 

break and walking outside in the afternoons when she felt that she ‘hit that brick wall’ 

was one of these strategies. Self-reactiveness constitutes one of the types of agency that is 

displayed by those with chronic illness. Bandura points out that self-monitoring forms 

part of self-reactiveness. ‘Monitoring one’s pattern of behaviour and the cognitive and 

environmental conditions under which it occurs, is the first step toward doing something 

to affect it’ (Bandura 2001, p. 8). Heather’s self-monitoring and self-reactiveness was 

related to her desire to do her job well. She reported ‘I’ve always set high standards for 

myself.’ The agency that she displayed in her work (through self-monitoring and self-

reactiveness) gave her the feeling Bandura describes as ‘self-satisfaction and a sense of 

pride and self-worth’ (2001, p. 8). She said, ‘I guess I’m so familiar with my own body’s 

messages these days that I know, that even when I get up and go to work, I know that I’m 

going to have a difficult day.’ Management of her symptoms and agency was also evident 

in the way that Heather exhibited self-reflectiveness, personal efficacy and self-awareness 

(Bandura 2006) in her assessment of the relationships with others and the satisfaction she 

achieved from her work.  

 

Asymptomatic work for Cheryl, in her role as a senior manager in a health organisation, 

included a more complex set of relationships not just as an employee and co-worker but 

also as a ‘representative of the organisation.’ She was conscious of the way she appeared 
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at work but also of the way she appeared to the individuals to whom she provided 

support. Cheryl seemed to downplay her condition both to herself and others. 

I guess I’ve never really thought of myself, as having a chronic disease and I do 

think that my situation is fairly mild because I could go back to the rheumatologist 

and be put on all sorts of rheumatoid type drugs but I’ve chosen not to go down 

that path for as long as possible. Even though I have my problems I don’t think 

it’s anything in comparison, I can still kind of do most things. The fact that I’m 

restricted a little with exercise, well I can get around that.  

Cheryl’s asymptomatic work entailed making the necessary adjustments to her working 

hours or work environment in order to make her working life manageable without 

drawing unnecessary attention to her illness. She organised a two week long camp for the 

support organisation for which she worked. Managing her illness among others, to whom 

she had not disclosed and who had a different kind of illness, was a concern for her. The 

asymptomatic work that Cheryl engaged in at this camp was evident through the way she 

managed her workload.  

I’m hoping everything’s set up and apart from getting the actual events arranged, 

I’m hoping that there’ll be some in between times when we can unwind and relax 

and have a break and get away for a few hours. That’s what I’ve said to my 

offsider - that when we’re down there, we’re going to have to be really careful not 

to burn ourselves out. So that hopefully each evening, if we can’t both take time 

off at the same time, then I could say ‘Well, I’ll stay on call until 8pm and you 

finish up at 4pm and go and have a break, a proper break.’ So that’s what I’m 

hoping - that we’ll be a bit of a tag team.  

Cheryl took a positive approach to the camp, but made an interesting point that it was her 

inability to have a cigarette in that time which would add to the difficulty of being on 24 

hour call. She noted that the stress of working for 14 consecutive days was also 

problematic in addition to managing her illness.  

Hopefully during the day everything will be able to run smoothly and if not then 

be fixable in working hours. And then hopefully the evenings will be enjoyable. 

But you know, no matter what it is, you’re still there as the representative of the 

organisation. Unfortunately, I’m a smoker [and] because obviously I’m not going 

to be able to smoke in front of anybody, so it’s going to be very stressful. 
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Asymptomatic work for Cheryl was important for the management of her own symptoms 

and well-being, while still appearing capable. The extent to which Cheryl employed 

asymptomatic work was evident throughout the interview as she made different 

comments about how she managed, what seemed to be, substantial amounts of pain and 

difficulty associated with her illness. Some days when she woke up feeling unwell, her 

response would be governed by what her workplace required of her that day. If she could 

she would take some medication and go back to bed until it relieved her pain and then 

start work a few hours later. She would do this rather than take a sick day. Managing her 

symptoms in this way would allow her to deploy asymptomatic work on arriving at work.  

 

Asymptomatic work included behaviours of people related to the manner in which they 

managed their symptoms and illness, and which were used to carry out their 

responsibilities at work without the appearance of symptoms or appearing to be different. 

Rhonda summed it up this way: 

My natural reaction is to put my outside face on, I guess that’s what I call it. 

[Then] I might go home and die in a big heap. 

Rhonda indicated that there was a cost involved with putting her outside face on. 

Managing the pain of arthritis was difficult while attempting to preserving her 

appearance. These behaviours vary between individuals and also differ depending on 

work situations. The management of working circumstances featured significantly in the 

stories of participants, however, each of these women except Louise were in professional 

occupations. Louise previously worked as a professional and had returned to her place of 

previous employment in a lower level position. This provided her with knowledge and 

internal labour market power in her former workplace. The higher level of labour market 

power of these women influenced their asymptomatic work.  

 

Women from non-professional fields were not able to exercise the same degree of control 

over their working circumstances, particularly in relation to their illness. These women 

were more likely to only have the ability to access general flexibilities with an 

exacerbation of illness which resulted in reduced hours (if casual), or some found that 

they were encouraged to find a job ‘more suited to their needs’ as was Samantha’s 

experience. Samantha was in a trainee administrative position where the traineeship had 

expired, and her employer was reluctant to continue her employment. Stephanie, who 

held a casual, retail position found that when her illness became too hard to manage, she 
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needed to resign from her job. Severity of illness and an employer’s lack of understanding 

may prevent women from undertaking asymptomatic work. Some women who were in 

non-professional positions exercised some control over the management of their work, in 

relation to their illness, through asymptomatic work. Louise and Melanie possessed 

greater internal labour market power than external labour market power. Louise had an 

extensive knowledge of the organisation after previously working there for over 20 years. 

This factor offset any loss of labour market power that she might have experienced with 

the level of her new position. Louise exhibited asymptomatic work through the way she 

managed her own work by making up time where she felt she had been less productive 

due to her illness. Melanie also deployed asymptomatic work in a position where she 

exhibited higher internal labour market power than external labour market power.  

 

Melanie worked in a large research organisation where her value was evident in her 

willingness to continue in a position which was dependent on funding that may not have 

continued for longer than three years. Her work experience was also of apparent 

importance to her workplace. Her internal labour market power was obvious as her 

supervisor was content to accept her continued unwillingness to increase her hours. 

Melanie managed her illness and her work by keeping her working hours at a manageable 

level. Melanie deployed asymptomatic work wherever possible, she used a combination 

of adaptive work and symptomatic work when they were required. This will be discussed 

further in subsequent sections. Management of working circumstances for ill women was 

related to labour market power or other factors which influenced their power in the 

workplace and formed part of the asymptomatic work exhibited by the women in this 

study. 

 

The management of symptoms or illness is a component of asymptomatic work. This is 

not related to labour market power, but rather to the severity of illness or manageability of 

the disease, how controllable it is and whether medication is generally effective. Mary’s 

illness required significant treatment, but she managed this outside of her work 

responsibilities. Her commitment to her managerial role and career provided her with the 

motivation to maintain a grueling treatment regime. This enabled her to control the 

symptoms sufficiently to maintain her asymptomatic work in her place of work.  

 

 Page 124  
 



 

Heather used strategies, at work and at home, to manage her symptoms. Her on-going 

medication routine involved, among other things, giving herself weekly injections. These 

strategies contributed to her asymptomatic work. Emily performed asymptomatic work 

because she preferred not to disclose in her workplace. She underwent regular, day 

hospital procedures to manage her illness, she managed her diet and chose carefully the 

social and work activities in which she participated. These management strategies formed 

part of her asymptomatic work. Louise’s symptoms were able to be minimised by 

managing her lifestyle so that she was able to function at work, as part of her 

asymptomatic work. These women were, for the most part, able to control or minimise 

their symptoms, forming part of the asymptomatic work they deployed. 

 

Samantha and Joy were less able to control their symptoms and found it difficult to 

undertake asymptomatic work because of this. Samantha had worked in a range of jobs 

but when working as a waiter, had great difficulty keeping her disease under control. Joy, 

who had also previously worked as a waiter and subsequently worked as cleaner, also had 

difficulty controlling her illness and was less able to perform asymptomatic work because 

of the variability and severity of her illness. Asymptomatic work was not the only factor 

which influenced the success of participants in their working lives, but these women 

showed that it was a significant factor along with their labour market power.  

 

Asymptomatic work is utilised by women with illness, in the effort to avoid disclosure for 

whatever reason, or once they have disclosed, to look normal in their workplace. To 

achieve this it is important that they have some control over their symptoms, it is also 

useful to have some degree of control over their work. Labour market power may also 

influence this and thereby influence the success of asymptomatic work. The greater the 

amount of labour market power, the better the management of working circumstances that 

participants were able to achieve and the more successful their deployment of 

asymptomatic work.  

6.2.5  Symptomatic work  
Symptomatic work is the undertaking of work responsibilities while symptoms are 

apparent. There are two main scenarios where symptomatic work may take place (these 

are shown in Figure 3.1). The first of these is where there are pre-diagnosis symptoms 

present. The second scenario occurs post-disclosure when symptoms or the effects of 
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treatments are obvious. Symptomatic work may be more socially difficult than 

asymptomatic work, particularly if a diagnosis is not yet available, and the symptoms 

have no known cause, or where symptoms are physically obvious. A diagnosis provides 

legitimacy for symptoms. Working with symptoms with no diagnosis can be difficult and 

may result in workers being labeled as malingerers as there is no medically supported 

reason for the apparent illness of the individual. Depending on the stigma attributed to the 

disease, a diagnosis may not improve the situation, thus the preservation of a capable 

professional image may be difficult both before and after diagnosis depending on severity 

of symptoms and available accommodations. Where there is a supportive work 

environment individuals may be able to continue working even with reasonably difficult 

symptoms. However, any substantial difference between offered accommodations and 

severity of symptoms will determine whether an individual with illness is able to remain 

in their position.  

 

Stigma, preservation of a capable image and severity of symptoms are factors which 

influence the performance of post-diagnosis symptomatic work. Individuals with illness 

have little choice regarding disclosure when their symptoms become obvious. At this 

point, the perceptions that others hold about illness might result in an assessment of the 

worker based on their symptoms rather than the actual abilities of the worker with illness. 

Symptomatic work involves attempting to preserve one’s appearance of capability while 

working and managing obvious symptoms.  

 

Melanie suffered from on-going joint problems, the cause of which had not been 

diagnosed.  

It’s had all kinds of different names, rheumatoid arthritis, fibromyalgia all kinds of 

things and then when it doesn’t progress, [the doctor is] not really sure. So I just 

get monitored, all the blood tests, one thing I think [the doctor is] expecting me to 

get is lupus. She tests me for lupus every year. I was diagnosed with glyoma in the 

brain, [some time ago] that was one of three things, they were monitoring me for 

quite a few years afterwards for MS. The latest diagnosis is that it’s a one-off MS 

episode.  

The support Melanie had received in her workplace meant that the additional symptoms, 

for which she had no firm diagnosis, were not considered to be a problem. However, 

when employed at a previous workplace, she had suffered what was later diagnosed as a 
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one-off multiple sclerosis episode. She commented that she tried to return to work 

afterwards, but the ‘anti-seizure medication… impacted on everything.’ She reported 

saying, ‘I just can’t cope with work anymore.’ She left the workforce for 12 months, after 

which she decided that she wanted to ‘get [her] life back.’  

I hadn’t had any seizures so I went to the doctor. And he said, ‘Well, we’d really 

like you to stay on the medication.’ I said, ‘I don’t want to because there’s just no 

quality of life.’ It was just awful. 

In this situation, Melanie had an uncertain diagnosis and was not able to continue 

working because of her medication. This resulted in her departure from the workforce for 

a period of time.  

 

There was a point, for some participants, where accommodations were insufficient to 

assist with continued work or where their illness was too severe to continue in the 

workforce. This does not preclude them from returning to the workforce, perhaps in a 

different work environment, when their symptoms subside or their illness is better 

controlled. In her most recent role, Melanie had developed ways of managing her illness 

and her work. She was in a position where she was able to access adaptation through 

adaptive work and she managed the way her symptoms had an impact on her professional 

capability through symptomatic work appropriate to her supportive work environment. 

 

Lucy was not given the opportunity to deploy asymptomatic work as she needed to 

disclose after a severe, initial onset of Crohn’s disease. She was diagnosed after a number 

of weeks in hospital. Upon her return to work she was not provided with the 

understanding she needed to continue her career in that workplace, so she resigned. 

Lucy’s illness was one which could be stigmatising, and this may have contributed to the 

lack of understanding she received. A combination of symptomatic work and adaptive 

work was not sufficient for her to continue her career in that workplace. The lack of 

support available and the associated difficulties of working with chronic illness were too 

great for her to continue her career there. She subsequently returned to the workforce 

after studying and worked in a different profession. Her new role provided her with the 

understanding and accommodations she needed to have a successful career. In her 

original position, Lucy moved very quickly from pre-diagnosis symptoms and 

symptomatic work, to resigning from that position due to a flawed evaluation of her value 
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as an employee because of her illness. In comparison, Heather was able to effectively 

deploy symptomatic work to remain in her workplace.  

 

Heather used symptomatic work and was able to access social and formal 

accommodations. Taking breaks and going for walks, when her symptoms began to affect 

her work, formed part of her symptomatic work which enabled her to manage both work 

and symptoms. Rhonda attributed her ability to continue working with pre-diagnosis 

symptoms of arthritis to her high level of pain tolerance, which formed part of her 

symptomatic work. 

I’m a very hard worker. I do have a high threshold of pain, and I think I just kept 

going and going and going until virtually, I just fell over twice and [then] went to 

the specialist. I asked, ‘Did the falls cause it?’ And he said, ‘No, you fell because 

you already had it.’ As soon as I was diagnosed they said that I was chronic, so I 

must have had it for a while. 

The choice between asymptomatic or symptomatic work depended on whether Rhonda 

wore her splints. The splints would help to manage her symptoms while the reactions of 

others also influenced the symptomatic work she deployed. Rhonda pointed out that when 

she no longer needed the splints, customers would presume that she had recovered and 

would make comments such as: ‘Oh you’re right now,’ or, ‘You’re fine now then.’ The 

impressions that others have of someone with aids, such as splints, can be difficult to 

manage and can be further complicated by Rhonda’s working context as a business owner 

serving customers. The assumption that she had recovered because the splints were 

removed, seemed remarkable to her. The perceptions of what it means to be ill may vary 

and highlight the difficulties associated with undertaking symptomatic work.  

6.3  Conclusion 

The modes of working which chronically ill women undertook, combined with their 

desire to remain in the workforce, were important in the success they experienced in their 

workplace. The personal characteristics of the participants contributed to their way of 

approaching their working situation but the degree of labour market power they possessed 

also assisted in managing the attitudes of supervisors. Negotiations in which adaptive 

work was most effective, were those where the individual had the personal attributes and 

the labour market power to counteract any negative perceptions their illness might 

generate. An individual’s power in negotiations was from internal or external labour 
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market power and could also be supplemented by the power provided by union 

membership. This is discussed in greater detail in Chapter 8.  

 

The power exhibited by participants reflected, at various times, the first and second faces 

of power and outcomes predicted by resource dependency theory. The first face of power 

was evident in the experiences of the women who had disclosed, amongst whom resource 

dependency theory helped to explain the manner in which the power of those with skills 

and knowledge which were of value to the employer. The second face of power was 

evident where disclosure had not occurred and this negatively influenced the power of 

that individual, by keeping the interests off the agenda for decision making. 

 

Symptomatic work varied in the working contexts of different participants. Symptomatic 

work was deployed by a number of participants at various stages of their illness. Its use 

depended on the type of illness, stigma associated with illness and also the organisational 

context. The ways in which symptomatic work was applied differed between individuals. 

This highlighted the importance of knowledge and social understanding specific to both 

their illness and workplace. Adaptive work may provide access to accommodations while 

symptomatic work allows for the management of symptoms to preserve an individual’s 

professional integrity in work situations.  

 

Asymptomatic work is important for allowing those with illness the time they need to 

make an assessment of their working situation and which allows them to make an 

informed decision about their disclosure options. It also provides a time of adjustment to 

a diagnosis. Together these modes of working can assist with and prolong the working 

lives of women with chronic illness. In Chapter 7, the influences that legislation, 

managerial requirements and flexibilities have on the working lives of women with 

chronic illness are examined. 
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Chapter 7: Managerial and External Requirements 
 

 

The disclosure contingency pathways diagram (Figure 3.3 is replicated from Chapter 3) 

shows the variety of factors which influence the outcomes of those with chronic illness. 

‘Requirements’ are among the factors which impact on the disclosure decision and also 

influence individual outcomes. This chapter examines requirements (as shown in Figure 

3.3) in the form of legislation and regulation, managerial attitudes and requirements as 

well as formal accommodations. The ability to comply with workplace expectations 

results in improved workforce outcomes for those with chronic illness. Value allocated to 

workers reflects the subjectivity of the criteria applied to them, as they may be assessed 

by a single measure of productivity or a narrow view of their economic value to the 

enterprise. Perceptions of the definition of a capable worker vary and are influenced by 

policy and legislation.  

 

Figure 3.3: Disclosure contingency pathways (replicated from Chapter 3) 
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The power of managers over the working lives of those with chronic illness can result in 

the application of stigma through labelling, or it may extend to the exit of these workers 

from the labour force. Being labelled as incompetent or deviant, by managers or 

colleagues, is an unfortunate reality for those with chronic illness. Participants reported 

such experiences at various times. Maree was called a ‘dangerous’ nurse because of her 

illness, while Samantha and her colleague were described as ‘the best of a bad bunch.’ 

Goffman points out the assigning a label because of a socially-constructed persona, which 

may not be accurate, is extraordinary (Goffman 1976). Labelling and a lack of 

understanding of chronic illness contribute to negative experiences in the workplace 

(Vickers 2012).  

7.1  Legislation and regulation 

Managerial treatment of women with chronic illness may ignore the protections that exist 

in legislation for the rights of workers with chronic illness. The Disability Discrimination 

Act provides protection from discrimination for those with chronic illness within the 

definition of disability. The Fair Work Act, as well as state based workplace health and 

safety legislation, were in force at the time the interviews took place and provided 

additional protection for workers with chronic illness. Where an illness does not prevent a 

worker from undertaking the inherent requirements of their position, employers are 

expected to make ‘reasonable adjustment for the disability’ (Australian Human Rights 

Commission 2004, p. 1). However despite these protections, chronically ill workers may 

be sidelined and risk losing their job as a result of disadvantage or discrimination related 

to their illness (Vickers 2012). Regulations, which had an impact on participants, 

included those related to the Health Care Card requirements relating to volunteer work 

while receiving Newstart, and government subsidies for medical equipment for specific 

diseases.  

 

The eligibility rules for the Disability Support Pension (DSP) and the associated Health 

Care Card have changed significantly in recent years. The Howard Government tightened 

up the eligibility requirements for those with disability and limited the number of hours 

for which they could be employed, making it more difficult for these people to access a 

partial pension and a Health Care Card. These changes limited the number of hours which 

could be worked to 30 hours per fortnight. In 2011, the Gillard Government restored the 

number of hours to 30 hours per week. This enabled individuals with disability to work 
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part-time (within the limits of an income test) while still being able to access a partial 

DSP and Health Care Card to assist with health related costs (Department of Human 

Services 2011). MS Australia reported that this change in legislation provided an 

incentive for individuals with illness to stay in the workforce. ‘This also means that 

people working part-time can access DSP income support and Health Care Card 

eligibility to help with crucial costs of the disease like medical bills and essential 

pharmaceuticals’ (MS Australia 2011, p. 1). Individuals may not always be able to access 

the resources required to manage their illness and their employment.  

 

Several participants reported having difficulty with legislative or regulatory requirements 

in the course of their employment. Mary needed to adjust the hours for which she was 

paid because of legislative changes. She reported: 

Prior to 2006, if you had a disability you could work 30 hours a week and still 

retain your health care card… because of John Howard’s legislation in 2006… he 

assumed everyone who was on a disability had a bad back and was just wanting to 

do it for that sake. So he made it so that you could only work 15 hours per week 

and retain your [card]. So what I’ve had to do is negotiate with my Board in that 

I’ll work the full amount of hours I’m allowed, 29 per fortnight, and then I 

volunteer the rest at full-time. 

Mary went on to say that she had tried to have the decision changed: 

 I’ve advocated, I’ve been in touch with the Parliamentary Secretary for 

Disabilities and Children's Services, he just sent me a condescending letter 

congratulating me for going back to work under my circumstances. It was 

suggested to me by the Federal Member’s office, after I’d spoken to him, that I 

volunteer my time.  

Mary was outraged by this response and indicated that she thought the change in the 

legislation was a political stunt. She said: 

The taxpayer feels like they’re supporting dole bludgers. Not everyone who has a 

disability is a dole bludger. I admit there are people out there living it up, but not 

everyone, so don’t discriminate because the ones that are really giving it a go are 

really doing it hard. 

The changes to the legislation made it very difficult for Mary and she made the point that 

through funding her own therapy she saves the Government thousands of dollars each 

year. Effective workplace regulations are beneficial for women with chronic illness, but 
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difficulties with legislation or regulatory requirements may also prevent continued 

workforce participation. Had Mary been less committed to her job, she may have decided 

to give up work completely and access the disability pension. The changes in legislation 

in 2011, meant that workers like Mary may have improved workforce outcomes through 

accessing the support they need (such as a Health Care Card) to balance working and 

managing their illness. (As the interviews took place prior to this change in legislation, 

the actual outcomes are not reported here.) 

 

Claire was unable to access the DSP as soon as she stopped work and was required to 

spend some time on Newstart allowance. The reasons for this are not clear in policy 

except that perhaps Centrelink (a government agency) was unsure about the validity of 

her diagnosis. Symptoms of illness then meant that Claire needed to get medical 

certificates in order to avoid having to apply for positions as she was unable to work. The 

result was that Claire undertook volunteer work, in a ‘Work for the Dole’ type 

arrangement. She was happy to do this as she was able to utilise her professional skills. 

Ultimately, this requirement became unreasonable. As she continued to work her 

condition worsened, and it was only at this point that she was able to access DSP. She 

was then no longer required to undertake the volunteer work required when she was on 

the Newstart allowance. 

 

Individuals with illness who require expensive equipment for their health may experience 

negative outcomes in their personal and working lives. The cost of insulin pumps for 

those with severe diabetes varies between AUD4000 and AUD8000. Adults with diabetes 

are expected to access assistance for the cost of an insulin pump through private health 

funds. Children with severe diabetes are provided with subsidies from the Government so 

that they can afford an insulin pump (Diabetes Australia 2010). If individuals are unable 

to afford these their health may be compromised, which influences, among other things, 

their working outcomes. 

 

Samantha needed an infusion pump to help regulate her diabetes. She had worked in 

administrative or waiter positions and had not been able to afford private health 

insurance, which was necessary to enable her to purchase the infusion pump that she 

needed. She said that if she needed to pay for it herself, the cost would be prohibitive. 
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It’s going to cost me AUD7500 straight out of pocket. And it’s something that can 

really help the type 1 diabetic, and the TGA [Therapeutic Goods Administration] 

won’t get onto it because they don’t think it’s necessary, they think we can do it 

with needles. Even though Diabetes Australia is trying to show the Government 

that one person averaging 5 needles for a 25 year period is like 50 000 needles and 

is going to do damage to the diabetic, they’re eventually not going to be able to 

function properly and complications can arise quicker. So I’ve been on needles 

constantly. 

Samantha was blind in one eye as a result of the extreme variability of her illness. Yet she 

had to find the money for private health insurance in order to access the health care she 

needed to manage her illness. Legislation and regulation, while designed to prevent 

disadvantage and discrimination, are limited in their ability to do so. Chronic illness 

influences individuals differently, and this variability means that the application of 

legislation may be flawed. This also occurs at the workplace level. 

7.2  Managerial attitudes 

Traditional expectations of work and illness allocate particular roles to those who are ill 

(Parsons 1970). Employers may regard individuals with illness as unproductive, 

inconsistent and undesirable workers (Vickers 2003b). This is fuelled by a tendency to be 

unsure of appropriate ways to treat individuals in these circumstances. Symptoms of 

chronic illness differ between individuals and may also relapse and remit, making it 

difficult to maintain a capable working identity. The understandings that supervisors or 

employers have of what it means to work with a particular illness, influence the 

accommodations that those workers are able to access. Charmaz points out that ‘how 

people with disabilities, their employers and co-workers resolve their respective 

dilemmas, contributes to where a specific disabled employee’s experience falls in the 

continuum between acceptance and ostracism’ (2010, p. 12). In an attempt to influence 

the attitudes of others at work, women with illness may deploy adaptive work, 

asymptomatic work or symptomatic work. The importance of obtaining positive 

outcomes from these modes of working is evident because supervisors perceive that 

illness is a ‘personal issue beyond the organisation’s domain [where] employees are 

expected to manage the situation on their own’ (Beatty & Joffe 2006, p. 189). These 

socially fostered beliefs may result in the individual’s workforce outcomes being limited.  
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Workers may choose strategies of disclosure or non-disclosure based on the support 

which management provides for those with illness. Other options might include 

undertaking work at a lower level to assist with symptoms, or seeking work in a more 

understanding workplace. Charmaz (2010) found that where workers were established 

and valued within the organisation, employers were more likely to approve requests for 

accommodations. However, the possibility of discrimination or negative reactions of 

others ‘shapes how people manage information about their illness at work’ (Beatty & 

Joffe 2006, p. 186). The helpful attitudes of organisations towards those with illness, are 

more likely to result in positive work outcomes for chronically ill employees (Beatty & 

Joffe 2006). 

 

Pinder notes that ‘there is ample evidence, both documented and anecdotal, that disabled 

people are disadvantaged in the labour market’ (1995, p. 605). Policies that allow for 

formal accommodations for employees with illness should reflect the disabling effects of 

different chronic conditions (Charmaz 2010). A common misconception is that managing 

individuals with illness is in conflict with an economically productive business 

environment which assumes ‘constant involvement and productivity, speed, coordinated 

timing, regular schedules and predictable performance levels’ (Charmaz 2010, p. 10).  

 

Participants in this study reported the value of having the support of their supervisor. 

Debbie made the point that she avoided stress because it ‘might trigger a flare’ of her 

disease. She also pointed out that in order to minimise stress she thought it was beneficial 

to have considerate bosses, to whom she could say, ‘Look, you know I live with this, and 

I’m well at the moment, but there is a possibility that I might not be well.’ She felt that 

she ‘would like to have that support.’ However, Jane reported that her boss was unwilling 

to grant her any form of understanding or accommodations at work. He wanted her to 

take leave and only return when she had recovered. Jane’s illness was one where short 

term recovery was improbable as nine years had elapsed since her diagnosis. She 

commented that she had consistently been passed over for career enhancing opportunities 

which were offered to more junior staff members.  

 

Samantha experienced significant discrimination on the basis of her diabetes while 

working as a waiter. Her bosses wanted Samantha and her friend (who also had diabetes) 

to resign which they would not do, so management decreased their rostered hours. Her 
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friend’s mother sought legal help, which enabled Samantha to continue in that workplace. 

Despite the protection of legislation, overt discrimination on the basis of illness may still 

occur in workplaces. Samantha’s experience highlights just how vulnerable casual 

workers can be particularly in highly casualised industries such as hospitality.  

 

Samantha worked in a variety of positions. When she returned to the workforce, after a 

break because of illness, she experienced more obvious negative attitudes to her illness 

from management in a new position. She and John were selected from a group of disabled 

people, from an assisted return to work program, to work in traineeship positions with a 

government department. 

There were two trainees put on at the time, John was in a wheelchair and I had the 

diabetes. And [management] said that we were the best of a bad bunch.  

This was an admission of the intolerant attitudes that management in that department had 

towards disabled people. Samantha went on to say: 

But because we had the computer skills and the communication skills from other 

[employment], we got the jobs. We were doing well. Towards the end of the 

traineeship I started getting sick. Of course, I’d had about one and a half months 

off in full, not [all at once] in that time. When it came up they said they weren’t 

going to offer me the position because of my unreliability. 

Later in the interview, Samantha revisited the situation at that workplace and added:  

When I was at [the government department, when I was sick], I was always 

hospitalised, so it wasn’t a case of, I was sick at home. 

Employers might dislike workers who appear to be taking unwarranted sick leave. When 

the amount of sick leave is an issue, the validity of the illness may also be brought into 

question. This does not appear to be the case for Samantha, although she was concerned 

about appearing to be credible. Her boss, at the government department, openly made 

negative comments regarding disability and then discriminated against her on the basis of 

her disability. Samantha said, ‘I considered appealing, but honestly, I’d just had enough.’ 

Individuals with illness, at times need to consider their health and chances of success 

before arguing for their rights in a work environment which is lacking in understanding. 

In this trainee position Samantha was easily replaced, and because of this lack of power 

her outcomes in this particular role were not as positive as they might have been. 

Consistent with resource dependency theory, we can see that the lack of labour market 

power held by Samantha contributed to her inability to access the understanding she 
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needed. Where organisations prioritise employees of ‘value’, those with lower levels of 

power are likely to experience less favourable outcomes.  

 

Samantha, in a number of positions, battled against the perceptions of management 

regarding the severity of her illness. Achieving formal accommodations proved to be 

difficult for Samantha because of the severity and variability of her illness. Samantha’s 

lower levels of labour market power, her employment in casual positions and difficult 

disease meant that she found it difficult to achieve outcomes at work which would assist 

with the management of her illness. She deployed symptomatic work and because of the 

negative supervisory attitudes encountered, she decided to leave those places of 

employment.  

 

Maree was a young graduate nurse who suffered from epilepsy and who experienced 

some harassment and possible discrimination on the basis of her illness. 

It got to the point where they were watching me all the time because, I found out 

after the fact, that they were afraid I would have a seizure while I was holding a 

child. And then that put them at risk of liability… I said to them, ‘That would 

never happen because I always get enough of a warning [of an epileptic fit] that I 

can put down a child.’ But because of that they were watching me all the time. 

And then, every little mistake I made they would pick on it. Until one day, I had 

absolutely no warning [from management] whatsoever, I had no formal 

conversations with my manager or my staff development nurse or anything like 

that, it was just one day I came to work and I got this message, ‘You have to go 

and see the Director of Nursing,’ whom I’d never met before, might I add. And I 

had no idea what it was about. And I rocked up on time and there was the Director 

of Nursing, my nurse manager and the staff development nurse, all sitting across 

the table and me by myself on the other side.  

Maree went on to say that a colleague had made a written complaint regarding, what 

amounted to a misunderstanding. Her colleague took the complaint to the Director of 

Nursing, Maree was not provided with an opportunity to present her side of the story until 

she was called to the meeting with senior staff. They said to her: 

I was a dangerous nurse, I was a terrible nurse, I was just a death waiting to 

happen. And no-one was standing up for me. It was pretty nasty. They sent me 
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home, and I promptly went to the razor blades and tried to slash my wrists. Lucky 

my husband was there. 

 

As a graduate nurse Maree was well educated, and she knew how to manage her job as 

well as her illness, but encountered misunderstanding and intolerance in her workplace. It 

should be noted that Maree’s seizures differed from those which are commonly expected 

of those with epilepsy, they were rather more subdued. When she felt one coming on she 

would stop what she was doing, take her glasses off and sit down. Stigma and 

misunderstanding of the significance of her type of epilepsy, caused Maree to deploy 

symptomatic work, with little success and she ultimately lost her job. This occurred in a 

large hospital where she was later advised to make a complaint about her treatment to the 

industrial tribunal which she decided not to do.  

So, at this point in time, I had two choices. 1) Take them to tribunal, or 2) resign. I 

left. I considered it for a few weeks… because I didn’t want this to happen to 

someone else. But by the same token I knew that if I went down the tribunal way, 

it would be my confidence, my career and I knew they would drag every mistake I 

ever made back out…. And I thought, ‘In the end I’m the one that’s going to be 

crushed, it’s my word against theirs. I’m probably not going to win and even if I 

do win, they’re still going to make my life hell.’ So I decided to cut my losses and 

move on. 

Maree undertook symptomatic work, because of her obvious symptoms, which made her 

more vulnerable to the attitudes of others at work, resulting in her resignation. She 

subsequently was employed at another hospital where she found understanding for her 

illness and was able to continue working without any difficulties with her colleagues.  

 

Melissa was also a nurse who found it difficult to access formal accommodations at work. 

She had a number of conditions which made it difficult to work full-time and one which 

could be life-threatening. When she made a request to reduce her working week to four 

days instead of full-time, it was initially declined. 

So I ended up going to my GP and got a letter which basically said that I needed 

to work 4 days a week for health reasons. And they said, ‘That’s not good enough 

we only accept letters from a specialist.’ So then I went to my cardiologist who 

wrote the same thing. And they said, ’No sorry we’ve got advice from HR, it’s got 

to be one of our hospital specialists.’ 
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Melissa was happy to comply, but was concerned about the time this would take. She was 

conscious that she needed to take care of herself, particularly because of her increasing 

blood pressure. Her manager was aware that she had previously suffered a heart attack, 

but Melissa felt that her unhelpfulness was to do with ‘power control.’ When Melissa 

rang Human Resources to find out the time for her specialist appointment she was told: 

‘You’re not on the list.’ And I said ‘Well this isn’t good enough. I know it often 

takes months to get into a specialist and we were coming up to Christmas and 

most of the specialists go away for the whole of January, [and] I need to have time 

off now.’ And then all of a sudden I got told that I wouldn’t be getting an 

appointment with a specialist and I couldn’t believe when they told me that. They 

obviously found out it was going to cost AUD750 for me to have the appointment 

and to get the appropriate tests would cost them [another] AUD750. All of a 

sudden they were talking about AUD1500 by the time they factored the tests in 

and they were not going to pay that. And they wouldn’t give me the time off. 

 

Melissa’s doctor gave her a medical certificate which stated that she needed to have every 

Wednesday off. However, her workplace required her to have a new medical certificate 

for each Wednesday. Throughout this time, Melissa reported that her health was going 

downhill. She tried to be proactive in seeking reduced hours rather than use up her sick 

leave, but she was unable to access any assistance. 

This was HR and my team manager… they were actually forcing me to come to 

work even though I had doctors’ and specialists’ letters. 

Melissa was vulnerable because of the policies of her workplace. They provided little 

protection as they were easily used by management to avoid providing the flexibility that 

Melissa requested, even though their actions were in contravention of the relevant 

workplace health and safety legislation at the time. Eventually, Melissa was able to job 

share with another staff member returning from maternity leave. She undertook adaptive 

work to achieve the outcomes she needed to stay well. However, the attitudes of her 

supervisor and the policies of the organisation prevented her from proactively managing 

her work and illness. 

 

Sally worked as a town planner in a local council. She had not experienced discrimination 

personally in her workplace, but a friend from her department had and this experience 

made Sally wary of the attitudes of her supervisor and management. Sally’s friend, Sarah, 
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suffered from severe depression and worked as a senior professional in the same 

workplace. Because of the unpredictability of her illness, management tried to demote 

Sarah and subsequently she was informed that they needed her to resign or she would be 

fired, so she resigned. Sally said: 

I’m a bit skeptical about going to HR in light of what happened to [Sarah] with 

her depression. She went to HR, and I think it backfired on her because they were 

talking to the bosses about what she was saying to HR. So I don’t know if HR is 

really there to help employees. So I’m not game to talk to HR. 

Sally was quite distressed about this, in part because of what it meant for her friend, but 

also what these ‘unwritten’ policies regarding illness in the workplace mean for her as she 

continued to work there. Women with chronic illness, such as Sally, watched the way 

others with illness were treated in their workplace for clues about appropriate or expected 

ways to act as one with illness while they are at work. These kinds of understandings 

about the unwritten rules of their place of employment influenced decisions about how or 

whether to ask for accommodations. Sarah deployed symptomatic work and was 

eventually constructively dismissed. Sally was careful to undertake asymptomatic work 

wherever possible and adaptive work when necessary because of Sarah’s experiences.  

 

Lucy previously worked as a brand manager in the marketing department of a national 

company. After a period of time in hospital and a receiving a diagnosis of Crohn’s 

disease, she said that her, ‘actual opportunities at work straight away, they were cut.’ 

Lucy found that she was not given the opportunity to apply for a higher level position 

which was given to another colleague without being advertised. Lucy approached 

management to find out why she was not given the chance to apply and was told, ‘You 

didn’t seem to be wanting to go forward,’ a statement which indicated that there was a 

perception that her diagnosis was related to her willingness to continue her career. Lucy 

undertook symptomatic work because of the way her illness was diagnosed and the 

requirement that she have time away from work while hospitalised. Women whose 

illnesses were significant and required symptomatic work had poorer outcomes than those 

who had the opportunity to undertake adaptive work or asymptomatic work. Samantha, 

Maree and Lucy resigned from positions because of the negative attitudes of their 

employers to their illness. They subsequently worked in positions where they were 

successful in managing both their health and their work with greater understanding from 

their workplace.  
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The question of productivity is one that can be contentious when considering ways of 

working for those with chronic illness. Organisations often have a preconceived idea of 

what it means to be a productive worker. These narrow concepts of capability have great 

potential to expose an individual with illness to disadvantage and discrimination. 

Symptomatic work is carried out by women who need to manage their symptoms and 

their work, and at times this may involve different ways of doing things. Melanie noted 

that she felt the tension between working in a supportive environment where she received 

understanding of her symptoms and had access to social and formal accommodations.  

If I’m not feeling fantastic I find it hard to concentrate at work and I sort of think, 

maybe I shouldn’t be here because I can’t provide 100% of myself. I worry that 

I’m missing something, because you’re not feeling great. I’m probably better off 

not being at work because I don’t want to make a mistake. What do you do? You 

can’t stay home all of those days. You do have to soldier on. 

The point that she makes about being unable to ‘provide 100%’ of herself to her 

workplace is curious because literature on work and life has, in more recent years, 

acknowledged that there needs to be a balance between work and life. In much the same 

way that a parent of an ill child would not be expected to provide ‘100%’ of themselves, 

neither should a chronically ill person be expected to be an ‘ideal worker,’ by whatever 

definition the organisation might assume that to be. Melanie went on to comment that: 

I do like my job, I work with good people, in a nice environment. We have 

heating and air-conditioning [important for Melanie’s condition]. You know there 

are offices that don’t have air-conditioning. And I’m treated really well and 

supported. Sometimes when you get cranky with someone, you look at the [job] 

ads and you think, ‘No couldn’t do that, no couldn’t do that, and no couldn’t stand 

up.’ And then I think what I’ve got is ideal and I’ve been very fortunate that I’ve 

got this job as [my illness has] progressed and gotten worse over the last so many 

years. This job does suit me, I can sit down or if I need to go for a walk, I can go 

for a walk around the [worksite].  

While she performed symptomatic work, Melanie appreciated the benefits of her working 

environment. However, she highlighted that even in her supportive work environment she 

would have preferred a different job. She had undertaken some study in interior 

decoration, even though she was unsure if she could manage that form of work. Melanie’s 
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physical symptoms kept her in a job where she could access the flexibilities she needed, 

to the exclusion of the working outcomes that she desired.  

7.3  General and contingent flexibilities 

General flexibilities consist of those which are available to permanent employees, such as 

sick leave, recreation leave, and in some workplaces, flexitime. Contingent flexibilities 

are those which are specifically available to employees with illness, they are often 

achieved through negotiation. Where employees are denied support for their illness, they 

may depend on general flexibilities to manage the difficulties of work and illness. Emily 

managed her illness this way.  

 

Emily appeared to have a supportive boss, despite this she had not disclosed her illness at 

work and chose instead to undertake asymptomatic work. She was able to access her sick 

leave as she needed, for her medical procedures, without any difficulty. The company 

policy suggested that they would consider flexibility for their staff. Emily also found her 

boss understanding of her need for regular, unexplained sick leave, even though she had 

not disclosed. 

 Once when I was taking a couple of days off for these day procedures… he 

said,’If you ever need more time off…’ I think he might even have said, ‘If you 

need different hours or something, we can sort something out.’  

Despite not knowing the details of Emily’s illness, it seemed that he suspected something 

and, in keeping with company policy, was willing to provide additional flexibility if she 

requested it. Emily may have had considerable knowledge and skills as a professional 

with post-graduate qualifications, but her requests for general flexibilities appeared to be 

approved because of company policy and a supportive boss. The combination of: a high 

degree of external labour market power, a relatively well controlled disease, the ability to 

undertake asymptomatic work, supportive workplace policies and an understanding boss, 

allowed Emily to continue working without disclosing her illness. Conversely, Tania was 

able to access additional flexibilities to assist with her illness. She worked in an 

administrative role in a large organisation where she had flexibility with the hours she 

worked.  

I’m supposed to work from 8.30am to 4.30pm. If I get here at 9am I just cut a bit 

off my lunch, or I don’t have a lunch or, they just let me do whatever I want, it’s 

just great. 
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Tania undertook adaptive work in her workplace and this helped her to achieve additional 

flexibilities. She was able to take rostered days off, and also take annual leave in 

increments that suited her, rather than in particular blocks of time. She felt that her 

supervisor was ‘really good,’ as she allowed her the flexibilities needed to manage her 

illness. She was knowledgeable about her section and the wider organisation, this 

provided her with internal labour market power. Her disease was well controlled most of 

the time, when she needed a break she used a combination of general and contingent 

flexibilities to achieve this. Tania also had an understanding manager and the ability to 

undertake adaptive work. These factors provided her with the flexibilities she needed to 

manage her work and illness.  

 

Heather also used adaptive work to access flexibilities in her workplace. When she had a 

severe initial flare of her disease, she negotiated with her supervisor for the contingent 

flexibilities required to facilitate her return to work, initially on a part-time basis. She also 

continued to access flexibilities for her illness when she returned to her full-time role. 

Heather deployed adaptive work to access these and other flexibilities. These included 

consideration for some ‘space’ when she was not feeling well, and flexibility to rest 

during the day when she needed to continue working into the night. Heather needed to 

discuss her initial return to work with a new supervisor, who agreed to her proposed hours 

and days of work. She was a senior public servant, the role gave her extensive labour 

market power, and her supervisor was prepared to listen to her side of the story. Heather’s 

disease was well controlled and she had considerable control over her work. Her high 

level of labour market power and adaptive work influenced her ability to access 

flexibilities for her level of work and her disease.  

 

Melissa found that she had great difficulty accessing any flexibility. She was prevented 

from changing working hours by both her supervisor, at the time, and the policies of her 

organisation. A lack of control over her illness and the ready availability of a replacement 

for her work role contributed to her inability to access the formal accommodations she 

needed. Only her organisation’s need to have a job share arrangement in place for a staff 

member returning from maternity leave, as well as the arrival of a more understanding 

supervisor meant that Melissa was able to deploy adaptive work to access the flexibility 

she needed to maintain her health.  
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7.4  Managerial requirements and modes of working 

Managerial attitudes were important indicators of success for participants. Negative 

attitudes were more likely to result in poorer outcomes, even with legislative protection 

for workers. If negative managerial attitudes were combined with symptomatic work, it 

was even more likely that workers would leave their job. Negative attitudes also influence 

the outcomes of adaptive work. Melissa experienced this, and a change in supervisor 

helped her to achieve better outcomes in her workplace. The difficulties she experienced 

with organisational policy were resolved by the organisation’s subsequent need to find a 

job share role for a staff member returning from maternity leave. The delay in adjusting 

Melissa’s working hours contributed to the worsening of her illness. Ultimately, the 

adaptive work that Melissa used resulted in her ability to achieve outcomes which 

assisted with accessing the desired flexibilities.  

 

Samantha and Melissa had difficulty accessing the formal accommodations they needed 

to both, continue working and preserve their health. Balancing work and illness is 

possible, but there are two factors important in achieving this: firstly, that workplaces 

comply with their legal responsibility to avoid discriminating against individuals with 

illness; secondly, that they provide understanding for employees which may act as a 

preventative measure by minimising the chances of exacerbating an illness, a requirement 

under workplace health and safety legislation. Individuals in workplaces where there is a 

reluctance to comply with legislation, have little chance of accessing formal 

accommodations through the use of adaptive work, and they are forced to use 

asymptomatic work for as long as their symptoms allow. When symptoms become 

difficult to manage they might then use symptomatic work, but this may result in the loss 

of their position because of the negative attitudes of management.  

 

Managerial attitudes significantly affect the way women with illness manage their careers 

and deploy adaptive work, asymptomatic work or symptomatic work, request formal 

accommodations and manage information about their illness in their workplaces. The 

participants’ various working circumstances showed that managerial attitudes influenced 

the way workplace policies were applied. Debbie, a casual administrative assistant and 

Jane, a lecturer, worked in the same workplace. Debbie received support for her illness 

from supervisors, while Jane did not. They worked for a large organisation where there 

were policies in place to assist those with illness. Maree, after experiencing difficulties in 
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her workplace where she had utilised symptomatic work, had contemplated taking her 

employer to the industrial tribunal but decided that an outcome in her favour could result 

in her employer making working life more difficult.  

 

Samantha, who used adaptive work and symptomatic work, experienced negative 

attitudes in a number of workplaces. In one situation, she accessed outside assistance and 

was able to continue working, in another circumstance she considered appealing against 

the decision which seemed discriminatory but decided she had been through enough, even 

though it resulted in her loss of employment.  

 

As the interview data show, women with chronic illness commonly made the decision not 

to fight for their workplace rights. They do this in order to preserve their health. Taking 

action against an employer for discrimination was beyond the personal resources of these 

women. One common area of concern was that after the resolution of their complaint, 

they would need to return to the same workplace, and still conform to the unwritten 

requirements of that workplace regarding their illness. The data suggest that those who 

had positive, post-disclosure experiences were those who had been successful in using 

adaptive work, which enhanced their credibility and improved understanding from their 

supervisor. Also, management’s ability to replace labour was a factor in the way women 

with chronic illness were treated in the workplace. 

 

The ease with which employers are able to access replacement labour combined with the 

severity of illness are factors which influence the attitudes of supervisors and employers. 

Debbie had supportive supervisors, and despite being employed on part-time and casual 

contracts, she felt supported in her workplace. Her labour market power derived from her 

knowledge of the organisation and her sought after skills. Her disease was also relatively 

well controlled and her outcomes were positive because of these factors. Jane worked in 

the same organisation and would be regarded as having a much higher degree of labour 

market power than Debbie, however, Jane experienced negative attitudes from her 

supervisor. In her position as a lecturer, Jane was employed in a competitive field where 

there were few positions available at her level, this affected her labour market power. 

Melanie, as did Debbie, worked in a large organisation and was a valued employee. 

Melanie’s knowledge of the organisation, her specific job-related skills along with her 

willingness to continue to work on rolling three year contracts, were the factors which 
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contributed to the support she received from her supervisors. Cheryl worked as a manager 

in a health support organisation and her role required specific skills. Her qualifications in 

nursing and communications meant that she was well qualified for her job and not easily 

replaced. She also was able to manage her symptoms well so that they did not cause 

excessive disruption in her work. 

 

Samantha worked in various lower level positions where her supervisors were aware of 

her illness as soon as she was employed. None of these exhibited negative attitudes until 

the severity of her illness became apparent, she then experienced some very unhelpful 

attitudes from her employers. The ease with which Samantha could be replaced in her 

roles, combined with her difficult illness resulted in poor employment outcomes. Melissa 

was a nurse who worked normal business hours in a management type role, which is 

generally considered to be a desirable career move, it is for this reason that her labour 

could be easily replaced. Her experience of negative managerial attitudes was also 

influenced by the severity of her illness. 

7.5  Conclusion 

Severity of illness interacts with the ease with which a worker can be replaced. A boss 

who might otherwise be supportive, may not be supportive if the employee is seen as 

valuable but too difficult to retain. Workers who are perceived to be inconveniently ill, 

and lack confidence in presenting themselves as capable despite their illness, or who 

simply have had a severe flare or symptoms of their disease, are at risk of suffering 

adversely as a result. These factors may override normal features of internal or external 

labour market power. Formal accommodations are associated with an organisation’s 

requirements, they may vary between workplaces and are dependent on policy. 

Organisations may not understand the types of accommodations needed for those with 

illness, and these workers may find it necessary to undertake adaptive work to gain access 

to the flexibility they require. Adaptive work, when combined with supportive employers, 

appropriate formal accommodations and reasonable amounts of labour market power, 

results in good outcomes for women with chronic illness. Symptomatic work, where there 

is little managerial support, tends to result in poorer outcomes, with employees often 

leaving their positions.  
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Chapter 8: Social Dimensions 
 

 

Social influences feature in the disclosure contingency pathways (Figure 3.3 replicated 

from Chapter 3). The diagram shows that social influences have an impact on workforce 

outcomes for individuals with chronic illness. Women with chronic illness need to 

manage the social aspects of the workplace and these include the social attitudes of 

management and colleagues towards illness. Social influences are brought into the 

workplace by colleagues and are based on life experiences, societal norms and how these 

interact with the culture of the organisation. Social influences have an impact on what it 

means to be sick in the context of an organisation. Social rules tend to regard wellness as 

capability and functionality, and illness as evidence of inability to work effectively 

(Beatty & Joffe 2006; Pinder 1995; Vickers 2012).  

 

Social capital has the potential to mitigate the negative effects of working with a chronic 

illness. Women with chronic illness might seek support from colleagues who are regarded 

as friends, or from others who have a chronic illness in the workplace. These people may 

assist with advice, such as, how to handle a disclosure situation or to whom to disclose. 

They may also provide assistance with covering workload at times when illness is causing 

difficulty. The social capital formed in these informal groups may cause an individual to 

remain in a particular position because of the support they receive. The informal support 

of colleagues may also assist with improving or changing attitudes towards illness in the 

workplace. Social accommodations are achieved when colleagues adjust their attitudes 

and interactions regarding those with illness in the workplace. Social influences are 

significant contributing factors in the working outcomes of women with chronic illness. 
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Figure 3.3: Disclosure contingency pathways (replicated from Chapter 3) 

 
 

8.1  Social influences 

Social expectations might include the anticipation that a sick individual will: take sick 

leave and not return to work until they are well (Parsons 1970), avoid appearances of 

malingering (Bury 1991) and, avoid behaviours which make others feel uncomfortable 

(Myers 2004). Individuals who do not fit the social expectations of others may be placed 

under suspicion of malingering. These individuals may suffer from the negative 

stereotypes associated with individuals who feign illness while at work. The term 

malingerer, when applied to individuals on the basis of flawed attitudes, results in these 

workers attempting to preserve a normal image in the workplace. The organisations tend 

to discount those who do not have the appearance of a normal individual (Vickers 1997). 

 

Individuals with chronic illness may have difficulty managing the perceptions of others. 

These difficulties extend beyond the specific complexities of their illnesses to those 

caused by the socially influenced attitudes of others. This is particularly the case for those 

who have illnesses with variable symptoms. Often chronic illnesses relapse and remit, 

 Page 148  
 



 

with the result that individuals might be thought to be incompetent, due to their inability 

to comply with the social rules of consistency that apply in workplaces (Vickers 2003b). 

Stigmatisation may occur, adding to the difficulty of working as an individual with on-

going illness.  

 

Jane found that the colleagues she regarded as friends were supportive when her illness 

was diagnosed, while those she regarded as ‘colleagues rather than friends’ were less 

tolerant of the circumstances of her situation. Jane had mental illness which is highly 

stigmatised, and one that individuals often avoid disclosing. She commented that it was 

worse because, ‘it’s not an outwardly visible, physical illness.’ Cathy also suffered from 

depression and in her interview she discussed her partner’s association with a volunteer 

organisation and referring to a fundraising dinner for depression support groups 

commented ‘I’ve sat at tables where people have said, “It’s such a devastating disorder 

and people don’t understand it.” We just sat there, there’s no way in the world I would 

come out and say that I have it.’ The way others perceive an illness will influence 

whether an individual will feel comfortable with disclosure. In Cathy’s circumstance, the 

environments in which she might have disclosed did not include those where the 

interaction was highly social.  

 

Rhonda’s role as a small business owner involved her in social interactions with 

customers on a daily basis. Rhonda found that in her work, she needed to use splints 

which forced disclosure to customers who, at times, offered their opinion on how she 

should be coping with her illness. When wearing her splints her customers would 

comment, ‘You really aren’t well?’ Almost as if her illness was not credible. She 

commented that, in relation to her illness, her ‘staff were fairly good, [but her] customers 

weren’t. People get rheumatoid arthritis mixed up with arthritis and then they go, 

“Squeeze a ball, squeeze a ball, just squeeze a ball, don’t eat potatoes, don’t eat this, don’t 

eat that.’” Social expectations vary depending on the type of illness, how people present 

themselves and whether symptoms are obvious. The unhelpful opinions of others may 

serve to compound the already complex issues these individuals have to manage in their 

workplace.  

 

Louise suffered from two medical conditions, one being a stroke and the other, chronic 

fatigue syndrome (CFS) which might also be known as myalgic encephalomyelitis (ME). 
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Depending to whom she was talking, how well she knew them and how much she wanted 

them to know, would depend on which condition she disclosed. She made this choice 

because of the stigma associated with CFS.  

The whole ME [or CFS] issue, in a lot of areas is very controversial even though 

it’s really well documented. 

Louise found that the way she presented her illness varied depending on the apparent 

social attitudes of others because she suffered from CFS.  

Interviewer: Do find that the way you present, if you have to present your illness 

or your circumstances of your changing employment and having time off, would 

be different depending on who you were presenting it to? To some people you 

might say ‘I had a minor stroke’ and that gives it that air of validity? 

Louise: Yes, it does. 

Interviewer: To people that you feel that you trust or you feel might be empathetic 

or sympathetic, you might say chronic fatigue? 

Louise: and I found [that] the easiest thing to say is that [stroke to some people, 

CFS to others], everyone understands what a stroke is. 

She explained the difficulties associated with having an illness which some people doubt 

is a valid diagnosis.  

If you say, ‘I just slept for 24 hours [per day] for weeks on end and had to be 

woken up,’ they [would say], ‘Huh?’ If they haven’t experienced that with family 

members or friends they just have no concept. And then people that knew me 

beforehand can’t equate the two people, that that could happen to me. 

Louise would find other ways to describe her illness to others, including the use of an 

alternate diagnosis. As she had experienced a stroke prior to the onset of CFS, it was 

easier for her to say she had suffered a stroke when discussing her condition with others. 

This diagnosis was more widely understood and accepted. The response from others 

corresponded with the seriousness and validity of her diagnosis. 

It’s easier to say I had a warning [referring to the stroke], Dad had a whole series 

of strokes and the doctors said to me, ‘Well, you can drop dead in front of a 

computer if you want to, but we strongly suggest that you step back [from work] 

for a while.’ And then [they would] finish by saying, ‘We know you don’t have 

any option because you are going to be sleeping for a long time.’  

Regaining acceptance in her community of friends and colleagues, after her health 

improved, meant carefully disseminating information about her illnesses.  
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Once I was starting to become what I call well again and was able to try and start 

doing things, that’s when it hit me. Before that, I was just so sick and it didn’t 

matter. I just didn’t give a hang. I was out, I was gone, I was sleeping and it didn’t 

matter. But when I tried to do things, that’s when it really hit and you know, the 

high achiever, perfectionist… all the classical signs [often associated with CFS]. 

I’ve tried to drop that down and it’s ok if everything hasn’t been done in the house 

– who cares. What’s going to happen? Am I going to lose a brownie point? And I 

really tried to adjust. Sometimes it drives me nuts but, it’s something you’ve got 

to do. 

The fear associated with the inability to meet social expectations, the stress of being 

found out as one with chronic illness or dealing with the stress of illness disclosure and 

the tiredness associated with chronic illness, each of these plays a role in the working 

lives of those with chronic illness and their attempts to preserve their appearance of 

capability in the workplace. 

 

Women with chronic illness may be concerned about the degree to which they are able to 

access ‘accommodations’ at work to assist them in the balance of illness and work (Jung 

2002). Managers may require individuals to take sick leave and not return to work until 

they are well, which creates difficulty for individuals with chronic illness who cannot be 

sure when they will improve (Myers 2004). Discussions between those with illness and 

their employers have potential for building a more compassionate response to the 

circumstances of their staff, however, research, including my own, has shown that this 

type of understanding from employers is not generally made available to these staff 

(Vickers 2009). 

 

Social rules which value consistency and validity, form part of the expectations of 

individuals with illness in the workplace. The inability of workers with illness to comply 

may result in their stigmatisation. The fear of being judged according to their illness is so 

great that the women here have developed socially acceptable ways of disclosing 

information about their illness in order to minimise the chance that they will be 

considered not capable. Some illnesses have ‘image problems’ and while some 

supervisors and colleagues may understand the difficulties associated with these diseases, 

there are still others who do not.  

 

 Page 151  
 



 

The degree to which symptoms are visible influences the degree of stigma applied to an 

individual with an illness. The participants avoided disclosure if possible, because they 

could not be sure of the reactions of others and how that would influence working 

relationships. Even a difficult illness such as rheumatoid arthritis, which is not usually 

stigmatised, could be misconstrued as a problem which may be fixed through simple 

remedies such as exercise or diet.  

 

Gratuitous health advice, based on perception rather than fact, appears to be a problem. 

Heather reported that she was told by a colleague to, ‘pick yourself up and dust yourself 

off and get on with it.’ She attributed this to the fact that her symptoms were not always 

physically obvious and others were not aware of how difficult it was for her to function in 

socially expected ways while at work. Samantha, because of her diabetes, found that 

colleagues provided her with advice about what she should have been eating. She 

commented, ‘There’s always someone who thinks they know more [than I do]… I get that 

constantly, it’s like, “You shouldn’t be eating that.”’ Managing to find a path through the 

social expectations of others in the workplace is beneficial for personally achieving social 

acceptance, which is valuable for continuing to appear valid in the workplace.  

8.2  Social Accommodations 

The understandings of illness vary with individual colleagues and supervisors. Their 

development of opinion regarding appropriate responses to someone with illness are 

socially constructed. Bury states that: 

Different forms of social practice and communication about symptoms and their 

effects are distinguished by contrasting accommodation and active denial styles. 

Accommodation occurs where roles are more flexible and where choices about 

how symptoms are to be presented can be developed through elaborated 

communication with others (1991, p. 462). 

These opinions may be based on assumptions rather than fact and may disregard the 

manner in which people with illness would prefer to be treated. Social accommodations 

are achieved when colleagues change their attitudes and modify their personal 

interactions with those with illness in the workplace.  

 

The story that Heather told about her return to work reflected the process she undertook 

and the adaptive work she used to gain support in her workplace. In terms of the 
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disclosure contingency pathways (Figure 3.3), Heather had high internal and external 

labour market power due to her experience within and outside the organisation 

(resources). The expectations of the organisation and the attitudes of management 

regarding the employment of individuals with illness, were sufficiently open to allow the 

discussions Heather undertook with her boss about her employment, although this was 

not explicitly mentioned in the interview. She was able to access contingent flexibilities, 

that is, the flexibility to work at home, through informal processes via negotiation with 

her boss. Heather was able to manage the attitudes of colleagues because of the power she 

had within the organisation.  

 

It was through proving that her illness had only affected her physically and that she was 

still capable of performing the duties of her position, that she was able to access extensive 

social accommodations. Heather made the following comments about the attitudes of her 

boss at the outset of her discussions with him. 

He was almost, sort of pitying of me to some extent. That was frustrating because 

I didn’t need that, I was perfectly capable and I recall saying to him once, ‘There’s 

nothing wrong with my mind, I’m perfectly capable of still performing the duties 

of my position in terms of the intellectual challenge. It’s the physical, my body 

just isn’t going to let me do this 5 days a week.’ Because he was almost treating 

me like I was an idiot in reality. 

She went on to say, ‘It was a bit of an effort to try and convince him that all I needed was 

a bit of patience with the physical, I didn’t need to be pitied and pandered to in terms of 

anything else.’  

 

Heather spoke about how she began in her current position, which she regarded as a 

‘mammoth promotion’ and which occurred after her diagnosis. When she was offered the 

position she sat down with her boss and said:  

I want to accept this position, I’m really chuffed about that, but there are some 

rules that will have to go around it. And those rules are in relation to my health, 

and when I say ‘I need you to back off’ I need you to listen… We agreed that 

when I needed some breathing space he would give it, and I think you know, in 

some ways that’s recognition of the work that I put in and the effort that I put in, 

because I don’t know whether or not that same sort of privilege would be 
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extended to others. I just know that I work hard, I do what’s expected of me and I 

think he recognises that, so it’s a fair cop really. 

Heather, after these negotiations reported that her boss was an ‘excellent boss.’ Through 

their discussions about how she could manage her new higher level position, she was able 

to gain social accommodations from her boss, which made her working life more 

manageable. Those she received from her boss included a change in his attitudes, from 

being pitying about her illness, to allowing her to incorporate the types of strategies 

where she was able to tell her boss to ‘back off.’ Heather was also able to stop her boss 

linking her ability to her illness, but through setting ground rules, he was understanding of 

some of the limitations of her illness and supportive of her in her role. She did point out 

that she worked hard for the accommodations. The social accommodations that Heather 

gained involved influencing her boss’s attitude to illness through her negotiation skills 

and her labour market power. However, she had not been able to access this level of 

social accommodations from her colleagues. 

 

Melanie worked in a large health research organisation where there was an understanding 

culture regarding the issues surrounding chronic illness. Melanie deployed adaptive work 

in a different manner, it was less overt and appeared not to be necessary in her supportive 

work environment. Although, Melanie ensured that she could not be perceived to be 

taking advantage of the adaptations. She worked to preserve her image as a capable and 

valuable worker deserving of accommodations. Her commitment to her workplace, and 

its value to her was evident. The culture allowed her to disclose, and she felt that others 

understood about her illness. She pointed out that the understanding she received was due 

to the fact that health issues were well understood, these sorts of topics were discussed in 

social settings during breaks. She elaborated:  

We discuss things, if something comes up about alternative therapies or organic 

food, because we’re in research here you hear all sorts of bits of information. For 

example, we’ve got the chronic fatigue [syndrome] study going on here at the 

moment. I talk with others here with health issues and we sit around the lunch 

table and we’ll talk about things, and if someone’s had some success with 

something we share information… Everybody here has an interest in these sorts of 

issues. They’re all very supportive and open. 

 Page 154  
 



 

The social acceptance and understanding of health issues meant that Melanie benefited 

from social accommodations such as reducing her working hours without needing to 

argue for the change. 

Because I’m on a three year rolling contract, I was asked ‘When your contract 

comes up do you want to increase your hours?’ I said ‘No thank you, I’m happy 

with these hours.’ [They would like to have me work longer] but that’s just not 

going to happen. 

As a result of social accommodations, Melanie was able to reduce her hours without 

pressure to do otherwise. She commented, ‘I do like my job, I work with good people… 

And I’m treated really well and supported.’ Melanie’s health had been difficult at times 

and she reported that she had a variety of movement-related issues (similar to arthritis). 

One example she gave concerned the difficulty she had getting out of bed in the morning.  

Sometimes you think, ‘I just don’t want to get up.’ Actually I did it this morning. I 

was 30 minutes late this morning. [No-one minds] as long as I do my hours. 

They’re very good. 

The social accommodations that benefitted Melanie involved the understanding of her 

colleagues, who did not question her late arrivals at work. Melanie benefited from their 

attitude towards her and her illness because of the culture of the organisation. She was 

able to negotiate formal accommodations in relation to her hours of work. Because of the 

attitudes of colleagues she was able to extend these formal accommodations into the area 

of social accommodations, that is, she was able to access additional informal flexibility to 

arrive late at work at times when she was not feeling well. Melanie, because of the level 

of her position, had fairly low external labour market power but much higher levels of 

internal labour market power. Her supervisor seemed to be obliging because of her value 

to the organisation. The culture of her workgroup also contributed to her ability to access 

social accommodations. 

 

Melanie did not appear to employ adaptive work to achieve the accommodations that she 

received. However, she did make sure she worked the hours that were required of her 

while receiving that flexibility. She received generous accommodations as she was a 

valued employee and contributed significantly to the culture within her workgroup. Along 

with internal and external labour market power, the way legislation, industrial instruments 

and policy are applied in the workplace impact on the outcomes of women with chronic 

illness. Melanie had high internal labour market power, a boss who was prepared to go 
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outside the required policy to give her the flexibility to manage her work and illness, 

despite the illness being variable in its severity.  

 

Social accommodations are adjustments made by colleagues and management in their 

attitudes and interactions with people with chronic illness. It is widely accepted that those 

with illness need to adapt to their workplace in order to fulfil the expectations of their 

workplace. The data show that those women who have the most accommodating 

workplaces are able to access social accommodations. For some, this led to greater access 

to flexibilities needed to work with illness. The way in which women were able to gain 

access to social accommodations was through deploying adaptive work in their 

workplace.  

 

Adaptive work is used to access formal and social accommodations from the organisation 

or from those with whom they work. This form of work may be used to achieve the social 

accommodations which are desirable for women with illness to have in their workplace. 

There are some organisations where there is a pre-existing understanding for those with 

an illness. It is in these workplaces where women may be more likely to access social 

accommodations. Adaptations may be awarded to staff routinely.  

8.3  Social capital 

The way that social capital is formed, utilised and accessed by different groups in the 

workplace varies, particularly ‘among minority groups’ (Timberlake 2005, p. 34). 

Women with chronic illness are one minority group who use social capital to mitigate the 

disadvantage they may experience in the workplace (Werth 2012). Individuals with 

illness assess the support from management and colleagues, unions and others at work 

with illness. These factors, in addition to those previously discussed, provide an 

opportunity for these people to develop a form of social capital which can alleviate the 

disadvantage they may experience due to their illness. Social capital fits into the 

disclosure contingency pathways (Figure 3.3) as a social influence.  

 

McElroy refers to a particular type of network which ‘self-organises around the 

production and integration of knowledge’ (2002, p. 33) as part of social capital. The 

knowledge production by workers about their illness experience, is carefully monitored 

by those who have disclosed or who are considering the potential consequences of 
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disclosure. Informal support networks disseminate this knowledge to others. Social 

capital ‘enhance[s] the potential for individual and collective action in human systems’ 

(McElroy et al. 2006, p. 125). There is an opportunity for workers with illness to use their 

knowledge and support networks as also adaptive work to facilitate a favourable outcome 

at work.  

 

Women in the study cited some examples where their colleagues showed understanding 

or sympathy towards them because of their illness. They provided a supportive and caring 

work environment which otherwise may have been lacking. Debbie commented: 

I was telling someone in my department that I was coming to do this interview 

and what it was about. My friend said, ‘Do you have a chronic illness?’ I said, 

‘Yes I have ulcerative colitis.’ She looked at me as if she was very sad and she 

frowned and she said, ‘I don’t want you to have ulcerative colitis.’ Because she 

and I’ve become friends I suppose. I [then] said, ‘Goodness, do you know what 

that is?’ She said, ‘Yes I do, my nephew has ulcerative colitis.’ 

Debbie found that her friend knew more about her disease than she expected. Her 

disclosure facilitated understanding and sympathy from a colleague. Debbie went on to 

describe what that meant to her. 

That made me feel really supported actually. It made me feel, especially the look 

on her face when she said, ‘I don’t want you to have ulcerative colitis.’ I felt she 

had an understanding of the gravity of the illness and perhaps might know some of 

the symptoms and how that might affect me as well. 

I asked her if others had reacted differently after she had disclosed. 

I think you could say that most people, sort of think, ‘Ohh,’ [uncertain] until you 

explain. They probably just think you’ve got asthma or something until you 

explain to them that it’s inflammatory bowel disease and they kind of go ‘Ohh’ 

[more understanding]. I haven’t really [experienced] any negativity.  

Debbie went on to explain how she managed disclosing: 

I think it depends also on how we deliver it. I’m learning to deliver it exactly how 

it is and try to speak about it in an everyday sense. You know, I don’t put my hand 

over my mouth. I’m learning that it’s a part of everybody, it’s just something 

that’s difficult. I’ve found it difficult to talk about it in the past, but I’m feeling 

less and less like that now. 
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Debbie described the way she managed the dissemination of information about her 

illness. She did this in a way that was practical, but which also enabled others to 

understand its gravity. This had a positive effect when she told her friend about her 

illness.  

 

Debbie also experienced a supportive work environment from the first casual position she 

held with her current employer, despite the fact that she suffered a relapse of her illness 

within a short time of starting work. 

 I did [feel supported] although I wasn’t really explaining why I was ill. If my 

bosses had an illness of their own, I felt that I could relate to them a bit better. 

Fortunately the boss I had at the time had a similar disease, and so it turned out 

that we were seeing the same specialist! And so that was sort of easier, I think 

because I did, I had fewer issues in case I had to talk [to my boss] about 

something related to my illness.  

Debbie’s time with her employer involved a number of casual contracts and also a 

permanent part-time contract. She developed a network of understanding people to whom 

she could talk about her illness, and also had the support and understanding of one of her 

bosses. She had learned how to discuss a potentially stigmatising illness without feeling 

embarrassed. In this way, she was developing knowledge and support networks in order 

to better manage her illness in her workplace. Debbie undertook adaptive work (discussed 

earlier) and additionally used her networks to influence her outcomes in her workplace.  

 

Maree suffered from epilepsy when employed in a graduate nursing position after 

finishing university. While in this position, she experienced considerable disadvantage 

because of her illness. She commented about how her experiences influenced the way she 

treated others in her role as a staff development nurse.  

I think it’s made me a better person, a better staff development nurse because I 

will always give people a go. I will always see what they have to say for 

themselves, and I always say, ‘We’re all human, we all make mistakes so as long 

as you haven’t killed anyone, let’s work on it.’ But I will never do it behind 

someone’s back, you always go and talk to people and say, ‘Hey look, that was a 

bit stupid, why did you do that?’ Or ‘How do you feel that went?’ You give them 

a chance to explain, you don’t just go behind their back. 
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Maree also made the point that in her graduate position, she considered taking her 

employer to the tribunal, but decided not to because she did not want to continue to work 

for that particular employer anyway. ‘I talked about it with my husband and then I talked 

about it with my neurologist. And [spent] a few weeks bantering it around my head trying 

to figure out what was the right thing.’ Maree was not with the union at this point in time, 

and this event caused her to rejoin. She pointed out that she was in the union and was, at 

the time of the interview, taking an active part with the enterprise bargaining process. 

 

Eventually Maree’s epilepsy subsided, but she has since developed arthritis. When I 

asked her if anyone at work showed concern about her arthritis, she responded, ‘As a 

personal thing, yes. “Oh, you’re in pain.” For sure, they’ll tell me to take it easy. In terms 

of me not being able to do the work, they’re not concerned about that.’ Maree reported 

that in her staff development position, she had been able to access a network of 

colleagues. Her experiences with a stigmatising illness in her current workplace are 

remarkably different to those she endured as a graduate nurse. 

I don’t know if it’s the team I work with. They really do know the meaning of 

teamwork. We all support each other, we all help each other out, we all promote a 

really positive morale, we all bring cake and put it on the table, and it’s 

‘everybody help themselves.’ That sort of thing. If people are experiencing 

personal problems, we’re right there for them and we get cards and flowers and 

chocolates, we go to each other’s weddings, we go to each other’s special events 

and they’re really supportive. 

Maree’s supervisor, in her current position, was assisting her to apply for a higher level 

position in her workplace and was actively mentoring her through the process. Maree was 

able to move on from a difficult circumstance, and use the knowledge she gained from it 

to assist others in her role as a staff development nurse. The networks she developed 

through her involvement with the union and her informal networks provided her with 

valuable support at work. The combination of her external and internal labour market 

power, as a more experienced and senior nurse, a less stigmatising illness, and the use of 

adaptive work resulted in positive workforce outcomes for Maree. 

 

Social capital may be of greater importance for more than just the provision of a 

supportive network for women with illness in their workplace, it is also a resource which 

influences the outcomes of women with chronic illness. Donna had supportive networks 
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in her workplace and being a union member, was happy to seek their assistance if 

required. These attributes gave her the support she needed to manage time away from 

work when she was diagnosed with cancer. Cancer tends not to be a stigmatised disease, 

however, Donna needed to have her large intestine removed due to bowel cancer. This 

had the potential to be at least mildly stigmatising because of the parts of the body 

involved. Donna’s colleagues were supportive through the whole process. The support 

she received through networks of colleagues and supervisors provided her with resources, 

skills and organisational practices which assisted her with time away from work. She also 

could have accessed union support had she felt the need of their help. Timberlake’s 

description of social capital talks about the benefits of sharing information, resources, 

skills and organisational practices but does not mention the added advantage of union 

power.  

 

The thesis has discussed at various points, the importance of labour market power. Recent 

social capital literature focuses on networks rather than power. There is sufficient data 

here to suggest that confidence in union support, together with social capital in the 

workplace provides a more powerful catalyst, not only for individual outcomes but for 

social change within the organisation. Donna made the point that she would not hesitate 

to go to the union because she hated ‘people being treated unjustly.’ She had confidence 

in receiving union support should she need it. Donna, while in hospital, rang her 

workplace to find out how things were progressing with her classes. Her colleagues 

refused to tell her, stating, ‘Well you don’t need to know, you’re in there getting better.’ 

These colleagues had taken on additional workload to assist with Donna’s absence. 

Donna commented, ‘I’m pretty pedantic and when I left, I left them all the lessons to 

teach. I did as much as I could, I was very, very prepared before I left.’ She had worked 

to reduce the load on her colleagues, who were prepared to extend to her understanding, 

social accommodations as well as formal accommodations. Donna reported that, ‘They 

were really great, really, really great.’ The peer support that she experienced formed part 

of the social capital she had access to and which assisted with positive working outcomes 

for her. After her surgery, Donna returned to work and was still happy there some two 

and a half years later. Social capital enhanced Donna’s workforce outcomes despite the 

severity of her illness. 
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8.3.1  Unions 

Individuals acting collectively can represent those who lack confidence in their own 

ability to be heard in the workplace. Unions have a role to play in terms of provision of 

social capital as knowledge and networks. They are able to provide support and advice, 

and in some cases add power to workers who have insufficient power to represent 

themselves regarding concerns with their treatment at work.  

 

Participants were more likely to be union members if they were in traditionally union 

dominated fields (such as nursing and teaching). Eleven women in the study were union 

members, eight of those were either in nursing or teaching professions (including a 

lecturer). Others included Joy (cleaner), Faye (retail assistant), and Sally (town planner). 

Joy joined the union because she was employed by a subcontractor to work in a shopping 

centre, Centre Management encouraged her to join because they had previously had 

difficulty with Joy’s employers. Faye was a long term union member, it was not clear 

why she joined except that it was probably at a time when union membership was 

considered ‘a good thing to do.’ Sally saw how poorly a colleague with mental illness was 

treated by her employer, she joined the union as a result of this. She said, ‘The whole 

reason I joined the union was because I’m a bit worried about them [the employer] using 

my condition against me one day… it’s peace of mind.’ Donna (TAFE teacher) had 

previously sought help from her union for a non-health related issue. She reported that 

she would always go to the union if she felt she needed to, ‘I hate people being treated 

unjustly.’ Melissa (nurse) eventually went to the union for assistance when her employer 

kept blocking her requests for revised hours. She said, ‘Once they got involved it was 

solved very quickly.’ She was also assisted by the circumstance of another staff member 

returning from maternity leave and whose request for a job share arrangement needed to 

be accommodated. These women, for the most part, decided to join their union in order to 

access support and power should they need assistance in the future. Less commonly, they 

regarded their union as a source of social capital.  

 

There are also issues with the costs associated with illness which might cause these 

women to consider that the cost of union membership is better spent on their health 

expenses. It is important to understand that women assess very carefully their disclosure 

decisions when weighing up the option of union assistance. The decision to reveal 

personal details of an illness to a stranger can be a daunting one. Even if it is possible that 
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the union would happily support them, these women seem to prefer to use their personal 

networks and knowledge to achieve understanding in their workplace and to keep the 

union as a last resort. The support that unions would be willing to provide for those in the 

workplace with illness is evidenced by the information available to members through 

organisers and on websites. However, the difficulty that appears to persist is the problem 

of disclosure to others who are not known to the individual with illness and who fall 

outside their known networks. 

8.4  Domestic sphere 

Other factors associated the domestic sphere influence the work outcomes for women 

with chronic illness and these vary between individuals. Heather had a number of outside 

influences which affected her perceptions of what it meant to be sick and the importance 

of coping in each aspect of her life. Heather’s sister was diagnosed with a chronic illness 

and Heather felt that she needed to support her through the process of learning to deal 

with her diagnosis. Heather commented that, ‘Of course part of the problem, for both us, 

is that we’re both pretty independent women. We feel pretty miserable about things [due 

to illness] but we sure as hell don’t want people helping us all the time either.’ Heather 

also pointed out that she worried about being a ‘burden’ for her husband because of her 

health, but while she had this concern she was also supporting her sister so that ‘she 

doesn’t feel like she’s isolated or in this by herself.’ Heather valued her independence. 

Her outcomes within her workplace indicated that she was extremely capable. She 

admitted to working because: 

I wanted the challenge not because I wanted to be anybody. Not because I wanted 

to be the prime minister of Australia or anything like that, it was always about the 

challenge for me. And so I guess for me now, I don’t feel like my body wants to 

keep doing it. And so it’s that real conflict between what your mind or your heart 

might want to do and what your body wants to do. 

Despite admitting to moments of doubt about her future at work, she also made this 

comment: ‘I’m pretty assertive and if I’ve heard people [at work] have had something to 

say about it [how she manages work and illness], I usually just go and confront them. 

That, of course, makes me a bit scary.’ So while at work she was in control and coped 

with her managerial role, privately she had to come to terms with her sister’s illness and 

also her father’s degenerating illness, which required that her mother care for him until 
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his death. The negative experiences of her family relating to health, influenced her own 

approach to her ability to continue working in the longer term. 

 

Heather’s attitude towards illness and coping was influenced by her family’s experience 

of illness and caring and her own desire for satisfying work. She had negotiated for the 

conditions at work that she needed while she also managed the needs of her extended 

family. But ultimately she may not continue to work because of the conflict that she felt 

between what was important to her and what her illness allowed her to do. It appeared 

that she may have been seriously considering, at some time in the future, cutting short her 

career to improve the management of her illness and to avoid being a burden to her 

husband. 

 

Attitudes of family to the illness of a mother, as Melanie is, can influence the way she 

manages her work and juggles the sometimes competing responsibilities of family and 

work. She said, ‘Getting your head around putting yourself first is quite a difficult thing, 

especially when you’re a mother and you have to be available for the children and my 

husband and that sort of thing.’ She explained, ‘My husband’s highly strung, so if I’m 

having a bad day sometimes he’s not understanding.’ This affected her work when she 

reduced her hours by one day per week, ‘This position originally was five days, and I’ve 

already cut it back to four, and we’ve got kids in private schools and that sort of thing. 

My husband wasn’t very impressed that I was going to cut it back a day, so I can’t cut 

back any further.’ Melanie’s husband’s attitude and the financial commitment of keeping 

her children in a private school may prevent her from achieving exactly the work related 

outcomes that would best suit her illness. Even though Melanie had a good working 

environment that enabled her to cope quite well with her illness in her workplace, it was 

her domestic sphere which proved to be the most negative influence on her outcomes at 

work. It was not that her home influences prevented her from attaining certain levels in 

her professional life, but that they kept her from achieving the working hours which 

helped her to best manage her illness. 

 

Rhonda’s domestic sphere played an influence on her ability to continue working 

because, not only did she have her own business to run, but she also organised the 

paperwork for her husband’s business. She said that her illness significantly changed the 

way her family managed at home. 
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 My husband, I think he kind of had a mid-life crisis at the same time because he 

would try and bully the kids into doing the chores and he would stand over them 

like a sergeant major and I think they really resented that. They didn’t mind 

helping but they thought he should help too. [Sometimes] I’d say I don’t feel like 

cooking dinner tonight and he’d say, ‘It doesn’t matter I had something while I 

was down town.’ And I’m thinking, ‘What about me?’ [He] just shut down. Or, if 

I said, ‘I can’t hang out the washing. ’He’d say, ‘That’s ok, just do it tomorrow.’ 

In the end, I just used the dryer. 

She went on to say that her diagnosis and the subsequent changes in her life had a huge 

impact on her husband. ‘He didn’t know how to cope at all. And we’re separated now as a 

result of this I think.’ Rhonda’s illness resulted in the loss of her source of income and 

possibly her marriage. Because of the lack of support she experienced at home, Rhonda 

was unable to continue attempting to work. Rhonda’s situation was out of the ordinary for 

the participants in this study because she was self-employed. She had full responsibility 

for her income and would appear to have a high level of control of her work context. 

However, her illness, the size of her enterprise and its reliance on her personal skills 

meant that her only source of support was her husband and family. Rhonda reported that 

her children were helpful but were in their late teens and in the process of leaving home 

for work and university. So the support role fell to her husband who was unable to 

provide her with the assistance she needed. The role that family support plays in the 

achievement of workplace objectives for women with chronic illness is significant. Where 

that support is not available, the result may be less desirable workforce outcomes for 

these women. 

8.5  Conclusion 

Social influences are important determining factors for the achievement of workplace 

accommodations and outcomes for women with chronic illness. These influences include 

a combination of the availability of social capital, family support, other domestic 

influences and adaptive work, and they have the potential to improve the 

accommodations and outcomes for women with chronic illness. The influence of unions 

was significant in the working lives of some of these women. Their role appears to have 

been significant in contributing to their social capital, it also assisted by adding to their 

power in negotiations for working conditions which benefit these workers. Social 
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influences form part of the disclosure contingency pathways (Figure 3.3) and as shown in 

this diagram they influence the working outcomes of those with chronic illness.  
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Chapter 9: Outcomes 
 

 

This chapter examines the workforce outcomes of women with chronic illness from the 

qualitative data. Riessman states that ‘stories, more than other forms of discourse, 

effectively pull the listener into the teller’s point of view’ (1990, p. 1197). These stories 

provide a broader perspective on the narratives of participants. Complete stories show the 

sequence of events which resulted in particular outcomes for participants. The roles of 

adaptive work, asymptomatic work and symptomatic work in relation to participants’ 

outcomes will be explored thematically through the use of extended stories.  

 

Adaptive work and asymptomatic work have outcomes beyond those that apply to the 

working lives of individuals. The concern that governments, regulatory agencies, health 

support groups and individual researchers have regarded the increasing number of 

individuals with chronic illness and their participation in the workforce, is evidenced by a 

growing body of research (Australian Institute of Health and Welfare 2009; Chronic 

Illness Alliance 2009). This research analyses a number of issues, which include the cost 

of chronic illness to the Australian workforce (Australian Institute of Health and Welfare 

2009), the impact on personal work related outcomes (Vickers 2008) and the social 

impact of illness in the workplace (Barnes & Mercer 1996).  

 

Adaptive work results in several advantages for people with chronic illness. It provides 

the ability to effectively preserve a good working relationship in order to access 

accommodations, and it enhances the openness of a work environment. It encourages 

workplaces to comply with anti-discrimination and other types of legislation. It has the 

potential to keep individuals with illness productive and in the workforce for longer and 

contributes to an understanding of illness on a social level within the workplace. Thus, 

adaptive work has the potential to improve the understanding by the management of the 

benefits of extending accommodations for those in their workforce who have illness.  

 

Policies may exist within organisations to formally address some of the differences in 

perception regarding those who have chronic illness from an organisational perspective. 

However, this type of policy often assumes that individuals with the same label have the 

same requirements. The circumstances that chronically ill individuals face vary greatly. 
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Within each disease, onset, symptoms and visibility of illness differ. Thus, individuals 

with illness will each have a different experience of illness with different outcomes. 

Policy is useful for allowing accommodations, but managerial support must also be 

sought by individuals to ensure that the policy is made available within the organisation. 

Vickers notes that ‘being considered different, especially in an environment that demands 

sameness, brings attributions of stigma to those who don’t follow the norm, for whatever 

reason’ (Vickers 2008, p. 153) and that managers appear to be reluctant to give latitude to 

individuals who may be stigmatised by the presence of illness (Vickers 2012). Despite the 

existence of legislation and organisational policy which attempt to preserve the rights of 

people with chronic illness, the qualitative data indicates that disadvantage and 

discrimination persist.  

 

Adaptive work and asymptomatic work require agency in order to attain the desired 

outcomes pertinent to the individual’s working life. Asymptomatic work has been 

described as the behaviours used by people to carry out their responsibilities at work 

without the appearance of symptoms associated with a chronic illness. Asymptomatic 

work also involves a pro-active analysis of available supports and an assessment of the 

attitudes of supervisors and colleagues, in case it becomes necessary to disclose and 

undertake adaptive work. Asymptomatic work provides individuals with an opportunity 

to assess the managerial requirements that need to be negotiated should their 

circumstances change and find that they need to disclose. One of the recurring themes in 

the previous chapters has been the important role played by labour market power in the 

outcomes of women with chronic illness. Power theory and resource dependency theory 

are pivotal to providing an understanding of the working lives of those in the study. In 

this chapter, as in previous chapters, the influence of labour market power will be 

discussed in relation to other relevant factors rather than in a section of its own. This does 

not detract from its significance to the thesis, but instead underlines the fact that it is 

pivotal to the study.  

 

Adaptive work may result in organisationally focused outcomes. Some of these benefit 

the organisation through improved productivity, decreased staff turnover, improved 

organisational culture and understanding of diversity, improving organisational 

citizenship and building social capital within the work group or within the organisation. 

Wider benefits might include a decrease in unemployment amongst those with illness. 
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There may also be an extension to the working lives for those who have progressive 

disease. Other benefits to society include increasing understanding toward those with 

illness by promoting diversity within organisations.  

9.1  Differences in outcomes between key occupational groupings 

Women in this study had a wide range of occupational characteristics that played a role in 

determining their work outcomes. These include internal and external labour market 

power, level of occupation, permanence of position and length of service. 

9.1.2  Professional/managerial occupations 

We saw in the HILDA data that women with chronic illness are less likely to be in 

managerial and professional occupations than women without chronic illness. 

Nonetheless, the qualitative research revealed a number of women in these positions. 

They were, in a sense, the most privileged of the women with chronic illness. How did 

they fare?  

 

The number of professional and managerial women in the study is made up of nurses or 

teachers (5), self-employed small business managers (2), community/health workers (2), 

an engineer, town planner, public servant, lawyer and a lecturer. The teaching and nursing 

professions appear to be difficult areas in which to be employed, for those with illness. 

Their roles in the workplace tend to be very structured and typical of institutional types of 

organisations. Working as a teacher allows for very little flexibility as the structure of a 

school day and the requirement that teachers work with few breaks, can make this a 

difficult profession in which to manage a chronic illness. The following discussion 

focuses on the impact of managerial and professional occupations in the deployment of 

adaptive work and asymptomatic work.  

 

Lisa, Maree, and Melissa were all trained nurses who subsequently moved into 

administrative nursing related positions because of their illness. Cheryl trained as a nurse, 

undertook additional study and then was employed as a manager in a health support 

setting. In the numbers above Cheryl is counted as a community/health worker. Judy and 

Donna both completed teaching degrees. Donna moved into a teaching role in the higher 

education sector. Judy was working as a casual classroom teacher while she completed 

additional study. She was hoping this study would provide opportunities for work in an 
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area which would better accommodate her illness. The initial training of these women in 

teaching and nursing put them in a position to adjust their career in order to allow for the 

circumstances of their illness. 

 

Sally, Emily and Jane relied largely on asymptomatic work to preserve their appearance 

of capability at work. For Sally and Jane, this was due to the fact that they needed to 

manage their illness using general flexibilities because of a lack of understanding from 

their employers and a fear of discrimination or disadvantage. For Emily, there were some 

indications that, had she decided to disclose, her boss would have been understanding. 

However, her preference was for privacy as she felt her illness could stigmatise her. 

These women relied on the lesser severity of their illness which enabled them to continue 

employing asymptomatic work. This allowed them to avoid the negative attitudes of 

others at work and the necessity to disclose any, or additional, information about their 

illness. Working in professional occupations did not exempt them from the fear of 

potential negative attitudes of others. Both Sally and Jane had disclosed and deployed 

adaptive work, it was due to the lack of support from their managers that they also used 

asymptomatic work. These women depended on their ability to successfully perform 

adaptive work or asymptomatic work and their ability to access general flexibilities to 

remain in their positions. Women in professional and managerial positions, due to their 

apparent labour market power, seemed to be better able to manage their working 

circumstances which then enabled them to continue to work in their chosen career.  

 

Other professionals were able to manage their careers to allow for their illness. Heather 

and Mary were able to access significant contingent flexibilities because of their 

considerable internal and external labour market power. Their success could also be 

attributed to their ability to employ adaptive work in such a way that it positively 

influenced their employers’ attitudes regarding their ability to work with an illness. This 

impact was only evident for these two women, who were amongst those with the highest 

levels of labour market power. Both professionals and non-professionals with lower 

amounts of labour market power were less able to make significant changes to the 

attitudes of management regarding their professional capability. However, those with 

lower levels of labour market power could still influence their working outcomes through 

the use of adaptive work, asymptomatic work and general flexibilities, even in 

unsupportive workplaces. 
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Professional women displayed the ability to manage and adapt their careers to allow for 

the difficulties of their disease. This is evident in the discussion about how nurses and 

teachers have adjusted their roles because of the difficulty associated with staying in 

nursing and teaching careers. Three other women in professional/managerial occupations 

were also able to change the direction of their careers after their diagnosis, with family 

support to do so. Interestingly, the support of extended family is important here and is 

distinct from the earlier discussion of the influence of the domestic sphere. Lucy was a 

brand manager for a national company when diagnosed, but after experiencing 

disadvantage in her workplace she decided to study in order to work as a lawyer in her 

mother’s law firm. She had the support of her extended family which enabled her to do 

this. Rhonda, after losing her business because of illness, also wanted to study for a 

change of career. She moved to be closer to her brother’s family in order to have the 

support needed to undertake a university course. Cheryl who was previously a nurse, 

undertook additional study in order to change her career due to illness. She studied and 

achieved a position in her desired field of work that would ultimately enable her to 

transfer closer to family in another city. The support of family was important, either to 

make career changes, or to assist with possible difficulties related to working with their 

disease. Family support was also important for times when assistance of a more general 

nature was required. 

 

Support was a key factor in the ability of these women to achieve changes in their overall 

career as well as their place of work. Where women were in workplaces with limited 

support, they were able to use a combination of adaptive work, asymptomatic work and 

general flexibilities to assist with their quest to remain in their working roles, in their 

career and also within the workforce.  

 

Women with illness working in professional or managerial occupations exercised a 

greater degree of control in the management of their work, whether through support or the 

use of asymptomatic, symptomatic or adaptive work, or accessing general flexibilities. An 

additional factor which influenced the success of these different types of strategies is the 

severity of their illness. Where an individual had a more severe illness, labour market 

power was important in the success of any adaptive work they may have undertaken. 

Internal and external labour market power, ability to perform asymptomatic work or 
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adaptive work, access to support and flexibilities were key factors in the continued 

employment and success in their chosen career in managerial and professional 

occupations.  

9.1.3  Non-professional, non-managerial occupations 

Women with chronic illness in non-professional, non-managerial occupations typically 

have lower levels of external labour market power and some have low levels of internal 

labour market power. Other characteristics such as casual employment, severity of illness, 

pre-existing understanding in the workplace, and the chance to perform adaptive work, 

may compound reduced levels of labour market power when compared with those in 

managerial and professional positions.  

 

Of the ten participants with non-professional/managerial occupations, only three worked 

full-time, and each of these women told a different story. Tania had a permanent position 

in a large organisation where her bosses were understanding, but she also had a disease 

which was reasonably well controlled. She worked full-time, but with the benefit of flexi-

time to assist her when she was unwell. Faye worked for one business for her entire 

working life. After her breast cancer diagnosis, her employers provided additional paid 

leave beyond her allocation of sick leave. Her internal labour market power was 

extremely high and even though her illness was severe, it was one which was less likely 

to stigmatise the sufferer. These characteristics are specific to each of these participants. 

Faye’s experience was unusual for a person with a severe disease. When illness becomes 

so difficult that continued working is not possible, accommodations are rarely extended to 

the individual to allow for that degree of difficulty of illness. Stephanie was an example 

of this. She worked full-time in a casual position while her illness permitted, but as her 

multiple sclerosis progressed, it forced her resignation from her position. Her symptoms, 

in relation to her job could no longer be managed using asymptomatic work, and because 

her position was casual, there were few, if any, accommodations available to her.  

 

Seven participants worked in casual positions. All but two of these filled lower level roles 

including as, a retail assistant, coffee shop attendant and home help assistant. Most of the 

decisions involved in undertaking this type of work were influenced by the illnesses of 

these women. Louise was easing herself back into the work environment after a 

considerable absence from the workforce. Taking on a casual part-time position enabled 
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her to monitor her energy levels during the process of returning to work. Samantha 

worked as a coffee shop attendant or waiter because she seemed to find that work in this 

field was more readily available. The positions she held were always casual with variable 

hours and she reported that she had never held a position for longer than 10 months. She 

needed to work where positions were readily available following each loss of work due to 

illness. 

 

Claire, as told in the story at the beginning of the thesis, was required by Centrelink to 

undertake volunteer work to receive the Newstart allowance (before qualifying for a 

disability pension), following her resignation from a part-time nursing position due to 

illness. She undertook volunteer work, as part of the requirement for receiving the 

Newstart allowance, at a school for disabled children as a teaching assistant. She worked 

casual hours and was given the flexibility needed to manage her health by the school 

where she volunteered. In working as a home help assistant, Bronwyn was able to vary 

her hours according to her level of wellness. Her position was part-time casual and this 

was suitable to her because of the progression of her illness. Understanding from 

supervisors was important in the roles Claire and Bronwyn undertook and this 

understanding gave them the ability to continue working, had the work environment been 

less supportive this may not have been possible.  

 

Women in this study used whatever flexibilities were available to manage work and 

illness. Those with lower labour market power had a more limited range of positions for 

which they were qualified. Even with this restriction, their intent was to find a working 

environment with the best opportunities to manage their illness, thereby leading them to 

work in part-time or casual positions. This occurred where there was limited family 

support or few opportunities to further their career into more accommodating areas by 

studying or changing occupations. It was only when symptoms worsened that they were 

forced to employ adaptive work in order to access accommodations to allow for their 

illness. This achieved limited success due to the precarious nature of casual work. 

Women with illness in casual positions who received understanding continued working in 

this type of environment until their illness worsened to the point where further work was 

not possible, even with support.  
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In the absence of an understanding work environment, adequate labour market power and 

contending with a fluctuating level of illness, these women may find themselves in a 

vulnerable position in the workplace. Where labour market characteristics place them at a 

disadvantage, they may find it difficult to undertake adaptive work leading to the 

deployment of asymptomatic work, despite having disclosed their illness. This was 

particularly obvious in the cases of Samantha and Joy where they received so little 

support in their workplaces that they resorted, after disclosure, to deploying 

asymptomatic work because their supervisors were so unreceptive to their requests for 

understanding and accommodations. The disadvantage experienced by these women was 

compounded by their lack of workplace support, low levels of labour market power and 

variability of illness.  

9.2  Synthesising influences on outcomes: case examples  

The following discussion highlights the circumstances of women in the study and how the 

various aspects of their experiences influenced their outcomes. Expectations of the work 

environment influence the satisfaction they gain from their work. The qualitative data 

showed that where participants were able to effectively use adaptive work to gain 

understanding or accommodations, they were able to leverage greater satisfaction from 

work situations which might otherwise have been unsatisfactory. Providing opportunities 

for individuals with illness to utilise agency, whether in the form of adaptive work, 

asymptomatic work, or symptomatic work, has the potential to improve the outcomes 

experienced by individuals with illness at work.  

9.2.1  Heather 

Heather had a bachelor degree and extensive experience in her field, needed for her senior 

public service position. Her illness affected the way she managed her work and the people 

around her at work. She was forced, because of her illness, to prove her capability to 

perform her job. She also needed to negotiate for adjusted conditions to accommodate her 

illness. These issues contributed to her need to undertake adaptive work in her position. 

She had the knowledge required to represent herself to her supervisors in gaining their 

understanding of her situation and accommodations for her return to work. However, she 

admitted to a cost, because she depended only on herself to negotiate her outcomes, she 

found that she suffered personally.  
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I think that one of the things that I find is, because of the fatigue I also find that 

my spirits get low. And I know that when my spirits are low, I’m probably a really 

difficult character to get along with and that’s quite different to the way I was 

prior to being diagnosed. So I think I’m less patient and less tolerant these days 

than what I was previously. And, because my spirits fluctuate, I’m not necessarily 

as easy going as I was before and I think that affects my relationships with my 

staff. 

Heather also said that she set ‘high standards’ for herself, and this was evident when she 

would talk with her staff: 

Well it’s interesting, I’ll think I’m losing the plot and really flying off the handle 

at somebody and I will usually, after the fact, go and sit down and apologise and 

they usually say ‘No, that wasn’t my perception at all, you were just being fair and 

upfront and honest about what your expectations were etc.’ So that I’m grateful 

for, but that’s not my perception. My perception certainly is that I’m a cranky old 

battleaxe, making life difficult for people.  

I suggested to Heather that she may have been a ‘bit hard on herself’ and she responded, 

‘Well I suspect so, but then I think I’ve probably always been that way. In part, that’s 

probably why I’m the kind of worker that I am.’ Heather managed her workload and her 

illness. 

So I’ll plan my day around it [symptoms], in as much as I’ll make sure that I get 

the things out of the way early that need that concentration and some real effort 

and then I might leave to the end of the day the things that might be more about, 

well, for example, it might be a quick sit down and catch up chat with some of my 

staff just to see how things are going. You see that’s easy, that part doesn’t require 

a lot of me, but certainly if I know I’ve got some important meetings on in the 

afternoon the best thing I can do is go and get some fresh air, go for a walk, and 

clear the head a little bit and push on. 

The outcomes that Heather had achieved are related to her labour market power and her 

ability to negotiate for flexibility to her career. She feared the influences of her domestic 

sphere or severity of illness would eventually affect her career trajectory.  

9.2.2  Samantha 

For women with lower labour market power with difficult illnesses, or who worked in 

environments where there was not an understanding culture, outcomes were more about 
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the fulfillment of basic needs. The severity of illness meant that in some workplaces it 

was an effort for Samantha to even achieve her rights at work. She reported that there 

were two organisations where she worked and trained in an understanding environment. 

Samantha found that volunteering for a not-for-profit organisation and, subsequently 

undertaking training with the Commonwealth Rehabilitation Services provided a positive 

environment. Both of these organisations placed value on those who were different. They 

were able to provide Samantha with both the knowledge and networks which enabled her 

success in these working environments. They understood her disability and were able to 

include her in existing networks. 

Samantha noted that:  

When I was in between jobs after my surgery… I’d gone to Commonwealth 

Rehabilitation Services through Centrelink. And they were fantastic. I’m actually 

thinking of going back to [the not-for-profit organisation] because they’ve been a 

really good support system for me. And they understand about my eyes and 

retinopathy as well. A lot of their clients are Type 2 diabetics with retinopathy or 

glaucoma or macular degeneration… I did a couple of [retail jobs] and it was 

awesome and I always got called back. They were awesome, they never used my 

health against me as a reason not to hire me back on. [When working at a 

Community Services Centre, when I was very ill due to my pregnancy, but it was 

before I knew I was pregnant. I was having] massive hypos [unconsciousness 

caused by unstable blood sugar levels], I didn’t know who I was talking to and 

just gabbling off. And [my supervisor] said to me ‘I think you’re going to have to 

find a less stressful position.’  

Unhelpful attitudes from supervisors may include assumptions about the cause of changes 

in illness. These types of assumptions can mean that these women may unnecessarily be 

told that they are unsuitable for a particular type of work, as was Samantha’s experience. 

Social expectations, based on misinformation, can be damaging to the workforce 

outcomes of women with chronic illness. Samantha’s experience shows that a lack of 

knowledge and understanding networks, for those with illness, can be damaging to 

workforce outcomes.  

 

The outcomes experienced by each of these women vary considerably and are dependent 

on their resources, such as internal or external labour market power, their access to rules 

including managerial policy, the severity or stigma associated with their illness and the 
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culture within the organisation and workgroup, as well as their access to social capital. 

Any of these factors in combination can influence outcomes for these women.  

9.2.3  Jane  

Jane’s outcomes and experiences allow for a broader examination of the organisational 

policies of Jane’s organisation, union information and information about working with 

mental illness. Jane’s story shows how a stigmatising illness can affect the way in which 

individuals attempt to access understanding. This underlines the point that women with 

chronic illness may be more selective about seeking help. The experience of being ‘outed’ 

in a public way to a larger number of colleagues may be considered a more detrimental 

outcome than keeping their condition private and using generalised flexibilities to manage 

their illness while at work.  

 

Jane, who suffered with a mental illness worked for a supervisor who was unsupportive. 

She had had been employed at her workplace for more than ten years, was highly 

educated and had won awards for excellence in her work. It would appear that she had 

considerable labour market power, however, she had a highly stigmatised illness, no 

support from her supervisor, and her ability to access accommodations was therefore 

limited to general flexibilities. She was wary of continuing to work in a workplace where 

her illness was not well tolerated and where there was little support (she did have some 

support from colleagues). Jane had not made a formal complaint about her treatment, but 

on one occasion she advocated for herself by insisting that she should be permitted to take 

holidays that suited her and she ensured that she was given a period of teaching relief. 

She also relied on colleagues who she regarded as friends for support. The discrimination 

experienced in her workplace changed her perspective on how to manage her working 

circumstances so that they provided outcomes with which she felt comfortable.  

Jane: I now see it as a job not a career, because I don’t believe there’s any 

progression or future for me here. But that’s ok. 

Interviewer: Is it really ok? 

Jane: Well, for this season in my life, I’ve accepted that that’s ok.  

Interviewer: You’ve told me that you do have flexibility to change your hours but 

it doesn’t change your workload? 

Jane: That’s right. 
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Interviewer: You’ve changed your working arrangements, only by saying you 

weren’t going to teach one semester and having a holiday? 

Jane: They were big steps forward, massive steps forward.  

Jane reported that she had also experienced disadvantage in her workload: 

 I took leave, and I went away for three weeks, it was the first period of leave 

where I’ve not worked [actually during her holiday leave] that I can recall, for 

years… That’s why I joined the union. I’ve [also] been considering, ‘How do I 

approach it with HR?’ But how do I stay safe in what would be an extremely 

awkward circumstance. I had thought of going to them [the union] for help… I’ve 

never been sure how to couch it so I had a strong enough case, knowing that once 

I instigated it, knowing it was going to get nasty. So I wanted to make sure that I 

knew how I could be kept safe and protected in what would turn out to be pretty 

nasty stuff… there needs to be a safe process. Of all that I’ve investigated there’s 

nothing there that assures me that I’ll be kept safe.  

Jane managed her work by using a combination of adaptive work or asymptomatic work. 

She worked as though nothing was amiss and then requested general flexibilities, such as 

using her holiday leave, when she needed a break. She considered speaking to the Human 

Resources department about her problems with excessive workload but decided against 

making a complaint, knowing that she would need to continue working in the same 

situation for the foreseeable future. She seemed unsure that she would receive the support 

she needed from the organisation’s Human Resources Department. 

 

At first glance it appears that Jane could have been the victim of bullying. She related the 

events which followed the disclosure of her illness to her supervisor:  

He called me into the office and he said, ‘If you’re sick take sick leave and get 

better.’ And I sat there and I said, ‘What you need to understand is, while I might 

have an illness I believe that it’s a disability and you need to think of it in that way 

because it is never going to go away. I’ve had it nine years now, it’s unlikely that 

it’s going to go away.’ And I said to him, ‘You know, I’m struggling, the 

workload is placing me under very difficult circumstances.’ And he just looked at 

me and eyeballed me and said, ‘But the workload formula is fair,’ Within eight 

months they revised the workload formula to favour other staff. So he knows that 

it’s not fair. 

The policy at Jane’s workplace defined bullying as, ‘unreasonable behaviour that results 
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in the less favourable treatment of a person or people … For the behaviour to constitute 

workplace bullying it must be repetitive behaviour, meaning that it can occur in different 

ways over a period of time.’ (Paraphrased from the organisational policy manual which 

was available on the internet.) When Jane raised the issue of irregularities in workload 

policy application, Jane’s supervisor advised her that there was no unfairness. Eight 

months after Jane’s complaint, the policy was amended and yet the adjustment still 

disadvantaged Jane in her role at work. Jane described the difficulties she experienced: 

I’ve always been in a teaching role here, My designation is teaching and 

scholarship, not teaching, scholarship and research. So that has always been used 

to load me up with teaching and to load me up absolutely full. However the 

expectation is that I will also be research active, so I’ve had to do all of that in my 

own time, and it’s that extra bit that’s taken me out and people have said, ‘Why 

don’t you just apply to get switched to teaching, scholarship, research?’ But you 

have to have runs on the board in order to do that. So it’s been hard, I’ve almost 

been tempted to go over to HR and talk with them about discrimination but it’s 

been really tough. So teaching relief is on the basis of being research active. Being 

able to attend a conference, funding [for conference attendance] is on the basis of 

being research active. 

 

Organisational policy states that individual employees, ‘have an obligation to comply 

with the [organisation’s] workplace health and safety policies, procedures and 

instructions to ensure a safe workplace.’ (Paraphrased from organisational policy.) This 

means that employees are required to [among other things]: seek treatment for illnesses 

and these need to be reported on the specified form. This requirement ignores the fact that 

employees are under no legal obligation to disclose their illness. There was no mention in 

the policy that, under the WH&S Act which was in place at the time of this interview, 

there was an obligation for employers not to exacerbate an existing condition. However, 

Jane’s condition began after she commenced with her employer. She did not appear to 

think that her illness was caused by her workplace, but she did say that it was difficult to 

manage the stress of her unrealistic workload and her illness. 

For me with depression, the stress comes out. The time where you didn’t have 

depression you would have more self-confidence and courage and strength to 

stand up and fight at the time you need to fight. You don’t have that because 

you’ve probably moved into a period where you are, tired-er, more teary, you 
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don’t feel you can present yourself, you don’t feel you can fight and so that then 

means that it compounds. 

Jane’s illness was exacerbated by her circumstances at work because she had disclosed 

her illness to her supervisor. She had sought ‘appropriate treatment,’ she had therefore 

shown some compliance with the policy, wittingly or unwittingly, and only stopped short 

of disclosing to Human Resources, and whoever else was in her hierarchy of command, 

by not filling in the specified form, which she was not legally required to do. She spoke 

of her attempts to engage with her supervisor regarding the difficulties of her illness.  

I even went to counseling. I went and told my [supervisor] I was going to do that 

and he has never once ever come down and stuck his head around the door and 

said, ‘Are you doing ok?’ He’s never visited my office at all. So to me that’s kind 

of sending me a lot of messages, very clear messages.  

 

The organisational policy states that, ‘managers need to ensure the workplace health and 

safety of employees and others under their control by preventing or minimising their 

exposure to risk factors [by among other things]: record all work related injuries, 

illnesses, hazards and other incidents.’ Perhaps Jane’s supervisor did not understand that 

his obligations also included ensuring that the workplace was not responsible for 

making an illness worse. He had knowledge of Jane’s illness, but chose not to assist her. 

Jane also discussed a personal difficulty she encountered because of her workload and 

her illness: 

You have broken sleep, your sleep patterns are up the creek. I’ve been getting up 

at 2 and 3am and starting work for the day, because I’m so far behind I’ve got to 

try and catch up, but then you’re tired.  

It seems to an observer that Jane’s workload was detrimental to both her health and her 

success at work. It also seems that she should have been able to lodge a complaint and 

have her issue resolved without fearing subsequent reprisal or difficulty.  

 

Outcomes are not assured for workers with mental illness, as the reactions of others can 

vary depending on their personal understandings of what it means to work with a 

stigmatised illness. Jane’s experience of disclosure was varied, some colleagues were 

supportive while other colleagues were less so, her supervisor treated her negatively after 

her disclosure.  

 

 Page 179  
 



 

Another option for Jane would be to build her social capital to access knowledge and 

additional support networks through the union. The ACTU website reveals factsheets and 

articles about mental illness, and in 2003, they produced a publication called Stop stress 

at work. In this guide they entitle a section, ‘It’s not your fault,’ where they state: 

 Most people react to the same kinds of stress in similar or identical ways. Being 

affected by work-related stress is not a sign of personal weakness… Often little or 

nothing is done to remove the real causes of work-related stress or to put the 

responsibility for safe and healthy workplaces where it belongs – with employers 

and management (ACTU 2003, p. 12). 

A prerequisite which allows for effective management of stress related illness at work is 

an open and trusting environment where individuals are able to disclose a stigmatised 

illness and not fear the outcome. While the information is valuable, on its own it is not 

able to address the most personal concerns about disclosure at work. The ACTU also 

advises that, ‘it is important that we support each other at work and do not fall into the 

trap of blaming ourselves or each other for feeling stressed’ (ACTU 2003, p. 24). Jane 

reported that she received support from colleagues she regarded as friends, but not from 

others. This difference in support levels from colleagues is reinforced in the literature and 

is evidence that support is important in managing work and illness.  

 

Unions generally provide helpful advice and also give contact phone numbers for those 

with stress related or mental health issues who wish to seek assistance from the union 

(ACTU 2003). These appear to be a useful resource, except that it would require a high 

level of confidence to ring a national union phone number and say something like, ‘I need 

help with discrimination regarding my mental illness diagnosis in my workplace.’ There 

is no suggestion here that they would not be treated with the utmost respect. Jane’s 

experience illustrates that despite the resources available for those with a stigmatised 

illness, and particularly mental illness, this course of action may take more courage and 

internal resources than they have available. If she was reluctant to disclose to additional 

people at work with whom she had worked for more than ten years, how could she have 

managed disclosure to a stranger, when she was concerned about how she would present 

herself? 

 

For Jane, the combination of working with a stigmatised illness and poor managerial 

attitude, was sufficient to negate any benefits of her work ethic, her skill in her field or 
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her value to the organisation. It seems that Jane depended on her own knowledge and 

ability to deploy asymptomatic work and adaptive work in order to make her working life 

bearable. She had other networks and sources of knowledge available, but her fear of 

working in a department where a fully disclosed illness would disadvantage her, kept her 

from using them. She achieved her own accommodations through changing her ways of 

working. Social capital may be difficult to utilise where an illness is highly stigmatised. 

9.3  Conclusion 

The qualitative data supports the importance of adaptive work, asymptomatic work or 

symptomatic work in the ability of individuals with chronic illness to achieve positive 

outcomes in their working lives. Type of illness and symptoms, labour market power, 

access to support and flexibilities were all influences on the outcomes of women in the 

study. The significance of labour market power was evident between the outcomes of 

those in professional or managerial occupations when compared with those in non-

professional or non-managerial occupations. Greater amounts of labour market power 

(which is listed as a resource in the disclosure contingencies pathways diagram (Figure 

3.3)) provided women in higher level occupations with more opportunities to engage in 

adaptive work, asymptomatic work or symptomatic work, which in turn afforded 

opportunities for these workers to access understanding, social accommodations and 

formal accommodations. These accommodations were important for assisting in 

improving the quality of their working lives but were also useful in extending the working 

lives of women who might in less understanding circumstances need to resign or be fired. 

Adaptive work, asymptomatic work and symptomatic work are unique in the 

opportunities they provide in the mitigation of the difficulties associated with work and 

illness. These, combined with internal or external labour market power, the severity of 

illness or associated stigma and available flexibilities are all key influences on the 

outcomes of individuals with illness.  
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Chapter 10: Discussion and Conclusions 
 

 

A number of reports on disability have been produced throughout the last decade. These 

either include chronic disease as part of the disability discussion or focus solely on 

chronic illness. Studies undertaken by the Australian Network on Disability (2011), 

Council of Australian Governments (2011), Australian Institute of Health and Welfare 

(2009) and the Chronic Illness Alliance (2009) examine the influence of chronic illness 

on the working lives of sufferers. These put forward such findings and recommendations 

as:  

• Individuals with chronic illness were ‘60 per cent more likely to not participate in 

the labour force, were less likely to be employed full-time and more likely to be 

unemployed, than those without chronic disease’ (Australian Institute of Health 

and Welfare 2009, p. vii). The outcomes of individuals with chronic illness are 

significantly poorer than those without chronic illness. The solutions to this 

problem lie in developing a better understanding of the working lives of 

individuals with chronic illness (Australian Institute of Health and Welfare 2009). 

• ‘Improving employment opportunities for people with disability [and chronic 

illness] is a critical element for enhancing the quality of life for individuals with 

disability… there are also substantial gains for the broader economy’ (Australian 

Network on Disability 2011, p. 25), 

• The introduction of flexible workplace advisors ‘would target job retention and 

support through mutually agreed flexible arrangements entered into by the 

employer and employee’ (Chronic Illness Alliance 2009, p. 3). 

•  Recommendations to ‘improve employer awareness of the benefits of employing 

people with disability.’ And ‘reduce barriers and disincentives for the employment 

of people with disability’ (Council of Australian Governments 2011, p. 46).  

• ‘There are clear benefits in government taking steps to alleviate the labour force 

disadvantages faced by people with disability’ (Australian Network on Disability 

2011, p. 25). 

All of these reports recognise the importance of employer understanding for improved 

outcomes for individuals with disability and chronic illness. However, this study indicates 

that there is little evidence that the degree of change necessary to improve outcomes for 
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those with illness has systemically and consistently filtered through to the workplace. The 

factors influencing this include, managerial attitudes and the attitudes of colleagues, 

labour market power of the individual, the ability for those with chronic illness to create 

access to social capital, flexibilities and the severity or variability of illness. These are 

factors which also need to be considered when developing recommendations to improve 

the working outcomes of people with chronic illness.  

 

Without extensive change, these workers need to manage their own circumstances in 

order to prevent disadvantage, this study shows that adaptive work, asymptomatic work 

and symptomatic work are the means by which they do this. The research question for 

this thesis was: How do working women with chronic illness interact with their working 

environments? The sub-questions were: What are the influences on, and outcomes for, 

women working with chronic illness? How do these women with chronic illness respond 

to, and seek to influence, their working environment? And, how are the impacts and 

outcomes mediated by external influences? This chapter will examine each of these and 

discuss the conclusions as they relate to each question. 

10.1  How do working women with chronic illness interact with their working 

environments? 

This study examined the experiences of 24 women who continued in employment after 

the diagnosis of an illness. These women all displayed a propensity to employ agency to 

change their circumstances in order to manage the, sometimes conflicting, requirements 

of their workplace and their illness. There is considerable discussion in the literature 

about the concepts of passing, covering and disclosure as they apply to various 

marginalised groups (Clair et al. 2005; DeJordy 2008) and existing research shows those 

with stigmatised identities have much to consider when weighing up whether to disclose 

their illness. 

 

The concepts of adaptive work, asymptomatic work and symptomatic work were 

developed specifically to describe the behaviours of individuals with illness. Deploying 

these modes of working provides a way to offset the disadvantage of working with a 

chronic illness. This is significant because stigma is often attributed to people with on-

going illness. Those with chronic illness form a distinct subset of those with stigmatised 

invisible identities, which also includes sexual orientation (DeJordy 2008) and multiracial 
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backgrounds (Clair et al. 2005) as well as other groups. The difference between those 

with chronic illness and other stigmatised invisible identities becomes evident when 

differentiating between hiding a chronic illness and hiding information about other 

stigmatized identities. Individuals with chronic illness are part of a group regarded as 

having invisible stigmatised identities, but differ because of the variable nature of chronic 

illness and physically obvious symptoms which can remove any choice about disclosure. 

These symptoms can make it difficult to maintain an appearance of competence at work. 

The influence that physically obvious symptoms have on the perceptions of others in the 

workplace has been discussed by Vickers in relation to workers with multiple sclerosis 

who have reduced outcomes at work compared with those who have a severe physical 

disability (Vickers 2009a). The data, in this thesis, highlighted the difficulty experienced 

by these women with chronic illness in the management of physical symptoms, social 

expectations and perceptions of a capable worker. The modes of working were utilised to 

offset stigma, difficult symptoms and negative perceptions of illness. They also were used 

to preserve the appearance of professional capability. 

 

This study found that chronically ill individuals need to manage the physical or mental 

attributes of their chronic illness and the progression of chronic illness as well as the 

reactions of others. The combination of these factors creates a complex set of 

circumstances which may not be considered in its entirety, or sympathetically, by 

colleagues. Social rules and processes dictate that individuals with an illness have certain 

rights and responsibilities which should be undertaken to manage their own illness. It is 

these commonly accepted social rules and processes by which women with illness are 

judged when they exhibit symptoms of illness in their workplace. Despite the fact that the 

illness may not affect the individual’s ability to perform their work, judgments may be 

made based on social expectations which project perceptions of inability on the individual 

with illness. The modes of working enable workers to manage the social difficulties 

associated with working with a chronic illness. 

 

Women with Disabilities Australia (WWDA) commented that ‘with one of the lowest 

rates of labour force success and one of the highest rates of poverty, women with 

disabilities [which includes chronic illness] clearly stand out as a group in need of greater 

opportunities of employment’ (Standing Committee on Community Affairs 2007, p. 96). 

They highlight that there are issues that make the interaction between illness or disability 
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and the workplace problematic. Expectations of the ‘ideal’ worker and the social aspects 

of applying particular roles or stigma to those with illness, may form part of the culture of 

organisations. As part of the definition of a less capable worker, expected sick role 

behaviours and stigma are entrenched and may prove to be difficult to change. Research 

has shown that applicants have a reduced chance of success if they disclose a stigmatised 

illness in their job applications (Drydakis 2010). The data showed that informal rules 

which discouraged participation in the workplace by those with on-going illness appear to 

be preserved even when it is illegal or contrary to policy. The result is that women, who 

experience difficulties with their workplace culture, are more likely to leave their 

employment.  

10.2  What are the influences on, and outcomes for, women working with chronic 

illness? 

There are a number of influences on the working lives of women with chronic illness. 

These include, access to flexibilities, social and formal accommodations, social 

influences and social capital. These factors also influence the outcomes of women with 

chronic illness. The HILDA data point to additional factors which influence these 

outcomes.  

10.2.1  General and contingent flexibilities 

The manner in which participants were treated at work determined whether they disclosed 

their illness and undertook adaptive work to access accommodations in the form of 

general or contingent flexibilities. Alternatively, they may have chosen not to disclose 

and use asymptomatic work to preserve their image as a capable worker. The decision 

about disclosure indicated whether participants would use general or contingent 

flexibilities. Those who chose to disclose may have been able to access a combination of 

general and contingent flexibilities, those who did not disclose were dependent on general 

flexibilities. Disclosure was not always a straight forward decision. In many cases it was 

forced by an exacerbation of illness. A number of participants commented that they 

would have preferred not to disclose information about their illness, but did so in order to 

explain medical appointments or obvious symptoms to their peers or their employer. 

More than one third of participants disclosed because of a change in symptoms, 

associated with an existing disease or a new diagnosis. They disclosed because their 

illness made it difficult to continue at work without drawing attention to their illness. 
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Each of these women attempted to access understanding and accommodations for their 

illness through disclosure of information and employment of adaptive work. This 

potentially allowed others to better understand their situation while also preserving their 

image at work. These women were met with varying degrees of assistance with 

flexibilities and understanding in their workplace. Their outcomes were also significantly 

influenced by their labour market power, ability to change career direction, access to 

union support, managerial support and whether they were in a permanent or casual 

position. Women in the study used the word ‘understanding’ to refer to the positive 

attitudes to their illness, which occurred apart from the receipt of any accommodations. 

Understanding provided to these women was often a precursor to the provision of both 

social and formal accommodations. 

 

General flexibilities are those which are available to all workers in either permanent or 

casual positions. For permanent workers, this involves, paid sick leave, paid holiday leave 

and sometimes general employee flexibility of working hours such as a rostered day off 

system or flexitime. Casual workers may have general flexibility available in their 

flexible hours of work, but they also bear the cost of reducing their hours when they are 

sick or attending medical appointments. Some women adjusted their casual hours of work 

as it gave them the flexibility they needed to balance their work and their illness. Debbie 

and Donna both worked in the higher education sector and used casual work to provide 

them with the part-time and flexible hours of work that they desired. Samantha worked in 

various casual positions. When her illness became difficult to manage her employer 

reduced her hours to the point where she was forced to seek other work. Casual work may 

provide some of the flexibility that these women required, but it was only successful 

where there were other positive factors influencing their working situation, such as 

managerial support or high levels of labour market power.  

 

Permanent positions provide greater security and improved access to general flexibilities 

than casual positions. Permanence is associated with improved legal rights around 

discrimination, but this is not always the case. Where there is managerial support for an 

individual with illness, there may be greater understanding and contingent flexibilities 

available to them. Those in the study, in permanent positions, generally had better 

outcomes than those in casual positions, however, their outcomes were also mediated by 

factors such as labour market power. Heather, Mary and Faye all had considerable 
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internal or external labour market power, were in permanent positions and were able to 

access considerable contingent flexibilities because they had disclosed their illness. 

Heather and Mary also deployed adaptive work in order to access these flexibilities. Faye, 

in a lower level position, had a supportive boss who provided her with additional paid 

leave while she underwent treatment for cancer. Access to flexibility is important for 

those whose illnesses require them to adjust their ways of working, or who need to take 

time away from work to attend medical appointments or treatments.  

 

Some women were able to manage by accessing only general flexibilities, but this was 

not the norm. Emily, Joy and Sally had either not disclosed or received so little support 

from management that they were forced to use general flexibilities. Most participants 

relied, to some extent, on the understanding of management and peers to access 

flexibilities at work. Understanding bosses did not necessarily mean that women had 

ready access to contingent flexibilities, these women also needed to have either high 

levels of internal or external labour market power. Power, in the context of the workplace 

experiences of women with chronic illness, is a pivotal concept in their ability to achieve 

positive workforce outcomes.  

10.2.2  Social and formal accommodations 

Accommodations which might be made available to women with chronic illness may take 

the form of social accommodations or formal accommodations. Social accommodations 

are adjustments made by colleagues and management in their attitudes and social 

interactions with people with chronic illness. Formal accommodations consist of 

contingent or general flexibilities, and are associated with an organisation’s rules. 

Accessing these forms of accommodations are important for individuals working with 

chronic illness. Obtaining accommodations for the circumstances of a particular disease 

was a priority for a number of women.  

 

‘Understanding’ of illness featured in twenty of the interviews. Most spoke positively of 

colleagues or supervisors who they felt understood their illness. A few spoke negatively 

about the lack of understanding they received, while for Mary it was about gaining the 

necessary contingent flexibility than it was about social accommodations and the 

understanding of others. Understanding was important to those in the study. This was 

reflected in the significance, given by participants and in the theory (Ragins 2008; 
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Vickers 2010b), to the disclosure decision, specifically, whether to risk disclosure where 

there might be insufficient understanding to access accommodations. After disclosure, 

adaptive work may play a role in gaining social and formal accommodations. Social 

accommodations are important to those with illness, and this influences their decisions 

regarding the way they manage their image at work as one with illness. 

 

Social accommodations generally precede or accompany formal accommodations. Where 

the participant displayed high levels of labour market power or excellent negotiating 

ability, some form of social accommodations was available along with formal contingent 

accommodations. Joy was given understanding and flexibility in one workplace but these 

were not obtainable in a subsequent workplace. In workplaces where there was little 

understanding, contingent flexibilities were also not afforded, this was Samantha’s 

experience. In organisations where there was a supportive culture for those with illness, 

social accommodations were readily provided and in this circumstance Melanie had no 

difficulty accessing contingent formal accommodations.  

 

Social and formal accommodations form part of the basis for successful outcomes for 

those with chronic illness in the workplace. Continued employment for those with illness 

is often dependent on an employer’s willingness to provide contingent flexibilities. These 

flexibilities also allowed these women to better manage their work and maintain their 

appearance of a valued and capable worker. Where social accommodations were not 

available it was harder for these women to stay in employment and manage their illness in 

their workplace. The disclosure contingency pathways (Figure 3.3) shows that social and 

formal accommodations are determined by the resources, illness, social influences and 

requirements, which are available to or influence individuals with illness. 

10.2.2.1  Resources, illness, social influences and requirements 

The factors which influence the accessibility of social and formal accommodations are 

covered by four broad areas: resources, illness, social influences and requirements as 

shown in the disclosure contingency pathways (Figure 3.3). Each of these plays a role in 

the working outcomes of women with chronic illness. Resources, such as, labour market 

power, were likely to influence the level of accommodations made available. Heather, as 

a senior public servant, was able to negotiate for improved understanding and social 

accommodations as well as contingent formal accommodations. The concept of illness 
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was problematic for some participants. In some cases, an illness such as diabetes was 

considered to be of little consequence in the workplace and yet Samantha’s diabetes was 

severe and difficult to manage. This, combined with her low levels of labour market 

power and the ease with which she could be replaced, resulted in fewer social and formal 

accommodations. Social influences, which took the form of an understanding health 

research organisation as employer, benefited Melanie in the form of understanding and 

contingent flexibilities. These accommodations have assisted her in her quest to balance 

her work and her life.  

 

Legislation and organisational policy tend to support those with illness in the workplace. 

Disadvantage experienced by individuals often resulted from supervisor’s attitudes and 

their perceptions of illness. However, in Jane’s case, organisational policy was not written 

to provide protection for workers from circumstances which could exacerbate an existing 

illness. It also did not protect workers from workload stress which could potentially cause 

a mental illness. It was because of the lack of managerial understanding and gaps in 

policy that Jane was not able to access social or contingent formal accommodations.  

10.2.2.2  Managerial requirements 

The attitudes that women with illness might encounter from their supervisors, managers 

or employers may stem from whether their illness constitutes a stigmatised identity in 

relation to their role, their working relationships and the perceptions those in power have 

about sickness. The understandings of illness that management bring to the workplace 

tend to be governed by their own experiences of particular illnesses, whether or not that 

has relevance to a different circumstance. Tania and Samantha both reported feeling as 

though they were defined by their supervisor’s understanding of their illness. Tania’s 

illness was generally perceived to be more severe than was her personal experience. The 

severity of Samantha’s diabetes was often underestimated by others. Working 

environments which provide support, understanding and flexibilities for those with illness 

facilitate better overall working outcomes for this group of women.  

 

The social roles allocated to those with illness may lead managers to believe that 

individuals with illness are potentially unproductive. At times, actions such as the need to 

take time away from the workplace to attend medical appointments appear to support 

these assumptions. Managers also seem to be unsure of appropriate ways to work with 
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those with illness, this may result in a tendency to encourage workers to find work 

elsewhere because, ‘things aren’t really working out,’ as was the case with Samantha. A 

negative outcome caused by unhelpful managerial attitudes is, the illnesses that are 

exacerbated by stress may become worse. Melissa’s blood pressure and heart condition 

was one such instance of this. Melanie, Heather, Lucy, Donna and Mary were able to 

continue working effectively with the support of their workplaces. Each of these women 

had a potentially serious illness, and where they received support at work, they each had 

positive outcomes. Some received considerable contingent flexibilities to allow them to 

function well in their roles. Those women who had less positive outcomes, were often 

disadvantaged by negative managerial attitudes and often also had to argue for their legal 

rights.  

10.2.2.3  Outcomes 

Normality of behaviour in the workplace is a topic which has received considerable 

attention in relation to sickness at work. ‘Organisational life has also long been 

recognised to sustain dominant forms of reason and practices that marginalise particular 

groups of people’ (Vickers 2010a, p. 50). Unfortunately, dominant forms of reason and 

practices, make disclosing information about illness a difficult proposition for people in 

different organisations. Expectations of the utility of employees often exclude any 

characteristics by which they might be labeled ‘different.’ Link and Phelan in a discussion 

of stigma point out that: ‘when powerful groups forcefully label and extensively 

stereotype a less powerful group, the range of mechanisms for achieving discriminatory 

outcomes is both flexible and extensive’ (Link & Phelan 2001, p. 379). Outcomes, for the 

women in this study, when strict definitions of capability and resulting stigma were 

applied, were less positive than they were for those who were able to access 

understanding, social accommodations or formal accommodations. The social 

expectations of others in the workplace play a significant role in whether individuals with 

illness are able to offset their disadvantage in the workplace. Where women are able to 

access the knowledge and networks which may be formed through supportive peers and 

managers or outside sources of support such as unions, they are able to use this social 

capital to enhance their outcomes in the workplace. 

 

The quantitative analysis of the HILDA data shows that women with chronic illness are 

disadvantaged in their places of work. They have reduced satisfaction in aspects of their 
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employment and its security, and they also are more likely to be employed in positions 

which are part-time or casual, when they would prefer to work more hours than are 

available to them. These women are less likely to be employed in professional or 

managerial occupations than women without illness. Women with illness are dissatisfied 

with their pay which is evidenced by their increased likelihood of being employed in 

casual work and their preference for an increased number of hours of work. This is 

supported by evidence from the qualitative data where Lucy reported that after her 

diagnosis her opportunities for advancing in the company were not made available to her. 

She was not considered for promotion and was not given the opportunity to apply for a 

higher level position when one became available. Managerial attitudes, positive or 

negative, have a significant influence on the outcomes of women with chronic illness. 

 

Social understanding, of what it means to work with chronic illness, influences the ways 

that management and colleagues treat those with illness in their workplace. Employers 

need to adjust prevailing social attitudes in order to benefit workers and the workplace. 

This would enable workers to have improved opportunities for advancement in their 

workplaces and employers would also gain value from employing people with chronic 

illness (Australian Network on Disability 2011). The Australia Network on Disability 

Report found that ‘negative attitudes and misconceptions about disability by employers 

were an important barrier to employment’ (Australian Network on Disability 2011, p. 4). 

Chronic illness, in this report, is included as part of disability. The labour force 

participation rate, for those with disability who were able to work, was 75 per cent 

compared to a participation rate of 83 per cent for those without disability (Australian 

Network on Disability 2011, pp. 10-1). Where respondents in the AND Report listed 

employment restrictions, unemployment rates increased. ‘The unemployment rate for 

people with disability who reported an employment restriction was 10.5 per cent’ 

(Australian Network on Disability 2011, p. 11). Where workers had restrictions on the 

number of hours they were able to work, the rate was 12 per cent. It was also 12 per cent 

for those who had restrictions on the type of job they could undertake. Those who needed 

to take time off as a result of their disability had an unemployment rate of 22 per cent 

(Australian Network on Disability 2011, pp. 11-2). These statistics support both the 

HILDA and the qualitative data which show that one of the most significant obstacles for 

those with chronic illness in their workplaces, is gaining understanding and 

accommodations from employers. Where understanding is not available and 
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accommodations are difficult to access, workforce outcomes include, insufficient hours of 

work, dissatisfaction with the pay, reduced opportunities and reduced employment 

opportunities. 

10.2.2.4  Social Capital  

Timberlake points out that the way social capital is formed may vary amongst minority 

groups (Timberlake 2005). Women with illness may find themselves in an unhelpful 

organisation where there is little support for their difference and insufficient 

understanding for ways of working which depart from the norm. Timberlake also 

highlights that ‘it is through… social networks that an employee achieves the esteem of 

peers and co-workers’ (2005, p. 38). Women in the study built their own networks and 

found places to work where there were others like themselves as Lisa commented, ‘We’re 

all a bunch of disabled.’ They tended to work where they felt secure in the understanding 

that they received, even if they traded job security to do so. They might decide to change 

career in order to work in an organisation where they knew they would have the networks 

to support them. For example, Lucy studied law in order to work in her mother’s law 

firm. ‘Within networks there is considerable sharing of information, resources, skills, and 

organisational practices’ (Timberlake 2005, p. 38). Women who work in a supportive 

workplace, are more likely to have access to the knowledge that they need to be 

successful in that workplace because of available networks. 

 

Supportive colleagues have the potential to ease the anxiety associated with the process of 

disclosure. Debbie’s colleague commented that she did not want Debbie to have 

ulcerative colitis. She revealed that her nephew had the same illness, and she understood 

how severe it could be. Louise returned to a previous workplace after some years away 

with chronic fatigue syndrome. She had colleagues who watch carefully, in a friendly 

way, how she manages her work and who would express concern if she seemed to be 

overdoing it. Donna had colleagues who were willing to take on her work in order to help 

her recover from her cancer operation. Obtaining that degree of understanding from peers 

was considered to be a positive aspect of working with illness. They may also advise 

individuals about how to manage disclosing to employers such as Sally’s colleague who 

advised her to keep the information she disclosed to a minimum to avoid adverse 

outcomes. 
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Colleagues who were understanding and willing to support these women, were of 

immense value. They have the ability to provide tacit knowledge of organisational culture 

and managerial attitudes. Colleagues can neutralize difficult working circumstances and 

may be able to make life at work bearable for individuals with illness because of their 

consideration and care. As a result of this, colleagues have the ability to assist a fellow 

worker who prefers not to disclose to management until it is completely necessary. 

Colleagues may also be willing to assist in practical ways to cover for someone who is ill 

by swapping shifts or lunch hours or taking on their tasks until the person with illness is 

back from a medical appointment. The networks that workers develop with supportive 

peers are important for women with illness to improve their day-to-day working lives but 

also to achieve positive working outcomes. Social capital which involved ‘sharing of 

information, resources, skills, and organisational practices’ (Timberlake 2005, p. 38) was 

beneficial for women with illness.  

10.3  How do these women with chronic illness respond to, and seek to influence, 

their working environment? 

Individuals with chronic illness may have little influence over their work environment as 

the nature of ongoing illness makes working in some organisations very difficult. In 

previous sections, we discussed aspects of working life which can make continuing to 

work somewhat easier. This section will discuss the ways in which women with chronic 

illness respond to, and seek to influence, their working environment. Assessing the risk 

factors, when considering disclosure, brings into focus workplace behaviours which are 

appropriate for managing illness. Disclosure of an illness means deploying adaptive work 

while non-disclosure requires ongoing asymptomatic work. Each of these plays a specific 

role in the way women with chronic illness respond to, and seek to influence, their 

working environment. 

10.3.1  Disclosure  

The process of workplace disclosure (Figure 3.2) highlights a number of factors which 

influence disclosure decisions. Expected management and peer support, stigma associated 

with illness, severity or variability of illness, individual labour market power, 

institutionalised contingent and general flexibilities, other influences, such as caring 

responsibilities or support at home, as well as individual preferences for privacy, will 

influence the disclosure decision. These variables have varying impacts on individuals at 
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work. A stigmatising or severe illness can remove much of the choice about disclosing 

while an unsupportive boss might exclude openness as a strategy for engaging with others 

at work about illness. ‘Choices of self-disclosure for… any chronic or disabling illness, 

are complex and vexed’ (Vickers 2010b, p. 5). Reactions of others to disclosure of an 

illness are unpredictable and may cause great concern about the revelation of such 

information.  

 

Individuals with illness disclose for one or both of two main reasons, one is because their 

hand is forced because of an exacerbation of illness and the other is so they can access 

understanding, social and formal accommodations, should their disease worsen in the 

future. Participants disclosed mainly because of a flare of illness, for some it was the 

initial flare and diagnosis that led to their disclosure and for others it was a worsening of a 

pre-existing disease.  

 

After disclosure participants used the opportunity to access understanding and 

accommodations, however, these were not always available. Where the illness was 

stigmatised, and management also perceived it to be this way, the employee did not 

benefit from having disclosed, this was Jane’s experience. However, because disclosure 

information can never be withdrawn (Vickers 2010b) Jane found herself in the unenviable 

position of having disclosed without receiving understanding or contingent formal 

accommodations. This negatively affected her job satisfaction, her illness and likelihood 

of career progression within the organisation. Vickers (2010b) points out that individuals 

with illness are more likely to experience, among other things, lower job satisfaction, a 

negative response from employers, discrimination and bullying, stigma and social 

exclusion. Jane experienced each of these in her workplace.  

 

Jane’s experience highlights the risk of disclosing and not receiving understanding. Sally 

watched a colleague lose her job because of mental illness. She was determined to 

minimise her own risk by only partially disclosing and then only revealing necessary 

information. Sally was concerned that she had missed out on promotion opportunities 

because her boss knew about her illness. The illnesses of both Jane and Sally show that an 

illness in an unsupportive work environment can affect their career prospects as well as 

making continued work in that environment quite difficult. Where disclosure has more 

positive outcomes it is often linked to supportive management and peers, internal or 
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external labour market power and access to understanding and accommodations. Mary 

and Heather both had high levels of labour market power and were able to influence the 

attitudes of their employers; their workforce outcomes were positive because of this. The 

process of workplace disclosure (Figure 3.2), discussed in Chapter 6, highlights the 

different influences or risks which women with illness take into consideration when 

weighing up disclosure. Any combination of these influences or risks can disadvantage 

the worker and make disclosure unviable. DeJordy (2008) presents disclosure as a 

positive event, and for some stigmatised identities that may be true, however, for those 

with chronic illness who need to manage their appearance of capability at work, 

disclosure needs to be carefully managed as the information provided to others can never 

be retracted.  

10.3.2  Adaptive Work 

Women in the study sought to make up the disadvantage of their illness by accessing 

understanding, social or formal accommodations to enhance their chances of continuing 

to work and to improve their outcomes. Women who were most successful in the 

application of adaptive work typically had the best outcomes. Heather was able to use 

adaptive work to change her employer’s attitude towards her ability to continue working 

after her diagnosis, and she worked extremely hard to demonstrate her ability. She 

subsequently managed the, not always positive, perceptions of her staff, a large workload 

and a job with a great amount of responsibility. Her deployment of adaptive work enabled 

her to access both social and formal accommodations which then gave her the opportunity 

to excel in her position.  

 

Conversely, Samantha had little labour market power and depended on being able to 

access work in casual, readily available positions, mostly in the hospitality industry. She 

carried out adaptive work in order to preserve her legal rights in some workplaces. She 

could have been easily replaced at work, her low levels of labour market power meant 

that she tended to seek work elsewhere rather than persevere in unhelpful workplaces. In 

one situation where she had legal assistance she was able to stay in her position for a 

longer period of time but ultimately felt that she had to leave because of the constant 

monitoring and harassment. ‘They were just watching over our shoulders constantly and 

nothing we did was right.’ She said that her employers had made it ‘really difficult’ for 

her since she had sought legal advice. The adaptive work that Samantha undertook was in 
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an attempt to secure her job, but the severity of her illness meant that she was stigmatised. 

This left her vulnerable to disadvantage and discrimination. Adaptive work provided 

these women with the opportunity to access some understanding and accommodations, 

but without these, their outcomes will be affected. Samantha’s case is an example of this, 

when she did not have access to understanding and accommodations her ability to stay in 

the workforce was limited. This was compounded by the fact that she had low levels of 

labour market power. Labour market power influenced the outcomes of adaptive work.  

 

Adaptive work is a unique form of work, which is specifically employed to improve the 

understanding of others about illness and to improve the accommodations available 

within the workplace for those with illness. This form of work has the potential to make 

small degrees of social change in a workgroup environment. However, those who have 

the greatest potential to influence this type of change are those with higher levels of 

labour market power. For example, while these women appear to be able to influence 

their own specific outcomes at work, they do not create broad scale change in their work 

area or organisation. Understanding and accommodations for a particular individual are 

the goals of adaptive work, and for this purpose it can be effective, but the change 

remains at the individual level.  

10.3.3  Asymptomatic Work  

Asymptomatic work usually occurs prior to disclosure. It involves hiding symptoms, 

gauging the reactions of others to illness information in other situations at work, also 

undertaking emotion work and aesthetic labour in order to present a ‘desired’ persona in 

the workplace, despite illness. The presentation of the capable worker generally involves 

some degree of emotion work and aesthetic labour. It also involves other characteristics 

and behaviours which allow the individual to assess their working environment and 

respond by developing an appropriate professional image so that they are able to avoid 

disclosing their illness.  

 

Emotional labour is defined as the type of work used by employees when they ‘express 

emotions consistent with their organisational role’ (DeJordy 2008, p. 511) and 

presentational emotional management requires the management of emotions in order to 

gain a particular response from others (Bolton 2005). Asymptomatic work is more than 

just management of emotions and appearances, it is also the management of behaviours in 
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order to elicit a desired response from others. Women with illness also need to understand 

organisational culture and policy. They need to be able to assess the attitudes of others in 

order to present the appearance, correct attitudes, and emotion work which fulfils that 

organisation’s expectations of a capable worker. In this way asymptomatic work involves 

marshaling external and internal resources in order to present as a ‘normal’ worker in 

their workplace.  

 

Asymptomatic work is necessary for those who do not wish to disclose their illness or 

who have partially disclosed. It provides them with choices about the way they want to be 

regarded in their workplace. We know that individuals with illness may be stigmatised 

(Goffman 1986; Link & Phelan 2001) and ‘stigmatised workers… possess an undesired 

differentness from that which is generally anticipated in workers’ (Vickers 2010b, p. 9). 

Those who deploy asymptomatic work may have a preference for privacy regarding their 

illness or they may have assessed the risks of disclosure and found that disclosure, in that 

particular workplace at that point in time, may result in unwanted outcomes. In the study, 

we saw that Emily preferred not to disclose despite hints from her boss that he may have 

been accommodating. Emily had Crohn’s disease which is a potentially stigmatising 

illness, she also worked in an all-male office, so disclosing such personal information 

might have been particularly daunting as a female. Emily used asymptomatic work to 

manage the way she appeared to others at work and to avoid disclosing.  

 

Other participants used asymptomatic work in circumstances where they had only 

disclosed to some people in their workplace. Rhonda needed to maintain a capable 

appearance as she served customers in her business. However, the wearing of splints on 

her hands disclosed her rheumatoid arthritis to customers who, at times, gave her 

unwanted advice about diet and exercise. Her preference was not to disclose in this way 

to customers. In different workplaces, there are different expectations regarding 

disclosure, there are also parts of work where disclosure is not necessarily appropriate, 

such as in Rhonda’s customer service role.  

 

Asymptomatic work allows workers to continue to access their rights as workers, without 

risking being stigmatised or otherwise sidelined because of their illness. It gives them the 

opportunity to act ‘normally’ while considering options with regard to disclosure. Social 

expectations, of individuals with illness, place a great deal of pressure on them. These 
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individuals become skilled in the management of themselves in order to negotiate the 

difficulties associated with their disease, as well as social and workplace expectations. 

Asymptomatic work requires agency in the development of plans to enable future 

disclosure and the management of others through adaptive work.  

10.3.4  Symptomatic work 

Symptomatic work is the third mode of working related to the working lives of women 

with chronic illness presented in this study. Symptomatic work is the undertaking of work 

responsibilities while symptoms are apparent. It also involves the assessment of the social 

rules associated with working with physically obvious symptoms, treatments or assistance 

aids in their workplace. Symptomatic work varied depending on the working context of 

participants, the severity of illness and stigma associated with the illness. The manner 

with which symptomatic work was deployed also depended on the individual 

understandings of social expectations for those who work with illness.  

 

Each of the three modes of working, discussed in this thesis, form part of the unique 

working circumstances of those with chronic illness. Adaptive work assists with 

accessing understanding, social and formal accommodations, while asymptomatic work 

focuses on preserving a capable professional image without the appearance of symptoms 

thus avoiding disclosure. Symptomatic work is required when undertaking work when 

symptoms are obvious. In this situation, the management of a competent professional 

image is important either before or after disclosure. These modes of working provide a 

better picture of the experiences of individuals with chronic illness as they navigate their 

way through and around social expectations, organisational policy and the requirements 

of management and peers, while managing their own symptoms or illness to maintain 

their capable, professional ways of working. Understanding the types of work involved in 

managing an illness at work, may assist this group of workers in their achievement of 

greater understanding and acceptance in the workplace. 

10.4  How are the impacts and outcomes mediated by external influences?  

External influences on the working lives of people with chronic illness include legislation 

and the role of unions. Both of these set the scene for a supportive work environment for 

those with illness. Various pieces of legislation cover various aspects of work to prevent 

disadvantage or discrimination in the workplace while unions provide support for those 
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who might experience difficulty in their workplace in relation to their illness. However, 

the data shows that these support mechanisms are not commonly accessed.  

10.4.1  Legislation 

Effective policy within workplaces may provide the basis for a supportive culture and 

helpful managerial attitudes toward those with illness. In Jane’s organisation where policy 

was available, a lack of compassion and understanding was evident, and neither did it 

accurately reflect the legislation in force at the time. If this is the case in a large 

organisation with its own human resources department, then in smaller or less well 

resourced organisations it could be easy for policy to disadvantage those with illness. 

Samantha and Joy both needed to argue for their rights in workplaces where there was a 

significant lack of understanding of appropriate ways to manage workers with illness. The 

gap that was evident in the policy at Jane’s workplace was supervisor’s lack of 

understanding that it was their and the organisation’s responsibility to not make an 

existing illness worse or cause excessive stress to those affected by mental illness.  

 

The success of the legislation in protecting individuals with chronic illness in their 

workplace is limited. Making claims of discrimination or disadvantage falls to the 

individual who is already attempting to manage their illness, their work and other costs 

associated with chronic illness. Maree’s experience showed why many people with 

chronic illness decide not to pursue a claim. These women could not afford the energy 

and increased stress to make claims despite the fact that a number of participants 

appeared to have the grounds to take legal action against their employer.  

 

Participants’ organisations seemed to have a limited understanding of their legal 

responsibilities. When they were required to facilitate the inclusion of an ill employee 

into their workplace, the tendency was to eventually push them out of the organisation. 

This was Samantha’s experience after she sought legal assistance in order to remain in her 

job. There are legislative protections available for those with illness but because of the 

difficulty and cost of seeking assistance, many choose not to take action against their 

employer. There were some, however, who would have considered taking action and 

would have sought assistance from their union to do so. 
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At the time of writing, the Federal Government had formulated plans to consolidate all of 

discrimination acts into one. The most obvious changes appear to assist those who seek 

assistance with discrimination. If enacted, the new legislation will move the burden of 

proof from the employee to the employer, although the employee first needs to establish 

that they have a case. This would have been beneficial for the participants in the study 

who were hesitant because of the personal cost of making a claim. Organisations will 

have the opportunity to register their policy with the Australian Human Rights 

Commission, which may later be used to assist in any case that might be brought. The 

United Nations guidelines for promoting tolerance state that ‘each Government is 

responsible for enforcing human rights laws for… discrimination against minorities’ 

(United Nations 2012, p. 1). The proposed legislation will more actively prevent 

discrimination of those with chronic illness.  

10.4.2 Unions 

Another avenue of support that is available to workers is that of their union. Unions have 

the potential to provide members with the resources and the power to take on their 

employers. However, the data shows that the participants were reluctant to seek assistance 

from the union. Even though few of these women had sought union help for assistance 

with their health issues, there are points which can be made from knowledge gained about 

the ways that women manage their work and their illness. These include the social nature 

of coping at work which may not be seen as relating to something the union can help 

with, and the tendency to rely on oneself and trusted others to manage illness to avoid 

stigma and embarrassment.  

 

Participants appeared to equate the role of unions with support and power, a place to seek 

assistance when they could no longer manage, or if their circumstances at work became 

doubtful from a legal perspective. There is a wealth of information and support available 

from unions, so the question remains: ‘Why is it that women with chronic illness do not 

more readily access this source of assistance?’ Eleven participants were union members, 

so the option of accessing union support was available and yet only Melissa used them for 

assistance with health issues at work. Women in the study saw the union as a ‘last resort’ 

in terms of help, that is, they saw them as an institution to which they could go to improve 

their power in the workplace. Sally was an example of this. These women emphasised the 

importance of managing, and when accessing understanding and accommodations at 
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work they tended to manage the situation as far as they could without union support. For 

a number of women in the study, there was potential for union assistance to make a 

positive difference in their outcomes. One reason for the reluctance to seek assistance 

from the union could have been the process of disclosing an illness to strangers. As we 

have discussed, disclosure can be a difficult decision and should these women have had a 

negative experience in their workplace they may be reluctant to go through the disclosure 

process again.  

10.5  Contribution of the thesis 

There are an increasing number of studies which examine the experiences of individuals 

with chronic illness at work. Some focus on discussing stigma (Goffman 1986) or 

concepts such as passing and covering (DeJordy 2008; Myers 2004). Others discuss 

whether there is a role for chronic illness within the disability research paradigm (Barnes 

& Mercer 1996). This thesis situates the working circumstances of women with illness in 

relation to power. Much of the existing literature refers to the disadvantage created by 

chronic illness without linking it to power. Disclosure provides the key to accessing 

power for women with chronic illness. Where the individual has not disclosed they are 

significantly disadvantaged due to the second face of power. This is because their 

interests, relating to their chronic illness, are prevented from being advanced. The first 

face of power combined with resource dependency theory, for those with chronic illness, 

explain the importance of having the skills and knowledge, or access to other sources of 

power such as union membership, in order for these women to obtain the 

accommodations that they need for their illness. This is a unique perspective and one that 

could be further explored in relation to disability and chronic illness. It also examines in 

detail the modes of working carried out by individuals with illness. The concepts of 

adaptive work, asymptomatic work and symptomatic work each highlight the unique 

manner in which individuals with chronic illness are required to work, if they wish to 

maintain their credibility in their workplace. The work and illness decision tree (Figure 

3.1), the process of workplace disclosure (Figure 3.2) and the disclosure contingency 

pathways (Figure 3.3) provide the contexts in which the modes of working apply.  

 

The agency displayed by participants, through adaptive work, was important in the way 

they manage their work and their illness. Part of the adaptive work that Mary undertook 

was through the management of information about her illness. It was evident that to a 
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large extent she chose not to provide more information than was necessary to achieve her 

goals. Working in her position gave her the job satisfaction of ‘moving organisations 

forward’. She also had a personal attitude which formed part of how she managed her 

illness.  

It’s not what life throws at you, but it’s how you handle it that makes you who you 

are. 

Mary’s board expressed concern about her choice of strategy which enabled her to keep 

working despite the regulatory difficulties surrounding her continued full-time work. The 

board’s pre-existing understandings of chronic illness formed the basis of their concern. 

Munir et al state that ‘one of the main problems in creating a responsive and supportive 

work environment is overcoming barriers to disclosure and attitudes towards chronic 

illness by employers’ (2005, p. 1405). Vickers points out that there are conditions 

regarding care and concern in the workplace. ‘The preponderance of efficiency at any 

cost, has become a guiding truth, that’s business, it’s capitalism, it’s survival. It seems 

that humanitarian concern predominates only if it makes good business sense’ (2001a, p. 

77). This thesis shows that employer understanding and accommodations for those with 

illness results in improved workforce outcomes. The modes of working and a differing 

approach to building social capital are amongst the most significant contributions that this 

thesis makes to theory. It also brings to the fore the underlying strategies for coping with 

chronic illness which are not commonly acknowledged.  

10.6  Implications for future research 

This study has highlighted many of the difficulties for women associated with working 

and illness, but there a number of areas which need further investigation in order to more 

fully understand the issues relating to chronic illness and work. This study did not access 

a managerial or peer perspective, adding this would provide a broader view of the issues 

relating to work and chronic illness.  

 

Unions as defenders of workplace rights have the potential to assist with improving the 

outcomes of individuals with chronic illness, but there appeared to be a reluctance by 

women in the study to seek their assistance. Even those who were union members were 

reluctant to ask for union advice or representation. Research needs to be undertaken to 

examine whether this reflects a lack of understanding of the services that unions offer, or 

whether it reflects a reluctance to disclose in order to access their assistance.  
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The experiences of women in the study seemed to indicate that, at times, employer policy 

either did not accurately reflect legislation or it was not applied correctly. An in-depth 

analysis of organisational policies needs to be undertaken to ascertain if this is more 

broadly the case or whether the problem lies with the interpretation of policy by 

managers.  

 

There is also a need to further investigate the impact of geographical region on outcomes 

for women with illness. Of the five regional participants in non-professional roles, four 

were unsure of how wages were set. By comparison, only two professional women of the 

12 (excluding two self-employed women) were unsure about how their pay was 

determined. Non-professional women were less likely to have significant understanding 

or accommodations from their employers and seemed more likely to be subjected to 

disadvantage or discrimination in more than one position. Whether these aspects of 

disadvantage are linked to being employed in regional areas is not clear.  

 

Additional research is needed to assess the experiences of men with chronic illness in 

their places of work. The quantitative data show that there is disadvantage experienced by 

men, while suggesting that their experiences may be different to those of women. More 

research needs to be undertaken to provide a better understanding of the influences affect 

workforce outcomes for male workers. 

 

The modes of working, as they are discussed in this thesis, are undertaken specifically by 

people with chronic illness, it is possible that they may also apply to individuals with 

invisible disabilities. Future research could be undertaken in this area. Research on 

chronically ill women in the workforce is emerging as an area of growth in the field with 

a small number of disparate studies being undertaken. There are a diverse range of 

potential research topics which need to be investigated. 

10.7  Implications for policy 

Improved working outcomes for chronically ill women, lie in the development of 

understanding for chronic illness within organisations. The data from the study shows that 

those with chronic disease were expected to manage their illness circumstances separately 

from their work. They were also expected to advocate for themselves in order to manage 
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their illness and their work. Australian Network on Disability (AND) found that ‘further 

initiatives by government and business will be necessary to achieve a significant 

improvement in labour market outcomes for people with disability’ (2011, p. 25). Social 

adjustments are required from the side of business. The Australian Network on Disability 

goes on to comment that ‘more needs to be done to address employer concerns and 

provide relevant, effective and economical programs to assist people with disability’ 

(2011, p. 25). The difficulty with the latter statement is that it focuses on the ‘deficit’ of 

the individual with chronic illness or disability rather than on the ‘deficit’ attitudes of 

employers. From the data, it can be seen that those with chronic illness are already putting 

considerable effort into managing their working circumstances, some with little assistance 

from their employers. Policy needs to be developed to improve employer understanding 

of chronic illness and their obligations to workers with chronic illness.  

 

In the same way that an individual with disability has intelligence which is not diminished 

by their disability, neither is the capacity to work as an individual with chronic illness, 

defined by their illness. For the sake of some understanding and flexibility, these 

individuals should not be sidelined in the workplace. The National Mental Health and 

Disability Employment Strategy states that: 

An important aspect of social inclusion is the opportunity to get a job. Having 

employment provides obvious benefits like higher income and greater self-esteem, 

but it can also help connect people with society by establishing friendships and 

support networks (2009, p. 6) 

The work environment should provide understanding, flexibility and policies to support 

individuals with disability or chronic illness in order to assist with achieving these goals. 

These initiatives also have the potential to benefit the employer. 

Workplace policies and benefits which support employees suffering with mental 

health disorders and provide access to evidenced-based care adhering to best 

practice guidelines may improve the quality of life of employees and lead to 

reduced absenteeism, disability and lost productivity (Burton et al. 2008, p. 90). 

The potential, that employers have to contribute to improved outcomes for those with 

illness, is not measured in the many reports that have emerged focusing on the problems 

associated with work and chronic illness. Women with chronic illness, as shown in the 

quantitative analysis are more likely to experience reduced satisfaction with their 

employment, are more likely to be in part-time or casual positions and would prefer to 
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work a greater number of hours. They are also less likely to be employed in professional 

or managerial occupations and at greater risk of being dissatisfied with their pay. 

Expectations of society are such that these individuals continue to be marginalised, at 

times under the guise of care and concern, and at other times the marginalization is 

presented because these people although capable, are not allowed to ‘fit in’ and fully 

participate in the workplace because they are different. Their difference is often treated by 

organisations as poor performance or as an inability to conform to the social requirements 

of the workplace. Regulation which promotes understanding for chronically ill workers 

may improve these outcomes. In the short term, organisation support could be shown 

through the implementation of a mentoring program. Long term improvement of 

outcomes could be achieved through broad social and organisational change. 

 

Australian Institute of Health and Welfare found that there is a ‘very large potential for 

economic benefit to be gained if the… impact of chronic disease were reduced’ (2009, p. 

30). The impact of chronic illness may be minimised by health initiatives, but it can also 

be influenced by improving workplace understanding of the issues associated with illness 

in the workplace. The Australian Institute of Health and Welfare report went on to 

comment that: 

The chronic conditions that were shown to provide the greatest contribution to 

loss in full-time employment were arthritis and depression. Given the diverse 

nature of these conditions, workplace responses to accommodate people with 

these conditions would necessarily be correspondingly diverse (Australian 

Institute of Health and Welfare 2009, p. 30). 

Understanding for workers with chronic illness in the workplace is lacking. The 

qualitative data shows that the workers’ response to their employers almost always 

required some adaptive work so that they could access understanding or accommodations, 

while the quantitative analysis shows the scale of the workplace disadvantage 

experienced by women with chronic illness. The strategies deployed by women with 

chronic illness may work on an individual basis, but a broader approach is needed to 

address the problem of improved participation and workforce outcomes. The problem 

may have reached the point where there is a stagnation in improvements currently 

achievable for women with chronic illness. 

From 2003 to 2009, there was no significant change in the national labour force 

participation rate or the national employment to population ratio for people with 
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disability – rates remain significantly lower than for people without disability 

(Council of Australian Governments Reform Council 2012, p. ix). 

The variety and number of reports, commissioned by government and disability support 

bodies, which examine working outcomes is also evidence that there is ongoing concern 

about these problems. Workplaces should introduce policy to enhance the workforce 

outcomes of women with chronic illness. 

 

Women sought to avoid disclosure because they feared the possible reactions of others at 

work and used asymptomatic work. Those who had disclosed utilised adaptive work to 

access understanding and accommodations or symptomatic work to manage the reactions 

of others when their symptoms became obvious. The need for women with chronic illness 

to deploy the modes of working highlighted the fact that there were often insufficient 

understanding and accommodations available to them. Support for those with illness 

should come from within organisations, and at this point in time there is no obligation for 

workplaces to do so and little understanding of its benefits. 

 

The United Nations (2012) list a number of ways that intolerance can be countered. These 

include: appropriate legislation, education, access to information, individual awareness 

and local solutions. In order to improve the attitudes of employers to towards illness, 

regulatory bodies need to implement and enforce legislation, improve education and 

availability of information in order to raise awareness of issues relating to chronic illness. 

However, these strategies are counteracted by ‘widespread evidence of barriers’ (World 

Health Organisation 2011, p. 9) which restrict participation for people with disabilities. 

These include, among other things, inadequate policies and standards, and negative 

attitudes. More positively Anstis (2010) in her research on managing chronic illness in the 

workplace, identified a number of policies and practices which could be implemented. 

These include: awareness raising campaign, workplace flexibility, accommodation of 

return to work for those with chronic illness and, training and professional development. 

The evidence is available regarding the importance of changing the workplace attitudes 

toward chronic illness, however, recommended strategies need to be enforced to ensure 

improved outcomes.  

 

The employee perspectives from this thesis point towards a number of areas where there 

is weakness in policy relating to workers with chronic illness. There are policy 
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implications from this research for the areas of legislation, public awareness, unions, 

employer organisations and employers. The Chronic Illness Alliance points out that ‘the 

legal, industrial relations and health dimension of the employment relationship require 

external resources to support the employment relationship’ (Chronic Illness Alliance 

2009, p. 1).  

 

The Australian Institute of Health and Welfare (2009) acknowledges that individuals with 

chronic illness face problems in the workplace. However, there is little evidence in this 

report of the effort that needs to be exerted by those with illness to adjust their behaviours 

in order to access accommodations. If these efforts are to be recognised, then their rights 

should also be advanced. Current policy and legislation depends on those who have been 

disadvantaged making an official complaint, but this places an excessive responsibility on 

women with chronic illness in terms of cost, personal energy and risk. Policies within 

organisations need to focus on education and supervised implementation.  

10.7.1  Legislation 

The legislation that supports employees with chronic illness and protects them from 

discrimination is extensive and covers many issues pertinent to the area. The legislation is 

passive requiring that workers, perhaps with the help of their union, make a complaint 

about any discrimination for the legislation to be enforced in the workplace. This 

approach disadvantages workers with chronic illness. The process may be stressful and 

taking action could contribute to an exacerbation of illness. Individuals may decide that 

the stress is not worth any gain. The processes by which disadvantage may be addressed 

needs improvement so that individuals with chronic illness are better protected.  

 

In 2004, the Productivity Commission completed a review of the Disability 

Discrimination Act and stated that ‘its effectiveness has been patchy and there is still a 

long way to go… the challenge facing the DDA is changing as the focus shifts from 

addressing physical barriers to attitudinal barriers. The Commission is especially 

concerned about discrimination in employment’ (Productivity Commission 2004, p. 

XLVII). 
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There is a new piece of legislation proposed (which is now on hold) to replace the DDA 

and consolidate discrimination legislation. Key changes, should this legislation proceed, 

include: 

1. Organisations accused of discrimination face a reversed onus of proof requiring 

them to prove their innocence. 

2. Those alleging discrimination need only provide prima facie evidence before 

the burden of proof shifts to the defendant. 

3. Those alleging discrimination face no costs barrier, but unmeritorious claims 

can be dismissed by the Australian Human Rights Commission. 

4. Discrimination has been redefined to mean unfavourable treatment. 

5. Businesses will be encouraged to register codes of conduct with the Australian 

Human Rights Commission that can provide a defense to later claims (Karvelas 

2012, p. 8). 

These changes should, if the legislation proceeds, ensure that the rights of individuals 

with illness are better preserved. They have potential to promote the accountability of 

employers and encourage the attitudinal change referred to by the Productivity 

Commission in 2004. 

10.7.2  Unions 

There is potential for unions to be involved with the working circumstances of individuals 

with chronic illness. However, there appeared to be a reticence for a number of women in 

the study to seek advocacy or even advice from their union. Unions support claims of 

discrimination from those with illness through Fair Work Australia. They also broker out-

of-court settlements with employers and employer associations where necessary. Unions 

need to encourage employer associations and employers to improve their policies so that 

they are in line with the legislation. Unions also could lobby government to change 

legislation to ensure it actively enforces the legislative requirements. 

10.7.3  Employers and employer organisations 

Employer associations often provide training for employers and provide representation 

for employers at Fair Work Australia and in out-of-court negotiations. There is 

opportunity for employer organisations to improve employer understanding and policy, in 

order that they better reflect expectations in, current or future, legislation. Improved 
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employer attitudes towards those with chronic illness would reduce related difficulties in 

the workplace and improve outcomes for both employers and employees.  

10.7.4  Awareness 

One of the problems associated with employer and peer misunderstanding of chronic 

illness is a tendency to apply attitudes from broader society to individual workers. Social 

change and the compliance of employers with legislation, are required to improve 

workforce outcomes of individuals with chronic illness. Governmental assistance is 

needed for support groups who are working towards continuous improvement of the 

understanding by society of what it means to be ill and to remove any associated stigma.  

 

Improving awareness by employers of the impact of chronic illness is important for 

increasing retention of workers in the workforce. The Australian Institute of Health and 

Welfare (2009) notes that there is a potential economic benefit where the impact of 

chronic illness is reduced. The Chronic Illness Alliance (2009) found that increasing 

awareness is important. The impact of chronic illness could be lowered in workplaces 

through educating organisations about the personal, organisational and social cost of 

chronic illness.  

10.8  Final remarks 

This study was undertaken because there is a need to improve understanding of the 

working lives of women with chronic illness and to highlight the important point that 

ability is not defined by a disability. The development of a general understanding that a 

workforce culture, which allows for the various circumstances of illness, will ultimately 

result in women with chronic illness maintaining a valued role in the workforce. 

 

Many women with chronic illness experience a significant amount of disadvantage in the 

workplace. Their success at work depends on their personal ability to understand social 

expectations relating to work and illness and use this to manage attitudes of employers 

and peers, and access general and contingent flexibilities. These need to be balanced with 

their symptoms of illness, stigma and their ability to access understanding, social 

accommodations and formal accommodations. Social norms which equate ‘ideal worker’ 

with ‘good health’ are dominant in our society and organisations tend to subscribe to this. 
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This is evident through a lack of understanding of the requirements of legislation and 

principles of social justice. 

 

Deployment of adaptive work, asymptomatic work and symptomatic work and the 

explanatory model (conceptualized in the work and illness decision tree (Figure 3.1), the 

process of workplace disclosure (Figure 3.2) and the disclosure contingency pathways 

(Figure 3.3)), are utilised by people with illness to stay in employment. However, when 

available accommodations are insufficient, the result is that these individuals will then 

leave the workforce. The Chronic Illness Alliance points out the importance of achieving 

flexibilities at work: 

Supporting people with chronic illness… in the workforce is one of the true tests 

of flexibility at work. This is where flexible work arrangements assist a person to 

remain employed. The retention of these employees can be a win-win for the 

employer and the employee (2009, p. 1). 

Finding a way to bridge the gap, which currently exists between social understandings of 

illness and its reality in the workplace, is essential for improving outcomes for women 

with chronic illness. Such improvements would likely lead to a variety of personal, social 

and broader economic benefits. 
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Appendix 1: Interview Questions 
 
  What is your medical condition? 
 
 How long have you had this? 
 
 Does it affect you much at work? 
 
 What is the title of your job (ie nurse, teacher, medical receptionist) 

- Level? (ie supervisor, manager…) 
- How long have you worked in this job/or this employer 

 
 Have you told others at work about your illness? 

- Boss/colleagues 
 

 Roughly what hours do you work each week? 
- Has this changed over time, were any changes caused by your illness 
- How happy were you with these hours 
- Are you employed as a casual or permanent staff member? 

 
 Who are you employed by? 

- How big is the organisation? 
- Does it have an HR section? 
- Who do you go to if you have a concern? 

 
 What industry are you employed in? 

(ie Administration, Health, Education) 
 

 Are you a member of a union, have you ever sought their help in gaining access to 
leave/entitlements/flexibility to help you with regard to your illness 
 

 Is your pay set out in a document that applies to everyone at your workplace or 
has your pay been set for you individually?  

- Individually  
- Workplace  
- Not sure 

 
 Who would negotiate with your employer about pay and conditions at your 

workplace?  
Note: if multiple parties who did the most negotiation.  

- No-one  
- Myself  
- A union  
- A group of employees  
- A group of employees and a union  
- My manager or supervisor  
- An employment agency or labour hire company  
- Other  
- Not sure  
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  Does an Award play a role in your pay and conditions?  
Note: An Award is a minimum set of conditions that apply to all workers in that 
industry or occupation. It can be either a Federal or State level Award.  

- Yes  
- No  
- Don’t know  

 
 I’m going to read you some information and then ask you how your pay and 

conditions are set. There are basically 4 ways this can be done.  
- First, there are awards that apply to occupations or industries. These 

can be basic award or over-award conditions.  
- Second, a collective agreement can be made between a group of 

employees, the employer and sometimes a union.  
- Third, an individual agreement.  
- Finally, where none of these exist, an employee may have another type 

of individual contract.  
 

How are your pay and conditions set?  
- Basic Award 
- Over-Award 
- Collective agreement with a union 
- Collective agreement not with a union 
- Collective agreement union involvement not known 
- An individual contract 
- Other  
- Employer Greenfield Agreement 
- Industry or multi-employer agreement 
- Don’t know 
- None of these 

 
 To what extent has your illness/symptoms impacted on your work? 
 
 Do you think chronic illness influenced your boss’s willingness to consider you 

for promotion?  
Outline circumstances 
 

 Has your boss or colleagues ever exhibited attitudes about your illness, or 
circumstances about your illness which have made you feel uncomfortable or 
awkward? 
Explain/example? 

 
 Do you feel that your chronic illness has had any type of impact on your pay?  

How? 
 
 Do you think having a chronic illness prevented you from applying for jobs and 

gaining a new position? (or did it cause you to change jobs/occupations? Has it 
affected your career plans/prospects/what you would have liked to do?) 
Explain circumstances 

 
 Do you have the flexibility to change hours or days of work if you need to?  
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Could you explain how this works? 
 
 Do you have any ability to vary your working arrangements to allow for your 

chronic illness? Or to balance work and life commitments? 
Explain 

 
 Has your chronic illness influenced the satisfaction you get out of your job? 
 
  What is/are your biggest concern(s) about managing work? 
 
 Brief employment timeline 
 
 Approximately, how much do you get paid? 
 
 Age range 
 
 Where are you from? Sydney, Brisbane etc 
 
 Highest level of education? 
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