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Abstract 

It has been estimated that by the year 2014 there will be a 12 per cent 

increase in the number of adults with at least one chronic illness condition 

(Carrier, 2009). The turn to caring for those with a chronic illness at home 

has resulted in carers having an increased risk of developing health 

problems (Ohman & Soderberg, 2004). As such there is a need to 

understand how families manage and cope with illness at home. This study 

has examined the effect chronic illness had on not only the woman with 

illness, but also the immediate family closely involved with her care. 

Additionally the study has sought to address the effect chronic illness had on 

the ‘self’ and ‘identity’ of these three women and to determine what extent 

and impact the illness process had on the relationships within this family. The 

study used open-ended biographic narrative interviews to elicit data. The 

research revealed that each woman experienced change and loss to both 

‘self’ and ‘identity’ albeit in different ways. Interestingly and of significance is 

the way these women in their narrative accounts revisited their past lives in 

implicating and accounting for the present and the future (Freeman 2010).  It 

was discovered that the past history and past relationships of these women 

affected how they each responded to illness and each other in their present 

circumstances.  

Key words: Chronic illness, narrative, self, identity, relationships. 
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Prologue 

Chronic illnesses such as rheumatoid arthritis, heart disease, epilepsy, 

diabetes, multiple sclerosis and senile dementia are by definition ‘long-term’. 

Such illnesses may impact on not only the individual with the illness, but 

additionally may affect relationships that constitute meaning and purpose in 

that individual’s life. In Western society chronic long-term conditions have 

become increasingly common (Nettleton, 2006; Bobrie & Potter, 2011; 

Edman et al. 2011), so much so that many of us now know someone who 

has a chronic illness. As such we have become more aware of the 

implications the illness has for the family members of the individual. A 

chronic illness often deprives an individual of independence which results in 

reliance on others, such as family for support. This in turn for the family, 

results in a challenge to their lifestyles and social activities. As Charmaz 

(1995) has asserted, for the individual with the illness this dependency may 

subsequently result in a threat to self-esteem and self-concept. 

 

This investigation addresses not only the consequences chronic illness has 

for the individual with the illness, but additionally the consequences chronic 

illness has for family relationships. The overall aim of the research is 

concerned with the effect chronic illness has on ‘self’ and ‘identity’ for both 

family members and the individual with a chronic illness. The case in this 

study consisted of one family and included the woman with chronic illness 

and her two adult daughters who were closely involved in her care. As the 

Biographical Narrative Interpretive Method (Wengraf, 2001) used in this 



 

 

study requires extensive interviews and due to the constraints of time in this 

PhD research, the sample size remained small. However and according to 

Wengraf (2001) such small samples are able to provide rich, informative 

data, as biographical research relies upon depth rather than breadth. 
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Chapter 1:  Making sense of: health, illness, sickness and 
disease 

Overview 

This chapter explores and examines the literature with regard to chronic 

illness and the concepts of ‘health’, ‘illness’, ‘sickness’ and ‘disease’. As such 

the reader will have an increased understanding of the topic and the 

difficulties families may have when confronted with chronic illness. The 

chapter aims to provide a historically and culturally situated account of the 

ways in which the concepts have developed over time and includes in the 

account the ‘lay’ perspectives of such concepts. In addition the factors which 

have increased the prevalence and incidence of chronic illness are 

considered, as are the challenges which this increase has had on the health 

care system. Finally, the biomedical and social models of health and 

disability are debated. It is hoped that this background knowledge will offer 

the reader an understanding of the many issues surrounding illness and as 

such create an appropriate environment for the elucidation of the research 

study. 

Chronic Illness 

Chronic illness differs from acute illness in a variety of ways. According to 

Radley (1994) acute illness is usually seen to have a sudden onset, a single 

cause and is of limited duration. Diagnostic tests are generally definitive and 

restorative treatment is accessible. Cooke & Philpin (2008) assert chronic 

illness is only able to be controlled rather than cured. Alternately with acute 

illness it is very likely there is a cure, or if not a cure, then a recovery 
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available with a return to previous lifestyle. Nonetheless, the boundary 

between chronic and acute illness is not always clear cut. For example, in 

the case of spinal injury, the initial trauma may be seen as an acute problem 

but the consequence of the injury is possibly long term disability which may 

incorporate a number of subsequent chronic health conditions. The goal with 

acute illnesses is to reverse or eliminate the biological abnormality, for 

example, by using medication such as insulin, thyroid replacement therapy, 

antibiotics or surgery, which consequently leads to a cure (Radley, 1994; 

Wagner & Groves, 2002). In the case of chronic illness such remedies are 

rarely pertinent. Frequently, there is a gradual onset and the illness evolves 

changes over time with progress of the illness fluctuating (Lubkin & Larsen, 

2002). Moss & Dyck, (2003) maintain diagnosis of the illness is difficult, 

frequently problematic, and often remains uncertain. Over periods of time the 

intensity and severity of the illness may change and the affected organs may 

alter the functions of others. Treatment is rarely curative and treatments 

often have adverse effects. Pinder (1988) found the medication needed to 

alleviate symptoms in some chronic illnesses produced unwanted side 

effects and chronic illness sufferers had to struggle to achieve a balance 

between symptom control and the unwanted side effects. Holman & Long 

(2000) contend uncertainty is commonly a feature of chronic illness as 

chronic illness may be unpredictable, which in turn makes it difficult for 

individuals to plan for the future. For example, sufferers of some chronic 

illnesses may have periods of relative ‘wellness’ when their symptoms are in 

remission, while they are not in any way cured, resulting in a blurring of 

boundaries for them between illness and health (Cooke & Philpin 2008). 
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Atkinson (1988) maintains the consequences of chronic illness influences 

many aspects of the sufferer’s life, although these may vary even when 

individuals have the same diagnosis. Holman (2005) believes that in the 

case of chronic illness and in the absence of a cure, the objective must be to 

provide the utmost relief, restore function and reduce disability wherever 

possible. Likewise, Verbrugge and Jette (1994:126) consider individuals with 

chronic illness must ‘live with their condition rather than die from their 

condition’. 

 

Nettleton (2006) suggests there is considerable diversity among chronic 

illnesses in their severity, symptoms and the extent to which the conditions 

impose constraints on individuals. Many are relatively mild conditions that 

necessitate some changes in lifestyle and a degree of compliance with 

medical regimes, whilst other conditions may be life threatening and 

degenerative. Some of the most common conditions confronting us today are 

arthritis, diabetes, heart disease, respiratory illness, cancer, neuromuscular 

disorders, dementia and AIDS. Certain illnesses are now being defined as 

chronic where previously this was not so. Petts & Niemeyer (2004) suggest 

illnesses such as HIV/AIDS have evolved into chronic conditions in those 

countries where treatment is available. Bartley (2004) maintains that there is 

progressively a heightened interest in defining mental health problems such 

as depression as chronic illness.  
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Providing a distinct, precise definition of chronic illness is complex. In 1957 

the Commission on Chronic Diseases identified the common characteristics 

as, ‘all impairments or deviations from normal that include one or more of the 

following; permanency, residual disability, non-pathological alteration, and a 

condition requiring rehabilitation, or a long period of supervision, observation 

and care’ (Lubkin & Larsen, 124:2002). Others have attempted to define the 

concept. For example, Verbrugge (1982) and Emmanuel (1982) have 

tendered the suggestions that as biologically the human body wears out 

unevenly; life is the accumulation of chronic illness, beneath the load of 

which we eventually succumb. 

 

Radley (1994) has defined chronic illness as a long standing condition which 

requires some kind of life style adjustment on the part of the individual who 

may be an infant, child, or adolescent, but sees it as more likely to manifest 

in middle or old age. He contends that such illnesses are likely to have a 

major impact on both the individual’s quality of life and that of his or her 

family. Radley (1994) asserts that chronic illness raises a different set of 

questions from illnesses which are termed acute. He maintains that a 

chronically ill individual moves from being healthy to having to live in a world 

of health,  and that for at least a part of their lives the sufferers cope with 

their condition as individuals who take part in everyday life but who 

additionally continue to make claims upon doctors for a diagnosed disease. 

By this it is understood Radley means that many individuals with a chronic 

illness are able to continue with their normal day to day activities (sometimes 

with great difficulty) however, they additionally, have to cope with the 
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consequences of having an illness. Thus, sufferers of chronic illness often 

have to follow treatment regimes (medication, self-administered injections, 

physiotherapy etc.) and remain in employment endeavouring to maintain a 

‘normal’ lifestyle. With an acute illness (pneumonia, appendicitis, influenza) 

this is not possible or expected. 

 

For the purpose of this study, and according to Lubkin & Larsen (2002) the 

term ‘chronic illness’ is applied to conditions which persist indefinitely after 

their onset, or which frequently recur to an extent requiring repeated 

treatment, or are conditions which are the result of an acute episode that has 

left the individual concerned with a permanent handicap or disability which 

affects his/her life. Physical disabilities are often linked to chronic illness as 

they are frequently the consequence of impairment resulting from 

musculoskeletal complaints such as arthritis or other chronic illnesses such 

as multiple sclerosis or Parkinson’s disease. Cooke & Philpin (2008) assert 

the term ‘disability’ itself is a highly disputed term, in that various groups 

have developed different concepts of what disability is and use these 

differing definitions for different purposes. Disability is defined by the Oxford 

Dictionary of Sociology (2009:180) as ‘a disadvantage that is caused for the 

physically impaired by particular forms of social organisation - an impairment 

or lack of functioning, such as blindness, paralysis, or mental sub-normality – 

which, unlike illness, is usually permanent’. This definition separates the 

terms ‘illness’ and ‘disability’. However as previously discussed in the case of 

chronic illness the illness may be permanent. Other definitions of disability 
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and models of disability are to be considered again at a later stage in this 

chapter. 

Increasing prevalence of chronic illness 

The increasing prevalence of chronic illness (Pickard et al 2007, Gomes et al 

2008, Office for National statistics, 2003) has resulted in the need to 

understand how people manage and cope with having to live with such an 

illness. The increased frequency of chronic diseases and conditions presents 

a challenge not just for the NHS but worldwide (Department of Health, 2007). 

As shown in Figure 1 mortality rates for chronic illness now far exceed those 

due to injuries and communicable disease.  Moreover the care of people with 

a chronic illness also consumes a large proportion of health and social care 

resources (Pickard et al. 2007).  Multiple factors have produced the 

increasing numbers of individuals with chronic illness. As Nettleton (2006) 

contends, developments in the fields of bacteriology, immunology, 

pharmacology and public health have led to a steep drop in mortality and 

acute disease. Our present day health care system has become increasingly 

more proficient and now saves many lives. Lubkin & Larsen, (2002) maintain 

this medical success has partly subscribed to the exceptional growth of 

‘chronic illnesses’ by extending life expectancy. Over the last half of the 

twentieth century we have witnessed gains in life expectancy across the 

majority of the world’s regions. Beresford (2007) gives an explanation of why 

this may be so; also suggesting that where previously an individual may have 

died from a fatal condition, such as heart disease, cancer or stroke present 

day medicine allows them to survive. However, the survivor of, for example, 

a myocardial infarction, may then require continuing health care for chronic 
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congestive heart failure, and a survivor from cancer may need continuing 

care for the iatrogenic effects of life saving treatment. Consequently many 

such illnesses which had previously fatal effects have now become chronic in 

nature resulting in people living longer.  

 

Figure 1: The Global Burden of Chronic Disease (Yach, et al. 2004) 

Chronic illness is in general measured by the amount of ‘limiting long 

standing illness’ in a specific area. The Department of Health has reported 

that in Great Britain 17.5 million individuals may be living with a chronic 

disease and it is likely that three quarters of these individuals are over 75 

years of age (Department of Health 2004). Schroeder et al. (2000) and 

Beresford (2007) have declared health care costs associated with chronic 

health conditions are immense and account for more than 60% of the 

nation’s total health care. Curtis (2004) considers changes in medical 

technology, along with changes in the age structure of the population have 
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assisted in increasing the prevalence and incidence of chronic conditions. 

Furthermore Humphrey (2000) considers such conditions are expected to 

accelerate rapidly during the 21st century. The increase in the elderly 

population is more apparent with the corresponding decrease in the 

population which consists of infants and children. Bartley (2004) asserts the 

birth rate in England and Wales fell from 35 per 1000 in 1870 to 

approximately half of this in 1930 which resulted in a top heavy population of 

elderly people. Chronic conditions challenge health care systems and absorb 

substantial amounts of resources. However, the economic impact of chronic 

illness continues well beyond the cost to health care systems. Bartley (2004) 

contends there are also many indirect costs, for example, those resulting 

from lost productivity, which may compare or surpass the direct costs. 

Davies (2005) contends a significant proportion of cost falls directly upon the 

patient and their families.  

 

          Davies (2005) asserts the management of the older chronically ill is now 

beginning to dominate medical practice. People with chronic illnesses are 

more likely to see their GP (accounting for about 80% of consultations) to be 

admitted to hospital as inpatients, and to be responsible for more use of 

inpatient days than those without such illness (Department of Health, 2007). 

The obvious long-term objectives has to be wherever possible, according to 

Beresford (2007) the prevention of chronic health conditions by avoiding risk 

factors which predispose to such conditions and by early detection of these 

conditions. Cant & Sharma (2000) consider an increase in sedentary 
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practices and widespread use of labour saving technology has resulted in a 

reduction in physical exercise, with physical exercise no longer being central 

in individual lifestyles, although this would seem to be against the modern 

image of toned gym bunnies. Ebelling et al. (2002) found eating habits to 

have changed, so that a greater proportion of the diet now consists of high 

glycaemic indexed foods and saturated hydrogenated fats. Edman et al. 

(2011) discovered ‘fast’ and ‘convenience’ foods have exacerbated this 

continuing trend. Diets such as these are linked to an increased level of 

cardiovascular disease, obesity and the high probability of developing a 

chronic condition (Palmer et al. 2004). Perhaps it may be considered that, in 

some respects, by informing people that their lifestyle behaviour is 

responsible for their developing a long term illness, they are being ‘blamed’ 

for their own ill health. The lifestyle of the lower socioeconomic classes has 

been observed as a significant source of health inequality (DoH 1991).  

Moreover Wilkinson & Marmot (2003) maintain the government’s 

philosophical approach has been seen as sympathetic to the view that ‘the 

individual’ is responsible for their own health. Cooke & Philpin (2008) have 

suggested this allows them to see their role as facilitators and educators, 

rather than providers of benefits and services. However, Wilkinson and 

Marmot (2003) contend that while cultural variances between social classes 

may clarify some of the variations in health, as a single explanation culture 

and lifestyle is highly problematic and should be treated with caution. 

Furthermore they consider it would be disingenuous to separate lifestyle and 

behaviour from their social setting since these relate to such things as 

accessibility of choice. 
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A further point to note is that the increase in the prevalence of chronic illness 

has resulted in families becoming responsible for caring for their relatives at 

home (Lubkin & Larsen (2002). Caring by families is very much a concern of 

this research project, hence it is of importance that the actual concept of 

caring is mentioned and discussed. ‘To care’ according to Griffin (1983:262) 

is ‘a fundamental concept both in the philosophy of human nature and that of 

personal relationships with others’. He suggests ‘interest, concern, guidance, 

protection and serving, along with the liking of a person, attachment, or 

wanting to be near someone’ is a part of the caring process. To care for 

someone is depicted in Chambers Thesaurus (2003: 78) as to ‘tend, look 

after, watch over, protect, minister and attend to’.  During my searching of 

the literature I have as Nettleton (2006) recognised the fact that the caring 

and emotional aspects of care are often excluded from reports. Thus it 

seems that ‘caring skills’ are perhaps devalued with regard to other aspects 

of care such as technological and medical skills. The emotional labour of 

caring can be intense and demanding. The carer has to be flexible and 

responsive to the needs of the cared for (James 1989). The term ‘informal 

carer’ is described by Barber (2007: 769) as:  

           ‘someone who looks after a relative, friend, or neighbour who has a 

long-term illness, disability, mental health problem or frailty due to old 

age, and who are not in paid employment as a carer in carrying out 

their caring role’ 

Barber (2007) contends there are about 6 million informal caregivers 

presently living in the UK. These carers all have a multitude of needs which 
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include their own physical, emotional and psychological requirements. 

Hopefully this study will serve to further contribute to the knowledge and 

understanding of the caring role and what the role means to carers. Priest 

2000) considers that while all approaches make a valid and useful 

contribution to understanding the concept of caring, the use of a narrative 

approach allows the concept to be understood from the perspective of the 

carer.  

Health, illness, sickness, disease and disability.  

In order to understand the nature of chronic illness, which is predominantly 

the focus of this study, it is useful to be able to appreciate the difference 

between the terms health, illness, sickness and disease. Distinguishing 

between these terms provides a useful way of understanding the 

assumptions upon which they are based. In turn this allows an understanding 

of how misunderstandings may occur when the terms are used 

interchangeably. Nevertheless the terms are difficult to define precisely. It 

appears that there is a common core of ideas regarding just what their 

meaning is.  

 

The term ‘Illness’ was used in the 17th century to mean either ‘wickedness’, 

‘depravity’, ‘immorality’, or unpleasantness; disagreeableness, and 

‘hurtfulness’. Such meanings reflect the notion that the word ‘ill’ is a 

contracted form of ‘evil’. 18th century descriptions of ‘illness’ are more up to 

date, and declare illness to be, ‘ill health, the state of being ill’ (Boyd, 2000: 

12). Radley, (1994) asserts illness means the experience of disease and 
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includes the feelings relating to changes in bodily states and the 

consequences of having to bear the ailment; illness therefore may perhaps 

be said to relate to a way of being for that individual concerned. Thus illness 

may be described as the subjective experience of illness. 

 

Sickness on the other hand, may be determined as a social condition, and 

applies to individuals who are seen by others to be ill or diseased. In other 

words and according to Eisenberg (1987), sickness is the role negotiated 

with society, a role that society is prepared to recognise and sustain.  

Nevertheless it is feasible for a person to feel ill and not yet be labelled as 

sick. If a person who is feeling ill consults a doctor, the doctor may not agree 

a disease is present and suggest for example, that the individual has or is, 

perhaps just recovering from a cold. Moreover when a person speaks of 

feeling sick and of feeling ill, this should not be mistaken for the social status 

accorded to the person who has been diagnosed as having a disease. This 

may conceivably happen because we are thinking of examples such as 

influenza, when we have to take to bed and take medicine. In this case the 

taking away of oneself from the world creates the adoption of what Parsons 

(1951) would describe as the ‘sick role’’. However the sick role as described 

by Parsons (1951) is a temporary role into which people may be admitted 

and as such cannot relate to the person with a chronic illness which is a long 

term condition. From this discussion we are made aware that there are some 

idiosyncrasies in gaining an understanding of these terms. An individual may 

feel ill or describe him/herself as sick, yet have no diagnosed disease and be 

unable to claim a ‘chronic illness’ while being in the temporary ‘sick role’. 
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Alternately disease is something that physicians diagnose or treat, for 

example, diabetes, tuberculosis and pneumonia. ‘Disease’ refers to 

pathological changes in the body, most often physical.  Boyd (2000) has 

explained the word dis-ease as being derived from both French and Latin 

words, and literally meaning the absence of ease or elbow room. In present 

times the word is used without a hyphen to refer to a ‘disorder of structure or 

function in an animal or plant’.  

 

Thus far we have separated illness, sickness, and disease, relating these to 

individual experience, society and the body. Whereas illness is the concern 

of the individual’s subjective experience; sickness is the concern of social 

scientists who are involved with the meanings and behaviours which 

organise the experience of illness for the individual affected; disease may be 

categorised as a medical category and refers to clinical conditions and 

pathologies (Boyd, 2000). The purpose in making this distinction is to 

demonstrate that each has an independent meaning as they can be spoken 

of within different theoretical perspectives. 

 

Susan Sontag (1991:45) has described ‘health’ and ‘illness’ as: 

“being like two different countries and if we are lucky, we spend most 

of our time dwelling in the first, though almost all of us are, at some 

point, passport holders of both realms”.  
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However, Nettleton (2006) contends that living a life untroubled by illness 

forms a background to everyday life for most, and is generally taken for 

granted and it is only when symptoms of disease appear that ‘health’ is 

questioned. Several authorities including Phillips, 1990, Tulloch, 2005, Morse 

1997, have found it difficult to define the concept of ‘health’. There is a 

significant amount of history regarding how the term is defined. The word 

‘health’ is derived from the old English word ‘hoelth’, which meant a state of 

being ‘sound’, and was mostly used to infer a soundness of body. Prior to the 

period of Hippocrates (Around 5BC) health was seen as a divine gift. 

Hippocrates was responsible for a move away from the divine notions of 

health, and used health as a foundation for attaining health knowledge. He 

encouraged improvements in sanitation, personal hygiene and balanced 

diets, stating that ‘health’ may be defined as a sensitive balance of four 

fluids; blood, yellow bile, black bile and phlegm. He postulated that ‘ill-health’ 

was an imbalance of the four (Ustun & Jacob, 2005). 

 

A positive example of a definition is given by the World Health Organisation 

(WHO) who state that health is ‘a state of complete physical, mental and 

social well-being and not merely the absence of disease or infirmity’ (WHO 

1948:100).  Bircher (2005) contends critics of this definition  argue that it is 

utopian, inflexible and unrealistic, and that using the word ‘complete’ in the 

definition make it highly unlikely that anyone would be able to remain 

‘healthy’ for a reasonable period of time. 
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Health like illness is variable and the terms health and illness are not 

exclusive because experience of one domain is used to understand the 

other. Some maintain that in present times there is a general feeling that 

although one cannot essentially be blamed for illness; there are moral 

requirements to stay healthy when possible (Beresford, 2007). For example, 

such moral requirements may include people having a healthy diet, 

exercising regularly and giving up smoking in order to remain healthy. 

However, by and large, from these previous proclamations we may deduce 

that the ways in which health and illness are defined are not altogether very 

clear and are dependent on many factors.  

Lay understandings of health and illness 

The term ‘lay’ when discussing notions concerning health is generally used 

to signify people without a professional qualification, and often used to 

distinguish between an official, or a professional understanding of people’s 

everyday perceptions. As will be seen each individual’s interpretations of 

health and illness are multifaceted and shaped by their own specific social 

class, gender, education and cultural identity besides aspects of their 

personal biography, such as age and health history. Cooke & Philpin (2008) 

define the health professionals’ understandings of health and illness as being 

rooted in the ‘biomedical model’ (discussed later in this chapter) which 

results from scientific knowledge. The ideas of the professional and the lay 

person may have some commonalities, in that lay people may have previous 

knowledge garnered from such areas as education, the media and health 

promotion campaigns. In addition an investigation by Helman (1978) has 

revealed health professionals are themselves sources of lay knowledge 
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which in turn may have an effect on their practice and views of illness. A 

sociological understanding of lay concepts regarding health and illness 

provides the reader with an awareness that individuals have different notions 

regarding the meaning of health and illness and which of these aspects are 

seen to be important allows understanding of both carers’ and the illness 

sufferers’ perspectives. As such this enables improved communication 

between the two. 

 

Lay perspectives of health and illness are provided by exploring people’s 

views regarding the issue. Anderson (1987) and prior to this Altschul (1972)  

consider it is of importance and of value to consider lay beliefs of health and 

illness as they form a basis for understanding patient and professional 

interactions. Busby et al. (1997) see the understanding of lay perspectives as 

of importance as most health care work is undertaken by ‘lay people’ either 

in the form of self-care or when caring for relatives and friends. As such ‘lay 

carers’ contribute to knowledge of informed health care. In addition, it is 

important in the case of this research for the reader to have knowledge of 

‘lay beliefs’ as such beliefs may have an influence on the way family and 

carers respond to the illness situation and to the relative suffering from a 

chronic illness. There has been a considerable amount of research carried 

out in this area, see for example, Prior (2003), Soderberg et al., (1999) 

Chesla, (2005), Telford et al. (2005), Ray & Street (2005). 
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Blaxter (1990) observed that definitions of health vary throughout the life 

course and in relation to gender. For example Blaxter (1990) found younger 

men are more predisposed to view health in terms of physical strength and 

fitness, while younger women stressed energy, vitality and the ability to cope. 

She also discovered middle aged women are more likely to provide 

extensive answers, and more likely to include social relationships in their 

definitions of health. Again Blaxter (1990) found the women in her study had 

low expectations of health, accepting poor health as a normal part of the 

ageing process. Blaxter’s (1990) study consisted of a cross-section of 3000 

people from various parts of the United Kingdom; their views were 

ascertained for their ideas regarding health. A content analysis of their open-

ended responses generated nine different lay definitions of health, which are 

as follows: 

 Despite disease 

‘She’s healthy because she goes jogging and doesn’t eat fried food’. 

 As a reserve 

‘Both parents are still alive at 90, so he’s from healthy stock’. 

 As physical fitness 

‘There’s tone in my body, I feel it’. 

 As energy or vitality 

‘Health is when I feel I can do anything’. 

 As social relationships 
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‘You feel as though everyone is your friend, I enjoy life more and help 

other people’ 

 As function 

‘She’s 81 and she gets her work done quicker than me, and she does 

the garden’. 

 As psychological well-being 

‘Well, I think health is when you feel happy’ 

                                                          Adapted from Blaxter (1990:140) 

On the basis of the above descriptions of health, Blaxter (1990) deduced that 

when people think of health they do not use a single concept. She concluded 

that individuals perceive good health in various ways and use these 

conceptions in different combinations and at different times. Moreover, 

Blaxter (1990) noted that individuals who were diagnosed as having a 

serious illness, sometimes declared themselves to be in good health apart 

from having the illness. It appears that ‘normal health’ is then, according to 

Baxter, being able to accommodate several ‘ordinary’ ailments within good 

health. 

 

An influential study by Herzlich (1973), of eighty middle class people living in 

Paris and Normandy was guided by the argument which suggests that 

health is an idea that individuals hold, is a social representation. This 

encapsulates a particular approach to social psychology which suggests that 

the way in which individuals know the world, forms part of a more extensive 
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system that is stored in society. Thus the studying of health beliefs is a 

collective means of understanding health and illness. For Herzlich’s 

participants health was sometimes just an absence of symptoms and a 

feeling of well-being and freedom. Illness was perceived by participants as 

having many guises; on occasions ill health was recognised in a form where 

there were minor symptoms such as headache, indigestion or a generalised 

ache in a limb, the participants saw this as an ‘in-between’ state as neither 

health nor illness. Three main conceptions of health are described by 

Herzlich (1973:88): ‘health as a vacuum (which implies an absence of 

disease); reserve of health (a biological capacity to resist or cope with illness 

which may increase over time); and equilibrium (which is normal health and 

rarely attained)’. Williams (1990) carried out a study of people in Aberdeen 

over 60 years of age, where the results corresponded very much to the 

results of Herzlich’s (1973) study. The study by Williams defined a further 

three lay concepts of health; an absence of disease, a dimension of 

strength, weakness and exhaustion and as functional fitness. This group of 

participants in William’s study were older than the participants in the study 

undertaken by Herzlich and the group were very much concerned with the 

functional concept of health and believed that as long as they were able to 

keep active they had health of some description. The notion of health being 

an ability to function in everyday life has been reflected in other studies. 

Blaxter and Peterson (1982) also found that health was believed to be the 

ability to cope with everyday life and activities and as fitness and well-being. 
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It appears then that according to these studies, the general population may 

perceive that health does not just mean ‘not being ill’. To the individual, 

health when not ill is taken for granted, and only requires consideration when 

health problems begin to interfere with their everyday lives. From the 

layperson’s perspective it may perhaps then be said that health is not 

thought about until it is lost. It seems people’s ideas regarding ‘health’ and 

‘being healthy’ appear to be quite diverse, and shaped by individual 

experiences, values, knowledge, expectations and what functions are 

required of them in their everyday lives and the fitness required to fulfil a 

particular role. However the professional’s perspective may differ in that, 

‘health’ may be viewed more objectively as freedom from medically defined 

disease and disability. Prior (2003) and Moon & Gillespie (1995) view the 

difference between a lay and professional’s perception of what illness may 

be defined as and what causes illness, and what is to be done about it, may 

be very different. Health professionals in the past have often neglected to 

take the views of ‘lay persons’ seriously regarding issues of health and 

illness. However, the relationships between lay and professional persons 

have been seen to change towards the end of the last century. Nettleton 

(2006) suggest medical practitioners are beginning to come to terms with 

their own limits and recognise the usefulness of lay care and their care of the 

chronically ill.  

 

Nonetheless, from the differing perspectives previously described, it may be 

deduced that the ways in which health and illness are defined is not 

altogether very clear and appears to be dependent on a variety of factors. 
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Moreover, these participants’ accounts appear to be both informative and 

legitimate and form a source for understanding how people in general view 

illness and health (May et al. 2004; Nettleton, 2006). This comprehension, in 

turn, is important in providing the reader with some basis for understanding 

this specific research study. Again each individual experiences illness 

differently and no two experiences are the same.  

The biomedical model of health 

The biomedical model has dominated Western medicine since the 18th 

century (Nettleton, 2006). Atkinson (1988) depicts the model in the following 

way: 

“It is reductionist in form, seeking explanation of dysfunctioning in 

invariant biological structures and processes; it privileges such 

explanations at the expense of social, cultural and biographical 

explanations. In its clinical mode, this dominant model of medical 

reasoning implies; that diseases exist as distinct entities; that those 

entities are revealed through the inspection of ‘signs’ and ‘symptoms’; 

that the individual patient is more or less a passive site of disease 

manifestation; that diseases are to be understood as categorical 

departures or deviations from normality” 

                                                                                         Atkinson (1988:180) 

From this depiction it is easy to comprehend that the approach has certain 

limitations. The individual is separated from the body, the social and material 

causes of illness are disregarded and the subjective understandings and 

implications of health and illness are seen to be of no value. Furthermore, 
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there is an assumption that Western medicine is essentially an objective 

science which includes empirical observation and induction. Thus medicine 

is professing to be the only cogent approach in the understanding of illness 

(White, 2002; Shryock, 1979). Rhodes (1985) deems medicine has written its 

own history, in that its development presupposes to be one that has an 

increasingly accurate understanding of illness. May et al. (2004) maintain the 

knowledge achieved by medicine has allowed those operating within this 

domain to profess achievement of many successes; such as the elimination 

of certain diseases and the assurance regarding the treatment and control of 

present day and newly discovered illnesses. Consequently, the history of 

medicine is seen to be one of progress. Furthermore, Friedson (1970:13) has 

suggested: 

‘medicine’s achievements have been displayed in a linear and 

progressive manner, and assessed in terms of the contributions they 

have made to present day medical science. Consequently the 

historian passing through past centuries and selecting the ‘valid’ 

components of medical knowledge and accumulating a chronology of 

facts has resulted in contemporary medicine’.  

 

Nettleton claims that the biomedical model has its foundation in five 

assumptions: 

 The mind and body may be treated independently. This is referred to 

as ‘medicine’s mind/body dualism’. 
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 The body can be repaired the same way in which a machine can; as 

such medicine assumes a mechanical metaphor, surmising that 

doctors are able to perform as engineers and repair that which is 

dysfunctioning. 

 Overrating the worthiness of technical interventions, resulting in 

medicine adopting a technological imperative. 

 Biomedicine is reductionist, and as such, explanations of disease 

centre upon biological changes, disregarding the social and 

psychological aspects of health and illness. 

 Such reductionism has been emphasised by the development of 

‘germ theory’ in the 19th century which deduced that every disease 

was brought about by a particular recognisable agent, or ‘disease 

entity’ such as a virus or bacterium. This is referred to as the doctrine 

of specific aetiology. 

                                                                        Adapted from Nettleton 2006: 2 

Hunter (1990) considers there have been criticisms of the biomedical model 

emanating from both academic and popular sources. These criticisms have 

partly increased due to the escalating costs of health care. Amongst others, 

Forbat & Henderson (2003); Conrad (1992); and Nettleton (2006), consider 

one of the major criticisms is the challenge of its effectiveness. Other experts 

such as Mckeown (1976) see the decline in mortality as the result of 

improved nutrition, hygiene and patterns of reproduction, which are 

fundamentally social phenomenon, and not the result of vaccines and 

medical interventions. Mckeown, a medical doctor and a demographer, has 

argued there should be a recognition of the limited impact of medical 
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procedures on the overall population. The decline in infectious diseases and 

the growth of the population were for Mckeown, only partially due to medical 

progress. He has suggested that the possibly exaggerated role of medicine 

has led to significant over-investment in medical approaches to health care. 

Furthermore, Mckeown (1976) has claimed that it is social changes which 

have made the major health impact on infectious diseases.  In the case of 

chronic illness, he argues for the importance of individual life style decisions; 

suggesting that personal behaviour is a predominant determinant of health. 

 

Illich (1976) writing as a philosopher and theologian, contends that not only is 

medicine ineffective in some respects, it is actually harmful, for example, the 

side effects of drugs and the inadequate results of surgery. The adverse 

effects of antibiotics which were previously thought to be a type of wonder 

drug, now predominates our present day society. Humphrey (2000) has 

asserted that inappropriate use of these drugs has resulted in antibiotic 

resistant organisms. From Illichs’ perspective this is a further consequence of 

the harmful or ‘iatrogenic’ effect of medicine. The medical establishment, 

Illich contends, has become a major threat to health, on the scale of an 

epidemic. The result is what he terms as ‘iatrogenesis’. Scambler (1991) 

sees a definition of iatrogenesis as applied to clinical practice would be when 

pain, sickness and death result from medical care. However, Illich (1976) 

extends this definition so that it encompasses the wider implications of 

relying on medical solutions to what are, in most cases, social and spiritual 

problems. 
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The criticisms that Illich presents in his book ‘Limits to Medicine’ (Illich 1976) 

are somewhat different from other critiques. This is because his concern is 

not to outline ways in which Western medicine can best be utilised or 

expropriated so that the benefits are universal, social, equitable, effective or 

efficient. His purpose is to stress the damage that Western biomedicine itself 

is doing to society as a whole. He states: 

“Iatrogenic medicine reinforces a morbid society in which social 

control of the population by the medical system turns into a principal 

economic activity” 

                                                                                     Illich, (1976:  51) 

Illich (1976) cites a recurring theme in ‘holistic’ health: The need for spiritual 

and personal dimensions in coping with illness and disease. He contends: 

“Suffering, healing and dying, which are essentially intransitive 

activities which culture taught each man, are now claimed by 

technology as new areas of policy making and are treated as 

malfunctions from which populations ought to be institutionally 

relieved”                                                                      Illich, (1976: 138) 

Illich has described three types of iatrogenesis:                                                                      

 Clinical; which comprises of all clinical conditions for which remedies, 

physicians or hospitals are the pathogens, or sickening agents. 

 

This includes the undesirable side effects of approved, mistaken, or 

callous, or contra-indicated contacts with the medical system. 
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 Social; when health policies reinforce an industrial organisation that 

generates ill health; medical practice sponsors sickness by reinforcing 

a morbid society that encourages people to become consumers of 

curative, preventative, industrial medicine. 

 

By doing this, diagnosis becomes a way in which political concerns 

with the stresses brought about by economic and industrial growth are 

turned into the demand for therapies. 

 Cultural; through emphasising technological solutions and relief from 

symptoms, the social environment with which people lead their lives is 

deprived of conditions that give individuals, families and 

neighbourhoods a means of understanding and coping with their 

circumstances and feelings                             

                                                             Adapted from Illich, 1976: 36-45 

 

Bond & Bond (1994) assert Illich (1976) and his development of the term 

‘iatrogenesis’ has provided a critique for examining biomedicine at all levels 

of social and spiritual life, its damaging effects, its palliatives, its spiritual 

detachment and its political non-involvement. Humphries (2000) sees these 

concerns voiced by Illich as resulting in others examining the claims of 

biomedicine, for example see, Wright, (2005); Wilkinson (2005) and Davies 

(2005). 
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The social model of health  

The social model of health is a perspective which endeavours to ascertain 

the origins of disease outside the body, in other words, the social production 

of illness, often chronic illness. According to Bond & Bond (1994) the model 

aims to detect factors which may impair or destroy the health of the 

individual, and which can be found in the individual’s social life or situation. 

The social model of health may be seen in some ways as a reaction to the 

limitations of the biomedical model (Seedhouse 1988). The model is closely 

associated with positive definitions of health. In the social model the health of 

individuals and communities are seen to be the result of complex 

interrelating social, economic, environmental factors. Seedhouse (1988) 

suggests the potential for allocating responsibility for ill-health is much 

greater because of the diverse range of its determinants. In the case of 

biomedicine Seedhouse (1988) has suggested, it has to be easier to regard 

ill-health as an ‘act of God’ and as such nobody’s fault. While in contrast, the 

social model gives rise to many possibilities of allocating blame and has 

resulted in on the one hand, ‘victim blaming’, and on the other, pointing the 

finger at shortcomings in public policy. Moon and Gillespie (1995) contend 

the social model contains the following criteria as determinants of the state of 

health. First they assert that health is socially constructed, varied, uncertain 

and diverse, concerned with context and knowledge. Second, that it is 

exclusionary, historical, cultural and societal in context, shaped by and 

involving people. Thirdly, that causes are identified through beliefs which are 

varying, subjective, society and community based, interpretive, built up 

through custom and social constraint. Finally, they contend, ill health is 
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caused by social factors and behind the body lies society, root causes and 

social causes.  

 

As illustrated in Figure 2, Dahlgren & Whitehead (1991) have identified the 

social model of health as a social ecological theory to health. In this model 

Dahlgren & Whitehead (1991) plot an association between the individual 

their environment and disease. The diagrammatic form used to display the 

model is made evident in layers. The individual is at the centre with a set of 

fixed genes (age, sex and constitutional factors). Surrounding this central 

individual are influences on health which may be altered or modified. The 

first layer surrounding this individual consists of personal behaviour and 

ways of living which may promote or damage health. (For example, the  

 

Figure 2:  Social Model of Health (Dahlgren and Whitehead, 1991) 
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choice to smoke). In this initial layer the individual may be seen to be 

affected by other factors such as friendship patterns and their community in 

general. The subsequent layer consists of community influences which may 

provide support in adverse conditions. However a lack of support by the 

community may be seen as having a negative effect on the individual. Next 

follows a layer which consists of structural factors: housing, working 

conditions, access to services and the provision of essential services. The 

outer layer in this model consists of general socioeconomic, cultural and 

environmental conditions. Hence, the social model of health is of importance 

as it considers how wider determinants of health rather than the presence or 

absence of disease has an impact on the individual’s health. Stainton Rogers 

(1991) maintains some of these wider determinants possibly include an 

individual’s culture and belief system or levels of relative income, access to 

housing, education attainment and opportunities as well as the wider 

environmental, political and socio-economic conditions in which people live. 

Considering this model of health enables an understanding of why some 

individuals find it considerably easier than others to attain and maintain ‘good 

health’. However, many are aware of the factors that are required in 

achieving and maintaining ‘good health’. For example, and according to 

Beresford (2007) most people are aware that smoking is unhealthy and are 

aware it may result in a chronic illness such as chronic pulmonary disease, 

but still they continue to smoke. Equally research by Dahlgren & Whitehead 

(1991) has revealed that most people are aware which foods are required to 

achieve and maintain optimum ‘good health’, however, they do not always 

eat these foods, which may consequently result in chronic health problems 
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related to obesity. Seale (2002) considers this is where a more 

comprehensive understanding of the determinants of health helps to identify 

what influences good health and thus, what the barriers are to both individual 

and societal health.    

 

The social model and its attentiveness to how wider determinants other than 

the presence or absence of disease impacts on health continues to inspire 

those involved in formulating health policies on a global level.  Often the 

medical model is reverted to, which is driven by the belief that medical 

science must find cures for disease in order to return people to health (Moon 

and Gillespie 1995; Department of Health, 2007). Dost (1998) asserts there 

is nonetheless a shift to the social model in many instances. For example, 

coronary heart disease is presently the subject of major health promotion 

work launched within the ‘Health for all’ strategy (Department of Health, 

1999). Two interpretations of its ‘causation’ are possible. Under a strictly 

biomedical interpretation the disease would be causally identified by clinical 

pathology and found to be within the malfunctioning of the body. According to 

the ‘social model’ this diagnosis must now be added to others, the multiple 

aetiology of lifestyle; diet, exercise and personal history (Dept. of Health, 

2009). Curtis (2004) considers that by using the tools of social science the 

construction of lifestyle itself may be addressed, through for example, the 

relationship between poverty and health, exposing factors underlying the 

aetiology and the choices people make.  

 



 

31 
 

 Nettleton (2006) considers ‘health’ has moved into the community, into 

health prevention strategies, and individuals are now taking personal 

responsibility and finding personal and social solutions. In this conceptual 

shift towards a social model there are additionally a greatly increased 

number and diversity of individuals who are involved in health care; its 

challenges, professional omnipotence and seeking greater involvement in 

their own health. Berzins et al. (2009) maintains health care policy in 

England has endorsed the growth of self-care support initiatives for people 

with long term and chronic health conditions since 1999. This was with the 

intention of lowering service costs and enhancing patients’ quality of life. The 

notion of self-management has resulted in some confusion in clinical practice 

and is often according to Schilling et al. (2002) ill-defined and poorly 

understood. Nevertheless it was recommended by several Department of 

Health initiatives, which include the Expert Patient Programme (Department 

of Health 2001), the National Service Framework (NSF) for Long-Term 

Conditions (Department of Health, 2005) and the White Paper, Our Health, 

Our Care, Our Say (Department of Health, 2006). The aim of self-

management was seen as a means to promote the individuals’ ability to 

manage long-term conditions, while working in partnership with the support 

of services provided by the NHS (Kennedy and Rogers, 2001). However 

according to Embrey (2005) although self-management had served to  

increase patient’s power and responsibility in making decisions further 

training of health professional was required to implement such programmes. 

The lack of training and awareness of professionals in the area has been 

found to result in patchy and fragmented services.   
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The social model of disability 

As previously stated, chronic illness and disability are connected. Cooke & 

Philpin (2008) have described two models of disability: the individual model 

which is concerned with the disabling condition itself and the social model 

which is very much relates to the ways in which characteristics of society are 

disabling. The individual model of disability highlights causes of disability 

which are the result of body parts which are lost or are no longer functioning. 

This model has at times been described as a medical model as the focus is 

upon medical problems and the solution lies with medical intervention as a 

means of treating or diagnosing the problem. However the discussion in this 

instance is to be concerned with the social model of disability which focuses 

upon the way in which certain aspects of society affect disability. The World 

Health Organisation (WHO 1980: 189) provided the following classification of 

impairments, disabilities and handicap: 

 Disability – refers to any restriction or lack (resulting from an 

impairment) of ability to perform an activity in the manner or within the 

range considered to be normal for a human being 

 Impairment – refers to any loss or abnormality of psychological, 

physiological, anatomical structure or function. This could refer to a 

loss of limb, damaged heart, muscle or defective mental functioning 

 Handicap – refers to the disadvantage for a given individual, resulting 

from an impairment or a disability, that limits or prevents the fulfilment 

of a role that is normal (depending on age, sex, social and cultural 

factors) for that individual 
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There is some criticism of the model. Oliver (1996) considers this definition 

still has its basis in the disabled individuals’ specific physical or mental 

impairment. By doing so it places the responsibility on the disabled individual 

to adapt and deal with his or her problems instead of changing the 

environment. Hence it is argued by Oliver, that the focus upon impairment 

results in the loss of autonomy for the disabled individual and leads to them 

being ‘victims’ of their impairment and transfers control to the medical 

profession. 

 

The social model of disability has been given academic credibility by authors 

such as Finkelstein (1981), Barnes (1991) and Oliver (1996). Social model 

theorists according to Giddens (2006) need to give an explanation of why the 

social, cultural or historical barriers against disabled individuals have been 

created. Moreover the model is seen as being influential in determining the 

way in which we think about disability in present times. Hasler (1993) 

maintains that by removing social barriers, the social model has allowed the 

disabled individual to focus on political strategy, which in turn has led to 

disabled individuals forming a new social movement. 

Summary 

In this chapter there has been an exploration of the literature in relation to 

chronic illness, health, illness and disease. Accounts of ‘lay individuals’ have 

assisted in providing a comprehensive account of these definitions. Reasons 

for the increasing prevalence of chronic illness and the decline in acute 

disease have been debated, as have the possible strategies for reducing and 
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preventing chronic health conditions. Additionally, the biomedical and social 

models of health have been described. The chapter has concluded with a 

debate and an evaluation regarding the social model of disability.  

 

 It would appear that for the future consideration has to be given to the 

social, cultural, political and economic factors which affect the environment, 

within which ‘health’ may be permitted to flourish or deteriorate. 

Consideration has to be given to the many ways in which individuals and 

organisations understand and manage such issues.  It is salient to this 

research study that the reader is aware of how societal and medical views 

may have an impact on the individual and their family; in particular in what 

way these views may affect how the ill individual views ‘themselves’ and their 

illness. 
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Chapter 2:  ‘Setting the scene’ 

Overview 

This chapter as with the previous chapter is intended to provide a specific 

backdrop for this research investigation by familiarising the reader with some 

of the issues which are of relevance to the investigation. An aim of this study 

is to gain an understanding of the impact chronic illness has on ‘self’ and 

‘identity’ with regard to the individual with an illness and close family 

members. Thus this chapter provides the reader with a background to these 

and other related concepts. Hence the work by Charmaz (1983, 1987, 1991, 

1995, 1999), in which she describes the concept of ‘loss of self‘, and the 

forming of a new identity as a result of chronic illness is of particular interest 

to this research, and is discussed in some depth. In addition, Bury’s (1982) 

work regarding biographical narrative is debated as this is of significance to 

this study. Bury contends that the onset of illness, especially chronic illness, 

destroys the expectation of long-life and health, and exposes the individual to 

a threat to their self-identity and a loss of control.  In addition other topics are 

deliberated upon which have relevance to the individual with chronic illness. 

These include stigma, labelling, the sick role, illness behaviour, the 

subjective experience of illness and the impact chronic illness has on the 

individual and the family. The chapter concludes with clarification of the 

research purpose and research aims.  

Illness and identity  

The subsequent debate regarding illness and identity is of specific relevance 

as the research aims of this study (see following my summary of this chapter 
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p.69) are concerned with attaining some understanding regarding the impact 

chronic illness has on ‘self’ and ‘identity’.  

 

Charmaz (1983) asserts the chronically ill undergo psychological distress, 

physical pain and the effects of medical procedures which in turn all cause 

them to suffer as they experience their illness. She suggests that the medical 

perspective of illness has a restricted view of suffering which ignores or 

underestimates the broader consequences of the suffering chronically ill 

individual. Additionally, Charmaz (1983) perceives the nature of the suffering 

felt by many with a chronic illness is a ‘loss of self’ and that chronically ill 

persons frequently experience a crumbling away of their former self-images 

without simultaneously developing equally valued new ones. She contends 

that the previous experiences with which these chronically ill people have 

built their former self-images on are no longer available to them. Riessman 

(2008: 8) considers identity is ‘a fluid state which is always producing itself 

through a process of being and becoming, belonging and longing to belong’. 

Miczo (2003) maintains this fluidity may perhaps be compared to the 

condition of chronic illness which is uncertain and open ended, often met 

with an intense emotional response and typically posing a threat to a valued 

identity.  

 

Taking a symbolic interactionist perspective (which sees identity as a product 

of the interaction between the self and significant others) Charmaz (1983) 

explored the impact that social interaction had on the ‘selves’ of individuals 
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who were physically disabled. The study made it evident that the participants 

were concerned regarding their previously lost and valued self-images and 

the person they now saw themselves becoming. This is the process 

Charmaz (1983) describes as a ‘loss of self’.  From the participants in 

Charmaz’s study four inferences emerged: 

 Individuals scrutinised interactions with others for any signs of 

discreditation and negative reflections of self. Thus becoming more 

sensitive to the intentions of others toward themselves 

 Sufferers are inclined to foster dependence on others to achieve self-

definition, although this tended to strain relationships. Although 

relatives are more likely to give care and maintain relationships than 

friends, care may exhaust them and they too may give up and 

abandon caring and the relationship 

 As the illness progressed the participants found that they needed 

more intimate contact to preserve their crumbling self-images and to 

monitor their images in others’ eyes, although it was noted that at the 

time they were less able to sustain relationships as they became 

consumed by illness.  At this point if they reveal their suffering, show 

self-pity, guilt, anger or other emotions usually thought to be negative; 

they were more likely to further estrange themselves from those still 

having concern for their predicament.   

                                                                 Adapted from Charmaz, (1983:175)    

A further study by Whitehead (2006) which examined the reconstruction of 

identity for those experiencing chronic fatigue syndrome/myalgic 

encephalomyelitis, revealed that the lived experience can be seen to follow a 
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trajectory in relation to the reconstruction of self-identity; and also that family 

narratives may differ at each stage of the illness. The research differs from 

the study by Charmaz (1983) in that it found no progressive deterioration in 

identity, rather different priorities were set and identities became more 

positive. In some respects the research by Whitehead (2006) was more in 

agreement with a study by Yoshida (1993) in that it was possible for 

identities to move backwards to a previous identity, whereby the individual 

lingered at one stage for a period before moving on. Whitehead (2006) also 

found that the beginning phase of illnesses portrayed total disruption, 

although this was not the initial identity described by Charmaz (1983) in her 

research with participants experiencing chronic progressive conditions. 

Neither did the results correspond with those of Asbring (2001) in her work 

with those suffering from chronic fatigue syndrome and fibromyalgia which 

found participants to have ‘a partial identity disruption’.                                                          

The disabled identity  

Galvin (2005) undertook a research investigation to gain more knowledge 

regarding a concept described as ‘the disabled identity’. She explored the 

effects of the onset and continuing experience of impairment and illness in 

relation to people’s self perceptions. Underpinning the research was ’the 

biographical disruption’ described by Bury (1982) and ’loss of self’ depicted 

by Charmaz (1983). Galvin (2005) considers the changes in identity 

described by Bury and Charmaz are brought about by the disabling effects of 

chronic illness. Moreover, Galvin perceived these changes to identity occur 

when individuals realise (after their diagnosis) they have an illness which is 

to change their lives.  Denzin (1992) maintains the individual at this stage 
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has what he describes as ’an epiphanic experience’ which radically changes 

routines and lives bringing about major redefinitions of self. Denzin believes 

that this point in time is a particularly pertinent moment in which to examine 

the construction of identity, and more specifically, ’the disabled identity’, as at 

this time, more may be revealed regarding what is usually taken for granted 

in relation to the normative notions of self. Hence Galvin (2005) conducted 

her research with participants at this stage of their illness. The research by 

Galvin (2005) concluded that the major areas of identity affected by illness 

and disability were those related to independence, work, appearance and 

sexuality. All of which were greatly influenced by the negative attitude of 

others to the participants’ illness and disabilities. Galvin (2005) maintains that 

each of these areas of identity which are affected are related to qualities 

which, she argues, represent the major characteristics separating ‘the 

affiliated and the marginalised’ in contemporary society. The study by 

Charmaz (1983) also found that the negative attitude of ‘others’ had a 

detrimental effect on participants’ self-perception. Lubkin & Larsen (2002) 

likewise have intimated that being treated as valuable members of society 

enhances self-esteem and self-worth. However they contend individuals who 

are no longer able to work due to illness but who still maintain links with 

former colleagues may not necessarily suffer a complete loss of self-identity. 

Kiesel & Boninger (1979) suggest present day society values youth, 

productivity, and appearance. As such the loss of these ‘roles’ forces the 

chronically ill into dependent positions, from which they do not receive 

positive feedback and enable them to feel valued members of society. This is 
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in agreement with Galvin (2005) and her research results, in that, these 

individuals are separated and marginalised in contemporary society. 

Identity and narrative 

Cobley (2004:41) has provided many examples of ways in which the ‘self’ 

and ‘identity’ are essential to the narrative process and relate this to the one 

of the eminent narrative of Homer’s Odyssey, ‘as a story of identity and a 

voyage to the self’.  Theorists such as Taylor (1992) and Bruner (1987) have 

claimed that life is fundamentally storied and narrative like and that individual 

identity at any moment in time may be understood as the outcome or product 

of the story up to a particular point in time. Likewise McAdams (2001:146) 

intimates that in a similar way a narrative structure relates events or incidents 

across time and place and identity construction limits a ‘synchronic’ synthesis 

of selves, across roles and relationships and a ‘diachronic’ synthesis of 

selves across time. Bradbury & Miller (2010) contend this is possible as 

human life is typified by procedures such as reflexivity, making sense of past 

experience and meaningful orientation towards the future. The ideas of 

Taylor (1989) maintain the self is connected to temporality, interactions with 

others, and morality. His main assertion is that concepts of self and morality 

are inextricably connected. As such we are selves only in what matters for us 

and what we are as ‘a self’’ is only defined essentially by the by the way 

things have meaning for us (Crossley, 2000). Taylor (1989) maintains that 

we are unable to define self in relation to other individuals and we are only 

able to be a self through what he describes as ‘interlocutors’ who are crucial 

to the language of our ‘self-understanding’. As such and according to Taylor 

(1989) we are only able to understand, self and identity with regard to what 
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we see as good and useful and is of importance to us and additionally of 

importance to our community. 

 

The sociological tradition of identity theory is associated with ‘symbolic 

interactionism and emerges from the pragmatic theory of the self and derived 

from theorists such as Mead (1934). It underlines the reflexive ability of 

human beings to take themselves as objects of their own thought (Scott and 

Marshall, 2009). However a more narrated self approach is used in this 

research investigation. The discussion encompassing the nature and in fact 

the actual existence of the self has been the focus of many theoretical 

debates. Moreover, describing the ‘self’ as being iterative, interactive and 

contextually dependent undoubtedly has, according to Holloway and 

Freshwater (2007), implications for identity formation. Elliott (2005) asserts 

that the individual can never be understood as having a ‘fixed identity’, rather 

it is relational and inheres in the interactions individuals have with each 

other.  

 

It has been suggested by Elliott (2005:124) that: 

‘postmodern scepticism regarding the existence of an unproblematic, 

unified and coherent self has opened up opportunities for qualitative 

research to focus upon the everyday practices by which individuals 

constantly construct and reconstruct their sense of individual identity’.  
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As such modern-day understandings of the self and identity formation 

provide opportunities for narrative researchers to engage in innovative, 

atypical research processes.  

Illness careers 

Everett Hughes (1958:85) conceptualises an ‘illness career’ as: 

 ‘the moving perspective in which the individual sees his life as a 

whole and interprets the meanings of his various attitudes, actions 

and the things he passes through’.  

While Hughes’ (1958) classification of an illness career is directed towards 

the subjective aspects of the process and the way in which individuals attach 

evaluative meanings to the normal pattern of movements constituting the 

career path. Hughes (1958) contends that in this process individuals require 

a redefinition of self at each stage and turning point. Anselm Strauss 

(1975:129) regarding identity and its turning points in an illness career has a 

somewhat dissimilar viewpoint: 

“In transformation of identities a person becomes something other 

than he or she once was. Such shifts necessitate new evaluations of 

self and others, of events, acts and objects…Transformation of 

perception is irreversible; once having changed there is no going 

back. One can look back, but evaluate only from the new 

status…Certain critical incidents constitute turning points in the 

onward movement of person’s careers”.                                                                       
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Karp (1999) in his work concerning the chronically ill depressed individual, 

which was also concerned with illness and identity, speaks of ‘illness careers’ 

and relates the concept to chronic illness. He contends the redefinition of self 

to be necessary in an ‘illness career’ and is characterised by critical turning 

points in identity. In addition Karp (1999) suggests that a career has both 

subjective and objective components, objective in the sense that it shapes 

identity in profound ways, inhabitants becoming identified by inhabiting it.  

Thus an illness career provides or reinforces a path, passage and pace 

through life. Karp discovered from his study that all participants moved 

through the following identity turning points in their view of themselves. He 

describes these as: firstly, a period in which the individual has inchoate 

feelings during which they lacked the vocabulary to label their illness. 

Secondly, this is followed by a phase when there is a realisation that 

something is wrong with them. Thirdly, a crisis stage that thrusts them into a 

world of therapeutic experts, and finally a stage when the individual comes to 

grips with an illness identity during which they may theorise about the 

cause(s) of their difficulty and the future.  

The process of adapting in chronic illness 

To clarify how the body, self and identity connect in illness, Charmaz (1983) 

proposes adapting as a means of managing chronic illness; explicating that 

by this she means adjusting life and self to accommodate physical losses 

and reunify the body and self correspondingly. This process of adaptation 

implies, according to Charmaz, that the individual acknowledges impairment 

and changes life and self in both personally and socially acceptable ways. 

The body’s limitations and social circumstances are often responsible for the 
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individual having to adapt to loss, thus adapting becomes acceptance. 

Therefore chronically ill people adapt when they endeavour to accommodate 

and flow with the illness experience (Charmaz, 1983). 

 

Charmaz (1983) concludes her research with the suggestion that chronic 

illness presents the possibility of developing new and deeper meanings 

between the body and self. She found that by struggling with illness whilst 

constructing their lives, chronically ill people were able to regain the 

previously lost control over their bodies and their lives. Consequently they 

learn to live with illness. Charmaz sees this surrendering to illness, as taking 

away the distractions of routine and as such, allows the ill person to 

experience a new self and continue their lives with a new clarity and 

purpose. In this sense, she declares, the adaptation to illness fosters 

redemption and transcendence of self. Conversely, for chronically ill people 

this journey is never just a single journey, it is repeated over and over again, 

and throughout these journeys many obstacles may be encountered 

(exacerbations of the illness, complications and the development of 

secondary conditions) but there is always the possibility for them for 

resolution and renewal (Charmaz, 1991). 

 

Charmaz (1991) contends the changes occurring in self and identity in 

chronically ill people are dependent on how illness intersects with their lives. 

By exploring the ‘self in time’ she declares it is possible to observe how 

changes in self and identity have implications for the medical care system. 
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She considers that the experiences of chronically ill individuals are often 

taken as a direct reflection of their position as patients within the medical 

system. Nonetheless, the lives of the chronically ill, according to Charmaz, 

may be led without contact with or assistance from health care professionals 

for long periods of time. Charmaz (1991) considers that during these periods 

of time other identities than those of just being a patient may take priority. 

Often individuals with chronic illness may only have contact with the medical 

system when there is an exacerbation of their condition or help is needed. 

According to Charmaz (1991) these exacerbations and the necessary 

contact with ‘professionals’ are seen afterwards by these individuals as major 

junctions in their lives. As such, the health care system only has an effect on 

patients’ lives at specific times during their illness. However, as time passes 

and the illness becomes prominent and health deteriorates further, more 

contact on a more frequent basis is required with health professionals. This 

is described by Charmaz (1991) as a crucial turning point for the individual 

as they now begin to become more dependant on the health care system, for 

care and perhaps for their very survival. Moreover, at this stage of the illness 

when more support and care are needed ‘the system’ only provides care in a 

restricted and inflexible manner and the autonomy and independence of the 

ill individual is seen to disintegrate at this point in time (Charmaz, 1991). 

Chronic illness as a ‘biographical disruption’ 

The concept of chronic illness as disrupting the normal flow of life, which 

Bury (1982) termed biographical disruption has been significant in theorising 

illness (Godfrey & Townsend, 2008). The concept has focused attention on 

the meaning and repercussions of chronic illness from the perspective of the 
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ill individual and those close to him or her; and the ways in which people 

manage, adjust, cope and attempt to make sense of illness.  

 

The term biographical disruption was coined by Bury (1982) following his 

study of rheumatoid arthritis, which focused upon those newly diagnosed 

with the illness, exploring the problems of recognition and changes in life 

situations brought about by the development of the illness (Bury,1982). 

Bury’s assertion from this study is that “illness, especially chronic illness, is a 

major kind of disrupting experience, where the structures of everyday life and 

the forms which underpin them are disrupted” (p. 169). He suggests that the 

illness unsettles not only the physical body, but additionally the trajectory of 

the person’s whole life at different levels. When the individual tries to make 

sense of the onset of his or her illness, they locate it within the wider context 

of their previous life. In this sense chronic illness may be understood as a 

biographical disruption.  Bury (1988:167) depicts this disturbance: 

“First there is the disruption of the taken for granted assumptions and 

second, there are more profound disruptions in explanatory systems 

normally used by people such that a fundamental rethinking of a 

person’s biography and self-concept is involved. Third, there is a 

response to disruption involving the mobilisation of resources facing 

an altered situation” 
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Bury (1982) maintains that chronic illness involves a recognition of the worlds 

of pain and suffering, possibly even pain and death, which are generally only 

seen as a remote possibility or something that others may develop. 

Moreover, Bury (1982:169) contends: 

‘chronic illness not only affects the individual concerned but 

additionally, their families and wider social networks, who must 

confront the nature of their relationships in their basic form, which 

disrupts the conventional rules of reciprocity and mutual support’.  

A later paper by Bury (1988) differentiates two types of ‘meaning’ in chronic 

illness. Firstly, he describes that the ‘meaning’ of illness lies in its 

consequences for the individual and the effect the onset of disruptive 

symptoms have on everyday life, both at home and at work. Included in 

these consequences is the day to day management of regimes and 

symptoms. Secondly, he suggests that the meaning of chronic illness may be 

seen in terms of its ‘significance’. Bury (1988) explains that by this, he means 

that every illness has different connotations and imagery, and these 

differences may have a serious influence on how the individual sees him or 

herself and how they believe others perceive them. 

 

It is suggested by Radley (1994:145) that a ‘biographical disruption’ may be 

thought of metaphorically, as “a tear in the fabric of one’s life that can 

suddenly bring into question all of the assumptions upon which it is based’.  

Radley (1994:146) proposes that this biographical disruption may be 

articulated in the question, ‘How have I come to be like this, because it isn’t 
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me?’ It is considered by Williams (1984) that the ‘tear in biography’ may be 

repaired through a process of ‘narrative reconstruction’ and the way in which 

we maintain our sense of the life course is through narrative and stories.  

 

Corbin and Strauss (1987) have described three dimensions which may be 

associated with the concept of threatened biography. First, conception of self 

and bodily capacities, when an individual’s body is the instrument through 

which we communicate with the world and other individuals; there are 

repercussions at two separate levels. Second; at the level of performance, 

there are implications regarding what must be done to accomplish things at a 

slower pace, consideration being given to their activities and tasks which 

may have to be abandoned totally. Third; there are significant consequences 

for how the illness will reflect upon the sufferer as a social individual.  

 

Williams (2000) declares age may prevent people from totally adopting the 

concept of biographical disruption as age is a mediating factor between the 

experience and the response to illness. This may be due to the fact that by 

the age of seventy most people are well equipped to cope with critical 

events, or it may be that by this age, a chronic illness may be a foreseen, 

anticipated event rather than one that is disruptive (Hopkins, 2004). Again, 

the disruption of biography is explored by Wilson (2007), who argues that the 

timing of an illness is critical to understanding the effect on identity, thus 

rejecting the ‘universal expectation of biographical disruption’, her contention 

is that the attention and timing of an illness is needed to understand its full 
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biographical impact on identity, she contends that certain life circumstances 

lend themselves more readily to biographical disruption. Wilson’s (2007) 

study was conducted with young adults, who she deemed have other issues 

regarding their ‘life situation’ than those in older age groups. She considers 

that there must be a recognition that adolescents and young adults have 

differing challenges to other age groups, and that they are already in a 

transitional period, sometimes they are regarded as adults, other times 

regarded as children. Consequently the potential for biographical disruption 

is exacerbated by their life stage and circumstances. This was supported by 

the experiences of the participants in her study of teenagers and young 

adolescents with cancer, who described lives interrupted in ways which they 

feared, may have an impact on their futures (Wilson, 2007: 275). Hence, for 

different age groups ‘biographical disruption’ may have many different 

connotations, outcomes and consequences. While for some age groups it 

may be that illness is a ‘disruption’ or a ‘biological tear‘, for others it may be 

an anticipated occurrence and for other younger individuals it may be the 

future that is of major concern. 

Stigma and labelling (or societal reaction theory)  

Saylor et al (2002) found the concept of stigma in chronic illness inflicts 

various kinds and degrees of disadvantages on an individual’s life and is a 

significant factor in many chronic illnesses. While Volinn (1983) observed 

that the discrediting and socially isolating effects of stigma may surpass any 

boundaries inflicted by the actual disease. Domenici (1993) concurs with this 

notion, but additionally perceives stigma of the illness adds an increased 
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burden to life, although few interventions are aimed at alleviating the 

situation.  

 

Goffman  (1963) has traced the history of the word ‘stigma’ to the Greeks, 

who cut or burned ‘signs’ into an unfortunate  individual’s body as an 

indication of them being a slave, a criminal or a traitor. As such this implied a 

moral judgemental nature in the stigmata. Again as stigma is socially 

constructed it changes in different settings. For example, different groups 

and individuals are seen to react in different ways to the stigmatising process 

(Lubkin & Larsen, 2002; Reutter et al 2009). Society itself instructs its 

members in the defining of characteristics and attributes which are accepted 

as ‘typical’ or ‘ordinary’ in their particular group (Goffman, 1963). According 

to Goffman (1963), when we meet ‘newcomers’, a certain appearance of the 

individual allows us to anticipate what Goffman describes as ‘social identity’. 

This social identity encompasses personal attributes as well as structural 

ones such as occupation. However, according to Goffman (1963) attributes 

such as physical handicap may confer a social identity of incompetency. The 

idea of social identity has been used by Goffman (1963) to enlarge upon 

previous work undertaken regarding stigma. He contends that social identity 

is a dominant force in the development of stigma, as the identity which a 

person presents categorises the individual. Hence, when an individual does 

not fulfil the expectations of the ’expected norm’ in a particular situation, the 

deviation between the actual and expected is more prominent. Thus when a 

stigma is present, the devaluing feature is so prominent that it may over-ride 

other traits and become the focus of personal judgements (Volinn, 1983). For 



 

51 
 

example, the fact that a health worker has epilepsy may invalidate the 

individual’s identity as a competent health care provider. 

 

Two classifications of stigma are described by Goffman (1963) the 

‘discredited’ and the ‘discreditable’, as some incongruities between actual 

and virtual social identities are very apparent while others are not. A 

discredited condition is according to Goffman, one that is visible. For 

example, an individual using a wheelchair, or with a physical deformity a 

stigma is immediately visible. On the other hand, someone with a hearing 

impairment or with an illness such as diabetes a stigma is not instantly 

visible. As such there may be a dilemma for the individual as whether or not 

to reveal the defect. In addition, Goffman (1963) has defined ‘stigma’ as the 

process by which the reaction of others, spoils normal identity. Possibly, 

individuals with a chronic illness may present illustrations of deviations from 

what many people expect in day to day life.  

 

While there presently remains a stigma allied with individual illnesses such 

as AIDS (which still carries a stigma by association with views regarding  

homosexuality) (Lewis, 1996), according to Millen and Walker, (1997) there 

has been a turn away from indiscriminate, overt public stigmatisation of 

chronic diseases and related conditions. Nevertheless, the process of 

stigmatisation is seen by them to remain and can occur at several levels 

including that of service and policy development. Societal values, according 
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to Fitzgerald & Paterson (1995) and Lubkin & Larsen (2002) contribute to the 

perception of chronic illness and disability as stigmatising conditions.  

 

Turner (1996) asserts a person with a chronic illness is often stigmatised, 

labelled and avoided. The diagnosis of an illness is a label and serves as a 

means of classification. The label may have both positive and negative 

effects. Falk (2001) maintains the negative aspect of the label is that they 

may stereotype behaviour resulting in biased and prejudicial judgements. 

According to Turner (1996) labelling may lead to setting apart the individual 

and avoidance by others as the illness is not understood. A significant point 

which emerged from a study by Rosenhan (1975) was the concept of the 

‘stickiness of a label’. In that when a label had been applied by a person in 

an influential position, it was almost impossible to remove and all other 

perceptions of the individual were then viewed through this diagnostic label. 

Alternately, ‘labelling’ may have positive effects in that; although the person 

is ’set apart’ they may be granted access to some specialised services 

(Telford et al. 2005). Labelling theory is consistent with Friedson’s (1970) 

discussions of the legitimacy of the sick role and an expansion of these 

views. In Friedson’s model society again, not the individual, ‘labels’ the 

‘status’ of the individual; the ‘label’ being dependent on existing and cultural 

factors. One group may label the behaviour of an individual as normal, 

whereas another group or culture may label them as abnormal or deviant 

(Becker, 1963). Kelly (1992) sees medical practitioners as having a 

responsibility in the contribution of placing a ‘label’ on a patient. The label the 

medical practitioner attaches to an individual’s condition is crucial and 
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influences the way in which society may see that individual (Lubkin & Larsen, 

2002; Quicke & Winter, 1994; Carnevale, 2007). For example, the diagnosis 

of an illness such as Auto Immune Deficiency Syndrome (AIDS) is an 

extremely potent label, which may result in the loss of relationships and 

employment not warranted by the symptoms and the risk of infection. Lubkin 

& Larsen (2000) consider the legitimacy of the label is not ascribed by the 

physician but is a consequence of the perception of society. Rheumatoid 

arthritis may also be considered to be a ‘label’ and a stigmatising condition.  

 

In the case of chronic illness the individual is often very aware of the 

negative stereotypes people have regarding disability and illness. The ill 

individual is mindful that they are not able to meet societal norms and that 

their self and identity is insubstantial and fluctuating (Telford et al. 2005). 

Kelly (1992) suggests the negative label may well become meanings 

attributed to self. Herzlich and Pierret (1987) consider that being ill in today’s 

society has ceased being just a biological condition and come to be defined 

as a status or even a group identity. For example we now define people as 

‘diabetics’ or ‘haemophiliacs’ in the same way in which we describe someone 

as an ‘electricians’ or ‘plumbers’. Thus illness has become part of the identity 

of the illness sufferer, which again is especially significant with regard to the 

research aims of this investigation (see research aims at the end of this 

chapter). 
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Illness behaviour and the ‘sick role’   

The onset of symptoms of illness leads to a response described as ‘illness 

behaviour’. Mechanic (1961:141) has defined illness behaviour as ’the way in 

which given symptoms may be differently perceived, evaluated and acted 

upon (or nor acted upon) by different kinds of persons’. It is possible to trace 

the concept of ‘illness behaviour’ to an essay published by Henry Sigerist in 

1929, which discusses the position of the sick in society (Sigerist, 1960). The 

term ‘illness behaviour’ was coined by Mechanic and Volkart (1961) to 

describe the ways in which symptoms are presented, perceived and 

evaluated by the individual who is experiencing pain, discomfort or other 

signs of organic dysfunction. Recent years have seen this conceptualisation 

revised and expanded. 

 

From Mechanic’s perspective, illness is socio-cultural in nature and is a 

social construction. Viewed from this perspective and according to Lubkin & 

Larsen (2002) illness behaviour is limited to help seeking behaviour that 

either identifies and assesses changes that are occurring, or searches for 

solutions. Thus illness behaviour may be initiated whenever an individual 

believes a symptom requires an explanation, a means of managing an 

underlying disorder, or does not agree with his or her current treatment. For 

example, the individual with re-occurring non-specific neurological symptoms 

may consult with medical experts and receive several different diagnostic 

opinions and a variety of treatment regimes before a diagnosis of multiple 

sclerosis is finally confirmed. 
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The meaning of illness is considered to be best explored from the sufferers’ 

perspective (Cooke & Philpin, 2008). However, Parsons’ conception and 

study of the role is more concerned with society’s (rather than the sufferer’s) 

understanding of what it is to be ill. The ‘sick role’ according to Parsons 

(1951) is characterised by the following rules: firstly, the right to be exempted 

from normal responsibilities which is dependant on the nature and the 

severity of the illness which requires legitimisation (validation) by others and 

the physician, thus discouraging malingerers. Once this legitimisation is 

obtained the individual is obligated to avoid responsibilities. Secondly, the 

‘sick’ individual has a right to be cared for and the individual is not expected 

to get well by an act of will or by his/her decision, and is not responsible for 

becoming sick. As such physical dependency and the right to emotional 

support are acceptable. Thirdly, the individual has to want to become well as 

being ill is seen as an undesirable condition and the privileges and 

exemptions of the sick role may become secondary gains. Thus the 

motivation to recover is of high importance. According to Parsons (1951) the 

individual must seek and cooperate with professional technically competent 

help, as he or she needs the expertise of physicians and other health 

professionals, as the common goal of getting well is mandatory. Parsons’ 

(1951) conceptualisation of the sick role has assumed major importance in 

medical sociology on the basis of its plausibility in relationship to acute 

illness and its focus on achieving recovery and a return to good health. 

However, with chronic illness the option is not to return to previous good 

health and a previous life style even after seeking competent help and 

cooperating with treatment. Hence, Parsons’ sick role theory is difficult to 
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apply in practice to those with a chronic illness.  Although the ‘sick role’ 

model has been an influential theory and has clearly shown how the ill 

individual is an integral part of a larger social concept it has been further 

criticised as the ‘sick role’ is not always a straightforward process (Giddens, 

2006). Some individuals suffer for years with chronic pain, or from symptoms 

which are misdiagnosed. As such they are denied access to the ‘sick role’ 

until a clear-cut diagnosis of their illness is made. Giddens (2006) asserts 

that in present times the realities of life and illness are more complex than 

Parsons’ (1961) sick role theory suggests. The ever increasing importance of 

life-style and health in our current age means individuals are seen as 

shouldering ever greater responsibility for their own health and well-being. 

This according to Giddens (2006) denies the first premise of the ‘sick role’, 

that the individual is not to blame for his or her illness. 

 

Parsons has argued that his sick role theory concept was a means of 

describing patterns of behaviour which the sick person adopts in order to 

minimise the disruptive impact illness has on society and has been influential 

although there have been criticisms against it (Giddens, 2006). Nevertheless, 

Parsons’ (1951) sick role theory provides one of the first descriptions of the 

socio-psychology of illness behaviour as a part of his depiction of social 

systems. Parsons suggests that illness disrupts normal life function and 

relationships, and thus is behaviourally deviant (Parsons, 1951). From 

Parsons’ (1951) perspective, being sick gives rise to a set of patterned 

responses by the individual to a particular event. The legitimising function of 

the physician, and the dependent nature of the sick person’s role, along with 
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the obligation to get well, is appropriate to his idea of the functionally 

‘balanced’ structure of the larger social society. 

 

Gordon (1966) carried out a study that identified behaviours which were 

applicable to the chronically ill when he examined the responses and 

expectations of several socioeconomic groups towards illnesses that differed 

in severity and duration. He found that amongst all groups, prognosis was 

the major factor in defining someone as sick, and that once someone was so 

defined, acceptable behaviours were consistent with Parsons (1951) model. 

When prognosis was more serious, all groups encouraged exemption from 

social responsibility. Two illness positions were defined by Gordon (1966). 

The first of these was the ‘sick role’ as defined by Parsons (1951), this was 

seen by Gordon as well founded when the prognosis was serious and 

uncertain. When this role was considered appropriate all social groups 

believed that pressure must be used to insulate the individual from his or her 

usual role obligations. The second role identified by Gordon, which he 

termed the ‘impaired role; was deemed to be suitable for illnesses in which 

the progress was unknown and which was not considered to be as serious. 

For individuals in this impaired role, social expectations supported normal 

behaviour and usual role expectations (Gordon, 1966). Fundamental to the 

impaired role described by Gordon (1966) is the attitude that the maintaining 

of the sick role inhibits the disabled individual from being responsible and 

managing their own care 
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Moreover, the sick role has considerable consequences for the patient, the 

health service and for employers. Indeed the sick role may be inappropriate 

or counterproductive in some respects. Wade and Halligan (2007) have 

asserted that although this may be so, an individual may remain in the ‘sick 

role’ long after diagnostic procedures and treatment procedures are 

completed, resulting in them being trapped or unwilling to leave the role. 

Individuals enter the sick role when they believe themselves to be ill and are 

experiencing some symptoms. The biomedical model used by health 

professionals evolves solely from pathology which subsequently means the 

individual will see the symptoms as indicative of some underlying disease 

which requires identification and treatment.  Wade & Halligan (2007) 

however, contend that in reality this is not necessarily so and that many 

‘symptoms’ are exceedingly common and do not occur as a result of disease. 

They assert that although many symptoms are the result of pathology, some 

symptoms are a result of ‘natural’ experiences and arise spontaneously from 

bodily activity or as an after-effect of bodily activity or circumstances. For 

example, running up a hill may cause someone to be ‘breathless’ which is 

usually thought to be expected, and not symptomatic of any underlying 

pathology. However, on occasions an individual may consider the 

breathlessness is unusual, and as such perhaps a symptom of heart or lung 

disease. As a consequence of this misdiagnosis the individual may enter the 

sick role as a result of a symptom not due to any disease. Entering or 

remaining in the sick role may be an appealing objective for some. There 

may be seen to be advantages and benefits associated with sickness which 

may include reasons beyond financial benefit and include, gaining sympathy 
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and increased attention from others. Leaving the sick role also assumes the 

individual has other more attractive roles to return to.  

The impact of chronic illness on the individual and the family 

Chronic illness does not exist in isolation; it is concerned with the physical 

environment, physical activities and a variety of contexts, which include that 

of the family (Richardson et al. 2007).  The impact chronic illness has on the 

individual and their family has been well documented (see for example, 

Ohman & Soderberg, 2004; Corbin & Strauss, 1988; Bury, 1991; Nettleton, 

2006). Previous research has explored the impact that taking care of an ill 

family member has on the carer (Anderson & Bury, 1988; Lawton, 2003). 

Some studies are now beginning to perceive the role of caregiving as a 

negotiated two way process. For example, Hunt (2003) and Reynolds & Prior 

(2003) have sought to investigate ‘the psychological burden’ and ‘the stress 

of caring’, and the more positive concepts of the experience, such as 

fulfilment and satisfaction. Richardson et al. (2007) explored the reciprocal 

and complex nature of caring and relationships in the family. They suggest 

that the support of families is one of trying to maintain normality, thus 

enabling the family to function normally as a family unit. It is suggested by 

Richardson et al. (2007) that problems occur when family members are not 

able to recognise the changing needs of the ill individual, or recognise the 

efforts made by themselves to minimise the impact of the condition on 

normal family life.     
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Morse (2002) contends chronic illness does however affect and change most 

aspects of the individual’s everyday life. Pierret (2003) has stated that it also 

influences relationships within the family members. Partners of those who 

have a chronic illness have been found to experience a wide range of painful 

losses. For example, the husband and wife are often unable to take holidays 

together, or pursue previous pursuits which were enjoyed together such as 

walking, dining out, or meeting friends socially (Snelling 1990). Frequently 

the carer has to take on increasing work and responsibility, responding to the 

changing needs of their partner (Henriksson, 1995). Soderberg et al. (2003) 

found during their study of fibromyalgia, that there was a sense of a 

fundamental loss of wholeness in the participants’ lives, which was 

manifested in the loss of the taken for granted normality in their lives being 

interrupted. Indeed the caring partner is described by Sodenberg et al. 

(2003) as living in the shadow of the chronically ill individual’s life. 

 

There is a long tradition within the sociology of health and illness that seeks 

to increase sociological knowledge regarding the meaning and experience of 

both the ill individual and their family’s own perspectives of illness (Williams, 

2000; Anderson & Bury, 1988; Chesla, 2005). Incorporated in such studies 

are a variety of ways in which lay individuals account for the development of 

‘chronic illness’ and the ability to ‘make sense’ of their illness within the wider 

concept of their lives (Williams, 1984). Several studies have demonstrated 

that the way in which an individual understands the course of their illness has 

implications for the meanings they assign to illness and how they cope with 

and experience the illness (Walker, 1985; Williams, 2000; Strunin & Borden, 
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2004; Wilson, 2007). An individual’s age, ethnicity, gender, social and 

economic resources and broader social influences are also seen to have an 

impact on how the family and the person with illness experience and interpret 

illness (Blaxter, 1992; Pierret, 2003). An example of this is the availability of 

economic resources and the effect this has on the ways in which families 

cope with illness (Williams, 2000). ‘Blame and guilt’ when a chronic illness 

such as chronic obstructive pulmonary disease is diagnosed (thought to be 

caused by cigarette smoking) is considered by Strunin & Borden (2004) to 

have an effect on the way both the ill person and their family manage and 

experience illness.  

 

Given et al. (1990) describes the difficulties individuals and their families 

have in adjusting to chronic illness, where they undergo periods of anger and 

frustration and irritability, which are often directed towards the people whose 

love, understanding and support are most needed. The relationship between 

husband and wife is affected by chronic illness. When one partner is ill the 

other is automatically influenced (Given et al. 1990). Symptoms such as 

pain, decreased mobility and tiredness bring about limitations to the sexual 

relationship between husband and wife, which inadvertently leads to strain 

between them (Flor et al. 1987; Snelling, 1990). However, despite the 

problems caused by family illness, some relationships have been found to 

become stronger as a result of families working together (Soderberg, et al 

2003). Soderberg et al. (2003) found that relationships with children have 

been seen to be positively influenced by illness. For example, when the 
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husband is caring for the wife, there is an opportunity for more active 

participation in children’s upbringing and increased frequency of discussion. 

 

Toombs (1993) cited a lack of knowledge and information given by health 

professionals as a detrimental factor in how illness is coped with and 

experienced by families. Toombs (1993) considered that often families have 

to seek out information for themselves. Information regarding the illness 

helps the family network to make sense of illness. Corbin and Strauss, 

(1988) and Goss et al. (2005) consider it is crucial that adequate and 

relevant information is given to both family and the individual with the illness. 

Additionally, they contend that it is of importance that they are both given the 

same information, enabling the illness to become ‘part of the family’.  

 

It has been reported and emphasised by Lewis (1998) that social support in 

cases of chronic illness is of importance with regard to how families respond 

and experience the illness process. The social support network has been 

found to play a valuable role in how chronic illness is managed, and is seen 

to contribute positively to the quality of life of those living with chronic illness 

(Field & Taylor 1998). Care, support and acknowledgement from health care 

professionals have been seen to be of significance in families coping with 

chronic illness (Lubkin & Larsen, 2002). Kuyper and Webster (1998) have 

described the importance of the attitude and communication skills of health 

care professionals in supporting families with a chronic illness. Soderberg et 

al. (2003) have emphasised the need for communication based on a shared 
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understanding between those with a chronic illness and the health care 

professional, in order for there to be adequate and appropriate support  

 

Lubkin & Larsen (2002) perceive the family and the ill individual have very 

different perspectives of the chronic illness situation than those held by the 

health professionals. Health care professionals manage chronic illness, thus 

focusing on symptoms and treatment (Wiltshire, 1993). The ill person and 

their family manage the illness experience and are pivotal in controlling 

symptoms and undertaking the necessary tasks in the day to day 

management of the illness (Strunin & Borden, 2004; Richardson et al. 2007). 

Stoltz et al. (2006) maintain that at times the work undertaken by the family 

and the ill individual, such as implementing treatment regimes and 

overcoming the daily problems in the home situation is not often understood 

by the health care professionals and is not acknowledged by them.  

Summary 

This chapter intended to demonstrate some of the complexities surrounding 

chronic illness. It has been noted from the previous research outlined, that 

chronic illness may undermine an individual’s sense of identity, whether the 

illness has an abrupt or insidious onset. However, the longstanding effects of 

the illness suggest that it requires management rather than cure as most 

chronic illnesses are long-term without any definite cure. Hence the impact of 

illness on everyday life has been the focal point of many research 

investigations, several of which have focused on the resources individuals 

need to assist in ‘coping’ with their illness. A chronically ill family member 



 

64 
 

impacts on the family and disrupts their lives, which forces them to change 

their lives; there is no doubt that in most cases the family is the first source of 

help the ill family member approaches (Pierret, 2003). A greater 

understanding of how families and the chronically ill individual cope with 

illness is required, which in turn, may help provide more adequate and 

suitable support. Eliciting personal experiences from both the individual and 

close family members appears to be a way forward in gaining further 

understanding of their lives. 

 

The first two chapters of this thesis have aimed to provide a backdrop to the 

world of chronic illness and the impact chronic illness has on the individual 

and the family. The differences between a chronic illness and an acute 

illness have also been described. In addition, reasons for the increasing 

number of individuals with chronic illness and the subsequently increasing 

health care costs have been discussed. I consider there is a gap in previous 

research literature, in that, often research explores and investigates the 

individual with the chronic illness but fails to address the effect the illness has 

on the family of the individual.  

Research aims of the study 

The purpose of this investigation is therefore to focus upon these areas 

which have previously been overlooked. As such the research aims of the 

study are: 
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 To discover what effect chronic illness has on the lives and identity of 

the ill individual and family members involved in the care of this 

individual 

 

 To determine to what extent chronic illness is incorporated into the 

biography of the family, and the impact the process has on personal 

and family dynamics.  

 

 To gain an understanding of the stages through which the individual 

with the illness and the family pass. In other words, the temporal 

nature of chronic illness, which refers to the way in which the disease 

process and illness might pass through stages. 
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Chapter 3:  Recounting a journey 

Overview 

During the course of this chapter I endeavour to provide the reader with an 

account of my journey, reasons for undertaking this research study and my 

search for a theoretical base. The chapter begins with a personal reflexive 

account which explains how my own personal experiences affected this 

research and my decision to select my particular research approach. The 

chapter then continues with an explanation of how I continued to search for 

this theoretical base by exploring phenomenology and hermeneutics. Finally 

the chapter concludes with my decision and reasons for using a narrative 

approach to explore chronic illness within the family unit. 

Reflexive interlude  

The origins for this research project, as for many such projects, owe their 

creation to the standpoint and experiences of the researcher (Holloway & 

Freshwater, 2007).  As such, I see it is of importance to acknowledge the 

role of the researcher in the generation of this qualitative research project. 

The researcher is a central figure who has an influence on the collection, 

selection and interpretation of data. Beer (1997) has pointed out, the 

researcher’s behaviour and previous life experiences always have an effect 

on the participant and as such they must have an effect on the research 

findings. Finch (1993) considers meanings are negotiated between the 

researcher and the respondent within a specific social context, therefore 

another researcher in a different relationship and with different experiences 

may perhaps reveal a different story. Hence, research must be seen as a 

combined product of the participants, the researcher and their relationship. 
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Consequently it is important to consider the impact, the position, perspective, 

presence and past history of the researcher and the effect this may have on 

the research. Jasper (2003) defines reflexivity as a solicitous, conscious self-

awareness. Analysis that is reflexive in research must incorporate an on-

going evaluation of subjective responses, intersubjective dynamics and the 

research process itself.  

 

Hertz (1997) contends that in order to be a reflexive researcher it is not 

enough to just report ‘truths’ or ‘facts’, the researcher must additionally 

actively construct interpretations of his or her own experiences in the field 

and question how those interpretations came about. Welch (2004) suggests 

that sharing one’s own personal experiences allows the research to be 

placed within a context which may be more easily understood by the reader. 

Lincoln and Guba (2000: 144) argue that: 

 ‘in qualitative research studies the researcher is required to critically 

reflect upon the self as an instrument, because such studies demand 

that we interrogate each of our selves regarding the way in which the 

research efforts are shaped’.  

Likewise, Hand (2003) suggests that personal reflection allows for 

examination of the researcher’s personal position, identity and the 

researcher’s self and in this way it is possible to disclose ‘the values, 

assumptions, prejudice and influence’ (p.18). In this research I have 

endeavoured to explain to the reader my past experiences and present 
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situation and have tried to identify how these have influenced and constituted 

this research process. 

 

Consistent with my previous assertions, Jasper (2005) also expresses an 

opinion that it is crucial that the researcher engages in reflexivity, whereby 

biases and prejudices are highlighted and examined to understand the 

researchers’ influences on the project. With regard to qualitative research, 

issues of rigour tend to refer to the trustworthiness of a study. It is suggested 

by Jasper (2005) that trustworthiness is increased when the researcher 

describes the events, influences and actions influencing their research, by 

this they acknowledge their own centrality in the research process. Moreover 

Jasper (2005) considers that taken as another data source, reflexive writing 

is able to offer evidence which plays a part in contributing to the legitimacy of 

the knowledge claims being maintained by the researcher. Koch (1996) 

declares ‘dependability’ includes the notion of ‘truthfulness’, or how 

believable the results of a study are deemed to be. As such, she considers 

‘dependability’ is able to be judged by the presentation of an audit trail and a 

clear description of procedural steps. This is referred to as external audit 

(Koch 1996). As such, reflexive writing can provide transparency of process 

as well as the subjective role of the researcher and how concerns have been 

addressed (Jasper, 2005). 
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How my interest in the topic was motivated 

I continue with offering an account of how I developed an interest in the 

topic. My interest in the subject of families living with chronic illness was 

initially instigated during my career as a nurse. Firstly, while working in a 

hospital setting I began to consider the future of patients discharged from 

hospital who had been given a diagnosis of ‘chronic illness’. Such illnesses 

require long term management and a considerable amount of support from 

both professionals and family. From my perspective (or as it was at that point 

in time) as a hospital nurse, some families appeared to be very capable of 

caring for their chronically ill family member, while other families seemed to 

be unable to accept or cope with the situation even though all available 

services (for example, home care and district nurse) had been arranged for 

them. At a later stage in my own life I became a carer myself and although I 

was an experienced nurse and had some family support I have to confess 

that caring for my family member was for me a distressing and demanding 

experience. Trying to care and continue working was arduous and 

problematic for both my family and me. Moreover, I considered that as a 

nurse I should have been able to manage and cope with the situation. Often I 

attempted to reflect upon my situation and question why, when I was very 

competent in managing a busy hospital ward with a large number of patients, 

I was unable to cope with one patient. Realistically, I understood that my 

circumstances were very different as I was emotionally involved, as was my 

family. With hindsight I am now able to appreciate that this placed a very 

different interpretation on the situation. Moreover, at the time I was reluctant 

to ask for outside help although I was aware quite early on in my role as a 



 

70 
 

carer that this was necessary.  When I finally succumbed and requested help 

I was probably at a stage when the assistance was too late to ease my 

physical and psychological burden. Previous research authors such as Lyons 

et al. (1995) have agreed that in similar cases, carers request help at far too 

late a stage when caring for a family member.  

 

Having to accept defeat and make the decision to have my father admitted to 

a nursing home was a decision that I have never really been able to come to 

terms with. This instigated the topic for my research whilst pursuing a 

Master’s Degree. My thesis was concerned with the families of residents in a 

nursing home and their decision to place their family member in the home. 

The results of my research project concluded that often the decision to have 

their relative admitted to a nursing home was due to both the main carer and 

the family being exhausted, with relationships having been destroyed making 

a coordinated approach to caring no longer possible. In this previous 

research I was also concerned with how the residents themselves perceived 

their admission to the nursing home. The residents, who were able to take 

part in the study, believed they had become ‘a burden’ and finding this 

difficult to come to terms with simply acquiesced to their admission into the 

nursing home. 

 

My interest regarding chronic illness sufferers and their families was again 

stimulated when I became employed as a community nurse. I observed 

many different situations and ways in which families either coped or 
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managed their situation. However some families responded in a much more 

positive way than others to the illness, which in some instances had taken 

over their lives. Moreover, although professionals were often intensely 

involved, not all of these professionals responded to both the emotional and 

physical needs of these families and the chronically ill individual. I 

understood that professionals had limited time to listen fully to the 

experiences of families ‘living with a chronic illness’. Nevertheless, I 

perceived that this was a requirement sometimes more necessary, or equally 

as important, as the physical tasks of caring.  

 

Finally, whilst working as a community nurse I began to have health 

problems myself. My condition deteriorated until eventually a decision was 

made to retire from my much loved employment. This was after several 

consultations with my general practitioner, several hospital consultants and 

the occupational health department. I had long periods ‘off sick’ from my 

employment, after which I attempted to return to work, only to find that after a 

short period I again became too ill to work. I am only able to explain or 

describe this time in my life, or how I recall it, as a long spiral downwards, 

which ended in my acceptance that I was unable to continue with my nursing 

career. I continue to live with chronic pain and exacerbations of my illness 

and in reality it is impossible for me to consider my health problems irrelevant 

to any aspect of my life, including this research project. I must concede and 

acknowledge that my ‘chronic illness’ has to be considered in this research 

and I intend to describe and reflect upon how the research has been affected 

by my ‘chronic illness’, my past experiences as a health care professional 
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and my role as a carer.  Ellingson (2006) suggests that the ‘invisibility’ of 

researcher ‘bodies’ in accounts of qualitative health care research has limited 

our understanding of communication in health care contexts. Furthermore 

she contends that the erasure of researchers’ bodies from the conventional 

accounts of research obscures the complexities of knowledge production and 

produces too tidy accounts of research. In agreement with Ellison (2006), my 

intention is to incorporate reflective narratives regarding my own experiences 

into the research. 

 

As I have specified beforehand, from considering these experiences and 

through reading the literature and previous research that had already been 

completed, I realised that there was a deficit in the research literature 

regarding families caring for a chronically ill individual. What the experience 

of coping with an ill family member was like from the perspective of family 

members? What happens to the identities of the ill person and the family 

when confronted with a chronic illness? These questions along with many 

others have had some bearing on this present study. 

Considering a phenomenological approach 

Following my examination of the research literature in the area, I considered 

and explored a phenomenological approach to the research. 

Phenomenology is described by Lopez & Willis, (2004) as rooted in 

philosophy and seeking to understand the life experiences of individuals.  

However, there is more than one philosophical school of phenomenology 

and the research findings which are generated will depend upon which 



 

73 
 

philosophical approach is used (Lopez & Willis, 2004). Phenomenology 

emerged from philosophers who include Heidegger, Husserl, Sartre and 

Merleau-Ponty (Munhall, 1989). As I continued to search the literature 

concerning phenomenology I have to confess that attempting to digest and 

interpret the many versions was difficult. I started to question which particular 

phenomenological theory was suitable for my research. Should I follow 

Heidegger or Husserl? (Derrida, 2003). Or Shutz (1967) or Gadamer? 

Phenomenologists have very differing beliefs. As I revisited the works of 

such authorities I became even more aware that the differences between 

their understandings of phenomenology may have a profound effect on my 

own ontological and epistemological stance. There lay my dilemma. The 

Husserlian (1931) concept of phenomenology appeared to have the 

necessary requirements to enable an understanding of people’s experiences 

of chronic illness. For Husserl, phenomenology is a means to see and 

understand the world, especially the lived experience. Husserl’s (1931) 

philosophical ideas regarding how science should be carried out gave way to 

the descriptive phenomenological approach to research (Cohen, 1987). I 

became particularly interested in Husserl’s philosophical ideas regarding how 

science should be conducted.  Specific to Husserl’s philosophy is an 

assumption that the experience as perceived by human consciousness is 

valuable and should be an object of scientific study. Husserl believed that 

subjective information should be of importance to scientists who seek to 

understand human motivation as human actions are influenced by what 

individuals perceive to be real. Moreover, human beings generally perform 

their daily activities without reflecting on their experiences. It was considered 



 

74 
 

by Husserl (1931) that a scientific approach was necessary to bring out the 

essential components of the lived experience that was specific to the 

individual. Husserl’s philosophical ideas were of interest to me and 

stimulated my interest in a phenomenological approach to research. This 

component is the belief that it is essential for the researcher to shed all prior 

personal knowledge in order to obtain the essential experiences of the 

participants being studied.  To achieve this, the researcher must actively strip 

her/his consciousness of all prior knowledge. This includes professional 

knowledge as well as personal knowledge (Lopez & Willis, 2004). 

Additionally, it has been suggested that the descriptive phenomenologist 

does not undertake a detailed literature review prior to instigating the study 

and does not have preconceived specific research questions. As such, 

having the need to describe only the lived experience of the participants 

regarding the subject being investigated (Streubert & Carpenter, 1999). In 

particular it is suggested that the aim of the researcher is to achieve 

‘transcendental subjectivity’, a Husserlian concept which means that the 

effect that the researcher has on the research is assessed continually and 

any preconceptions or biases neutralised so they do not influence the study 

in any way. The technique of ‘bracketing’ is proposed as a means to achieve 

this. I personally found these components of Husserlian phenomenology to 

be incompatible with my research as I could not help but incorporate my own 

personal and professional understanding into the research.  Moreover, I had 

already conducted a detailed literature review at this point in time.  
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Interpretive Hermeneutics or phenomenology  

From this I considered the principal of hermeneutic inquiry (Palmer, 1969: 

Ricoeur, 1984: Higgs, 1998) which offers a strategy for making sense of 

meaning that arises from discourse and is further sustained by the 

methodology of interpretive interactionism as described by Denzin (2004). 

The word hermeneutics is taken from the Greek verb ‘hermeneuein’, 

meaning ‘to interpret’ (Palmer, 1969). The Greek God Hermes, whose name 

the work is originated from, was associated with translating or transmuting 

that which is beyond human understanding to a form that could be 

understood by human intelligence. The concept of ‘coming to understand’ 

applied in the hermeneutic process applies to three forms of language: 

‘expression’, such as spoken words; explanation of a situation; and 

‘translation’, such as translating a foreign language. With regard to the study 

of human experience hermeneutics goes beyond mere descriptions of core 

concepts and essences to look for meanings embedded in usual life 

practices. According to Lopez & Willis (2004) such meanings are not always 

evident to the participants but may be gleaned from the narratives produced 

by them. Solomon (1987) declares the emphasis of a hermeneutic inquiry is 

on what humans experience rather than what they consciously know. 

Another term, ‘being-in-the-world’, has been used by Heidegger, to highlight 

that humans cannot abstract themselves from the world. Thus, it is not the 

pure content of human subjectivity that is the focal point of a hermeneutic 

inquiry, but rather, what the individual’s narratives indicate about what he or 

she experiences every day (Lopez & Willis, 2004). 
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A further philosophical assumption which underlies the interpretive 

phenomenological (or hermeneutic) approach is that presuppositions or 

expert knowledge on the part of the researcher are valued influences in the 

inquiry and, in fact, make the inquiry a significant enterprise (Lopez & Willis, 

2004). Koch (1995) has described an additional concept articulated by 

Heidegger, is that of ‘constitutionality’. This concept indicates that the 

meanings the researcher arrives at in interpretive research are a combination 

of the meanings articulated both by the researcher and the participant within 

the nucleus of the study. Gadamer (1976) used the metaphor ‘fusion of 

horizons’ to explain the act of subjectivity, interpretation and understanding. 

As has previously been explained, as I intended to incorporate my own ‘self’ 

in the research; the concept of constitutionality appeared to be very much in 

line with the epistemological stance I intended to take in the research. 

Freeman (1984) from his perspective regarding hermeneutics, states: 

“Essentially, the task of interpretation necessitates critical self-reflection 

for there to be validity, a respect for the autonomy of the text” (p.12) 

Because of the preceding exploration of the theoretical possibilities, and my 

intention to be very much ‘a presence’ in the research, a decision was made 

to use a hermeneutic approach.  

‘A narrative turn’ 

In particular my period of uncertainty and continual searching of the literature 

drew me towards a narrative approach and eventually to the ‘Biographical 

Narrative Interpretive Method’ (Wengraf, 2001). First, I started to read of 

narrative approaches in general and of the rapid growth in narrative studies 
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in the human sciences (MIshler, 1999). Holloway & Freshwater (2007) have 

defined the ever increasing use of narrative in research, as ‘the narrative 

turn’. Mattingly & Garro (2000) claim narrative is an intrinsic human way of 

giving meaning to experience. They see that in the telling and interpreting of 

thoughts and feelings, narrative is able to mediate between an inner world of 

thought and feeling and an outer world of observable actions and situations. 

The inner world of thought and feeling is described by Holloway & 

Freshwater (2007) as the inner narrative which focuses upon the stories 

human beings tell themselves and organise their experiences. This ‘inner 

world’ directs both actions and words as it contains elements of the 

individual’s values, goals and morality. The outer world of observable actions 

and situations focuses upon the narrative character of human life. According 

to Haninnen (2004) language is the principal tool through which individuals 

are able to describe their experiences and express their identity and their 

perceptions. This told or spoken narrative reflects and makes explicit the on-

going inner narrative. However, the ‘told’ and ‘inner narratives’ connect and 

interact.   

 

Priest (2000) explains how the terms ‘narrative’ and ‘story’ are often used 

interchangeably; she maintains there is some consensus that a narrative is 

greater than, and more structured than a story. The etymology of the terms 

also differs. Narrative originates from the Latin ‘gnarus’, while ‘story’ 

originates from history in French, Latin and Greek, with the focus being part 

of the definition. According to Lucas (1997) narrative is any extended 

segment of talk in which an interviewee is telling a story, or a story based 
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account of happenings which includes elements other than stories. While on 

the other hand, a story is a more informal account of a specific event.  

 

Authors such as Hyden (1997) see narratives as useful and important in the 

study of chronic illness; and as a means of understanding how patients 

manage and cope with their life situations. Moreover she maintains 

narratives are of use in recognising the problems with identity that chronic 

illness may bring about. Frank (1995) considers stories of illness are ‘told 

through a wounded body’; as the body sets in motion the necessity for new 

stories when illness or disease disrupts the old stories’ (p.2). Frank (1995) 

has described this as giving a voice to illness and providing a means for 

enacting bodily experience. Mattingly & Garro (2000) see ‘stories’ as being 

able to provide a powerful meaning for learning and gaining understanding 

about others by allowing a context for insights into what one has not 

personally experienced. Moreover, they suggest language in its modern form 

is a main tool of communication through which individuals are able to 

highlight their experiences and express their identity and their perceptions of 

culture.  

 

Cobley (2004) maintains the terms story, narrative and plot are often 

confused in the literature. He portrays the plot, as the circumstances which 

brings the character to life through a specific series of events; a chain of 

causality that creates meaning and structure through emplotment. Whilst 

narrative is seen by Cobley (2004:6) as, ‘the showing place or the telling of 
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these events and the mode selected for that to take place’. Story is described 

by Cobley (2004:6) as ‘simply all the events which are to be depicted’ and 

that ‘one might think of this as the ‘what of the narrative’; whilst plot is the 

chain of causation which dictates that these events are somehow linked and 

that they are therefore to be depicted in relation to each other. As such, and 

according to Holloway & Freshwater (2007:10),  

‘the plot is the circumstances which brings the character to life through 

a specific series of events: a chain of causality that creates meaning 

and structure through emplotment’  

Other authors have their own ideas regarding the definition of the terms. 

Greenhalgh and Hurwitz (1998:4) suggest a simple story consists of a 

chronology, while the plot is the sequential element and the essential 

structure of narrative. Emplotment on the other hand is seen by Freshwater 

& Rolf (2004) as pivotal to the formation and development of a story; it is the 

structure through which sense is made of events and the ways in which 

things are connected.  

 

Of specific relevance to this research are illness narratives, accounts of 

people who tell stories of their illness. Kleinman (1988) asserts illness 

narratives are a means of understanding patients’ lives and situations. Such 

stories, Kleinman (1988) asserts, are able to assist health professionals in 

learning and understanding how patients make sense of their treatment and 

manage their lives. Holloway and Freshwater (2007) declare narratives to be 

an expression of people’s identity which may be threatened during illness 
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and hardship. They see narrative research as an interactive process in which 

the self is constructed, deconstructed through and by the telling of narrative. 

However, they found that regardless of a close examination of the ‘self’ the 

final result was not a ‘fixed identity’; rather it was a new starting point. This is 

similar to the viewpoint described by Charmaz (2003) in chapter two, 

whereby the illness sufferer adapts to some extent to illness and 

consequently experiences a ‘new self’. Likewise this new formed ‘self’ may 

continue to fluctuate and change.  

 

There is a diversity of work which argues the need to obtain knowledge of 

‘illness experience’ through the illness narrative (Kleinman 1988, 1995; 

Broyard 1992; Frank 1995). While writing as both a physician and 

anthropologist, Kleinman, (1988:49) suggests illness narratives convey “the 

innately human experience of symptoms of suffering”, reflecting the 

individual’s experience of life. He describes narratives as: 

“a story the patient tells, and significant others retell to give coherence to 

the distinctive events and long-term course of suffering. The plot lines, 

core metaphors, and rhetorical devices that structure the illness narrative 

are drawn from cultural and personal models for arranging experiences in 

meaningful ways and for effectively communicating those meanings. The 

personal narrative does not merely reflect illness but rather contributes to 

the experience and suffering” (p.49).                                                                                  

Bury (1982), Frank (1995) and Williams (1984) have all highlighted the 

importance of listening to illness narratives as they see them as providing a 
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means for ill individuals to explain and contextualise their lives and as such, 

a means for health professionals to understand their needs. According to 

Frank (1995) narratives allow patients to give voice to what they endure and 

frame illness so that they may escape dominion from it. Without the narrative 

act of telling and communication with others, the ill individual is unable to 

convey his or her experiences. Hyden (1997) declares narratives explain 

‘suffering’ in a way that lies outside the domain of the biomedical voice.  

 

The neurologist Oliver Saks (1987) distinguishes traditional medical histories 

from narrative as a process whereby the ‘human subject’ rather than medical 

pathology is the pivotal character. He says of medical histories: 

“they tell us nothing about the individual and his history; they convey 

nothing of the person and the experience of that person as he faces and 

struggles to survive his disease. There is no ‘subject’ in a narrow case 

history; modern case histories allude to the subject in a cursory phrase 

(“a trisomic albino female of 21”) which could as well apply to a rat as a 

human being (p.8).         

 

Saks (1987:8) has endorsed narrative discourse as a way in which to bring 

the individual and their specific experience into focus. He explains they are: 

“to restore the human subject at the centre – the suffering, afflicted 

human subject – we must deepen the case history to a narrative or 
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tale; only then do we have a ‘who’ as well as a ‘what’, a real person, a 

person in relation to disease – in relation to the physical’. 

                                                                                                                                                 

However, there has been criticism of ‘the narrative approach’. Critics have 

suggested that although narrative accounts are significant, they represent an 

attempt to place the ill individual’s subjective interpretation as an objective 

fact and that it cannot be assumed that the patients’ voice takes precedence 

(Charlton, 1995). Such views have been supported by Atkinson (1997) who 

argues that the authors of illness narratives place value on the experiences 

of patients and ignore, or give less precedence to, the biomedical 

perspective. Atkinson (1997) has criticised authors such as Arthur Frank for 

suggesting that lay opinions were more credible than professional knowledge 

and suggested circumspection when perceiving personal narratives as a sort 

of privileged means to access social or individual reality. Frank (1994:2) has 

responded to criticism by writing of the value and usefulness of illness 

narratives, his goal, he declares “is to shift the dominant cultural conception 

away from passivity towards activity”. For Frank the patient’s narrative must 

seek to reclaim his/her own experience and turn these into testimony, the 

narrator engaging in moral action (Frank, 1994). Additionally, Frank (1994) 

maintains: 

“that the text of the contemporary writers of illness narratives, is a self-

conscious effort to hold her own against forces that threaten to 

overpower her voice and her text! Illness narratives provide the truth 

of personal experience in the patient’s voice, in distinction from the 

medical account of the experience” (pp.4-5).                                                                
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Frank (1995) has described three types of narrative when trying to 

understand chronic illness: a ‘restitution narrative’, reflecting a plot of 

adventure and how an individual may seek to be healthy again; a ‘chaos 

narrative’, which reflects a plot of anarchy in which there is a lost genesis 

and future; and a quest narrative’, which portrays a sense of a suffering hero. 

Frank (1995) considers all three narratives types may be told as storylines, 

or alternatively, they may be told over and over again across the spectrum of 

an illness by the individual, as ‘no one telling conforms exclusively’. As such, 

the storylines do not profess to be indicative of the individual’s character, or 

explain the progression of expected phases that may be passed through; 

rather they portray examples of how individuals tell their stories in different 

situations. He explains that any one of these types of narrative may guide the 

story. However, as the illness progresses, the story may be told through a 

different narrative (Frank 1995). Frank compares the three narratives ‘to the 

patterns in a kaleidoscope; one moment the different colours being given a 

particular form, then the tube moves, giving rise to another form of energy. 

The restitution narrative is seen by Frank as a dominant form of narrative, 

relevant especially to the ’newly sick’ who want to be healthy; this narrative is 

less relevant to the established chronically ill. The chaos narrative is the 

opposite of the restitution narrative (Frank, 1995:97). The chaos narrative is 

described by Frank as not a narrative at all, but rather an anti-narrative, 

without sequence and reflection. The quest narrative, according to Frank 

‘meets suffering head on, with the individual accepting the illness and 

seeking to use it’ (Frank 1995:97).  Nevertheless, it is not made very clear 
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what the ill person is ’questing for’, although it is defined in the person’s 

belief that there is something to be achieved through the illness experience.  

Summary 

In the case of this research I see narrative as pivotal in enabling the world of 

the family and the individual to be explored in some depth. Particularly with 

regard to the research aims, which are to discover what effect the chronic 

illness has on the lives and the identity of the family, is the notion that 

narratives in some way help define who people are (Rose, 1996; Redman, 

2005; Holloway & Freshwater, 2007). Cobley (2004) provides an example of 

ways in which the self and identity are fundamental to the narrative 

endeavour, by describing one of the greatest ever narratives; Homer’s 

Odyssey, as a story of identity and a journey to understanding ‘the self’ 

(Holloway & Freshwater, 2007). Nevertheless, I agree with Charmaz (2003) 

that identity and self are concepts which are in a constant state of flux, and 

Elliott (2005:124) when she declares that perhaps ‘a dynamic and reflexive 

identity cannot ever be known in any real or truthful way’.  
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Chapter 4:  The method 

Overview 

This chapter first explains my rationale for adopting the BNIM method and 

provides an account of the BNIM. Secondly, I describe the research sample, 

the criteria used for selecting this sample and the approach I used to select 

the sample. Finally, the ethical issues and the interviewing process are 

described. 

Why the Biographical Narrative Interpretive Method?  

In order to find a suitable method to undertake my research study I have 

devoted a considerable amount of time musing over the many ways in which 

it would be possible to investigate my chosen topic. Through my intense 

search of the literature I finally discovered Wengrafs’ (2001) Biographical 

Narrative Interpretive Method (BNIM). The method appeared to fulfil the 

criteria to answer my research question and research aims. Moreover, I saw 

the method as different from other methods, for example semi-structured 

interviews or structured interviews which often elicit data reflecting the 

researcher’s own concerns. I considered that the BNIM and the single 

narrative inducing question would allow the participant to determine what 

was told, what was of importance to them and what was to be left unspoken. 

Prior to the interviews I did have assumptions about the stories that would be 

told. By this I mean that prior to the research I already had previously 

conceived notions regarding what the participant’s experiences may have 

been and how their lives may have been affected by illness. Particularly so 

as I also suffer from a chronic illness and have a nursing background both of 

which gave me a viewpoint regarding the experience of chronic illness. I 
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considered the BNIM would allow the participant to select areas relevant to 

his or her own concerns. Moreover I believed using the method would allow 

identification of issues and themes which I was not even remotely aware. 

From my standpoint the method seemed to offer a means of investigating the 

experience of the chronic illness sufferer and their family by allowing them to 

verify what was of importance to them in their lives. Furthermore I discovered 

another previous study by Stamm et al. (2008) had used the BNIM very 

efficaciously when investigating people with rheumatoid arthritis. For them 

using the method had brought new and fresh insight into how these 

participants viewed their illness. Additionally, Jones (2003) in his research 

involving carers had also found the method to be effective, informative and 

revealing. Such proven successes gave me further encouragement to use 

the method to undertake my research.   

 

One of the main features of biographical research into people’s lives and 

circumstances is an interest in the diversity of both past and present and the 

influential and less influential perspectives that are held by the individual of 

these experiences. The BNIM focuses upon eliciting narratives of 

experience, rather than precise statements of ‘position’ (Miller, 2000). 

Wengraf (2001) maintains the method is able to assist in bringing to the fore 

often suppressed perspectives in present situations besides earlier 

perspectives that are no less conflicting and emotional. As such giving 

access to previously unrecognised mutated times and ways of living. It is the 

view of Miller (2000:12) that using a biographical approach to understand 

human life and concerns makes sense in that its methodology ‘transcends 
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the barriers of self/society as well as those of past/present future’. Of 

particular interest to this investigation is the ability of the biographical 

narrative to ‘transcend the barriers of the past present and future as the 

research aims in this investigation are concerned with understanding identity 

change and family relationship change over time. Riessman (2008) contends 

narrative allows individuals to make sense of the past. She asserts that 

through the telling of stories, perhaps about difficult times, creates order and 

contains emotions, allowing a search for meaning and enabling a connection 

with others. As such when biographical disruptions occur, (for example when 

a chronic illness develops) which rupture future expectations for continuity, 

the individual is able to make sense through reflecting on the past by 

storytelling.   

 

Rosenthal & Bar-On, (1992:109) describe the evolvement of the BNIM 

(Chamberlayne et al. 2000; Wengraf, 2001) is built upon a method 

developed in Germany in the early 90’s by Rosenthal and others, which 

advanced from Schutze’s (1976) method of story and text analysis and 

Oevermann’s (1980) objective case reconstruction. Jones (2002) maintains 

that the method is hermeneutic as the researcher is aware that any material 

produced by the participant has been generated to include both the 

participant’s subjective perception of the situation and history, and the 

participant’s view of the research and the association between them. 
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As I have previously stated, the BNIM, in the first part of the interview, 

employs a single, initial narrative inducing question, for example, ‘Tell me the 

story of your life,’ to elicit an extensive uninterrupted narration. The approach 

aims to position the ‘lived life’, which is represented by the biographical data 

of an individual, in relation to the life story as it is related during the 

biographical interview (Wengraf, 2001). The ‘gestalt’ of the respondent’s 

story using a minimal passive interview technique is conserved by a method 

of non-interruption. Murray (1994:660) asserts that by: 

 ‘eliciting open-ended narratives we are provided with a window on the 

very structure of individuals’ representations…stories which allow the 

researcher to see the gestalt – the interrelations of structural linkages 

that individuals perceive among negative and positive attributes and 

experiences’.  

Wengraf (2001) contends that following the initial question, the interviewer 

should not on any account change the question or ‘spell it out’ in any way, 

whatever pressure he or she is under to do this. During this interview, which 

may last between five minutes to two hours, he suggests that a special type 

of topic note taking is to be used. The initial narration continues until there is 

an indication that the respondent has nothing else to say on the topic. The 

biographic narrative interpretive approach aims to situate the ‘lived life’, 

which is represented by the biographical data of the respondent, in relation to 

the life story as it is narrated during the biographic interview (Wengraf, 2001). 

The life story interviews, in the BNIM are aimed at eliciting ‘stories’ in three 

separate sub-sessions. The first part of the interview is followed by a second 

sub-session, which is based upon the gestalt of the first, reflecting the 
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ordering of themes presented by the interviewee in the first interval. The 

words (or language and key words and phrases, terms of the discourse) of 

the respondent in respect of these topics are to be used throughout. Gestalt 

is central to the theoretical principles of the method and is perpetuated by 

‘non-interruption’. Hollway and Jefferson (2000:34) explain Gestalt as ‘a 

whole which is more than the sum of its parts, an order or hidden agenda 

informing each individual’s life’. Gestalt represents the constructed shape of 

a story, through theme, motif or differing agendas.  

The sample 

As referred to in the prologue of this study, the sample consisted of one 

family, which consisted of a woman with the chronic illness and her two adult 

daughters. The two daughters were closely involved with their mothers care. 

As the BNIM requires extensive interviews and due to the constraints of time 

in this PhD the research the sample remained small. However, and 

according to Wengraf (2001) such samples are able to provide rich, 

informative data, as biographical research relies upon depth rather than 

breadth. Patton (2002) concurs with Wengraf (2001) also explaining that 

qualitative biographical research is more to do with the richness of data 

rather than sample size. 

 

As this study is of a single group, and in this instance ‘a family’, the case 

study approach is incorporated. Polit & Hungler (1993:300) describe a case 

study as: 
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“an intensive exploration of a single unit of study: a person, family, 

group, community, or institution or a small number of subjects who are 

examined intensively”.  

Stake (1995) sees case study as particularly amenable to the in-depth 

questions and research aims used when investigations are explored using a 

qualitative approach. Additionally, case study is seen as valuable as it 

provides a framework for systematic and holistic exploration of personal 

experience, so generating understanding of ‘the particular’ i.e. a phenomena 

or event. In this instance ‘the family and the individual with a chronic illness’ 

(Stake, 1995: 143) and as such case study appeared to be a suitable 

strategy. 

Criteria for selection of sample 

Wengraf (2001:95) maintains that it is important that apart from specifications 

of ‘type’ one must think about criteria which distinguish ‘good’ examples of 

the ‘type’ from ones less useful for your research purpose. He further states 

that “the most obvious one is that the researcher must have easy access to 

the sample; others are their probability of them talking honestly and non-

manipulatively to yourself or a person like yourself”. Further suggestions 

made by (Wengraf, 2001) are that criteria might include the amount of 

experience they have of the subject in question, and their capacity to express 

their experience in words. Utilising the viewpoint of authorities such as 

Wengraf (2001), Spradley (1979) and Plummer (1983) the criteria used for 

selecting the participants was: 
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 The chronic illness sufferer must have been diagnosed as having the 

condition for at least two years, to ensure as Spradley (1979) 

suggests, ‘thoroughly enculturalised in their own world’. 

 The chronic illness was to be defined as a disease of long duration, 

for which there is no cure and which may only be alleviated by 

treatment. Moreover there had to be an absence of any known 

malignancy as unfortunately a dramatic deterioration in the 

participant’s health condition may be a consequence of this, which 

may in turn result in the termination of the interview process. 

 The family must consist of the individual with the illness and at least 

two other family members, or offspring of at least 18 years of age, or 

other family members who are closely involved with the care of the 

family member with the chronic illness. 

 The participants must preferably be able to verbalise and have a ‘story 

to tell’ (Plummer, 2001). These criteria may exclude those suffering 

from dysphasic conditions and individuals who are not fluent in the 

English language. 

 There was to be no consanguinal or professional relationship between 

the participants and the researcher, since this may have resulted in 

over identification with the participants’ perspective 

Approaching ‘a family’  

I have throughout my professional life had access to many individuals 

suffering from a chronic illness and am aware of many families who may 
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have fulfilled the ‘criteria’ to take part in the study. However there are many 

ethical issues to consider when selecting a ‘sample’ and these made it 

impossible to approach any of these families directly. As such, the potential 

participants were recruited through a process of a ‘network’ or ‘snowballing’ 

technique (Burns & Grove, 1993). Network sampling takes advantage of 

social networks and the fact that participants may be approached through 

these. In this study information regarding the study was circulated via social 

networks which consisted of former colleagues who were working with 

families in the community.  By this means, prospective participants were 

identified and informed of the study. An introductory letter and information 

sheet (See Appendix 1 & 2) giving information regarding the study was given 

to several suitable families. Included within these was a short form for them 

to complete and return if they were interested in taking part in the research. 

Also included was a prepaid envelope and a contact telephone number 

should they be interested in participating in the research, or had any 

questions. The participants were in possession of this information for several 

days giving them time to consider whether they wished to proceed as 

participants in the study. It was entirely the participant’s own choice to 

become involved in the research study and to put themselves forward as 

possible participants. Therefore the sample may be described as ‘a self-

selecting sample’. 

Ethical considerations  

Research ethics 

Prior to the research project commencing and consistent with relevant 

university guidelines for ethical approval for undertaking research on 
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humans, application was made for ethical approval of the study, and 

approval was given for the study to be undertaken.  

 

The research involved in-depth interviews as a method of data collection. I 

was very much aware that the intensity of the method interjected into the 

lives of the participants and in some respects was an invasion of their 

privacy. The interviewing process was informed by the ethical principles 

outlined by the University of Bradford, United Kingdom Central Council for 

Nursing, Midwifery and Health Visiting (UKCC) and those outlined in the Oral 

History Guidelines (SRA, 2003). These state that the research participant 

must give informed consent and there should be no deception concerning 

the participants and that the participant has the right to withdraw from the 

research at any time without penalty.  

 

Conducting research ethically requires protection of the human rights of 

participants. As a researcher I was very aware that I had a responsibility 

towards the participants and thus I sought to adhere to the ethical principles 

described by Beauchamp and Walters:  

 Self-determination, which is based on the principle of respect for 

persons. This states that humans are capable of self-determination, or 

controlling their own destiny. 
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 The right to privacy, the freedom an individual has to determine the 

time, extent and general circumstances under which private 

information will be shared with or withheld from others. 

 The right to anonymity and confidentiality. Based on the right to 

privacy, the research subject has the right to anonymity and the right 

to assume that the data collected will be kept confidential. 

 The right to fair treatment which is based on the ethical principle of 

justice, and states that each person should receive what he or she is 

due or owed. 

 The right to protection from discomfort and harm, this is based on the 

ethical principle of beneficence, which states one should do good and 

above all do no harm 

                                   Adapted from Beauchamp & Walters (1982:284) 

It is generally recognised that the major ethical dilemma in research is the 

conflict between the protection of human rights versus the generation of 

knowledge. In the planning and preparation of this research study there 

appears to be three major issues involved. These are: ensuring informed 

consent; a commitment to protecting participants’ identities; safeguarding 

participants’ welfare. I will discuss each of these separately. 

Informed consent   

As I have previously stated, the participants were given an information sheet 

(Appendix 2) which included a form asking if they were interested in 

participating in the research study. If they then indicated they were willing to 
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participate in the research, I made contact with them and arranged an 

appointment. The consent form (Appendix 3) was explained at this meeting 

and the participant was invited to sign denoting their consent to participate. 

On-going relevant information regarding the study was available to the 

participants throughout the investigation. At the initial meeting and when the 

consent form had been signed, the participant was given a telephone 

number and an email address where they were able to contact me at any 

time. However, it was additionally explained to the participant that the ‘giving 

of consent’ before commencement of the study did not infer that  a mandate 

had been given for the complete interviewing process; rather, it was 

explained that the process was to be continuous and negotiable (Hollway & 

Freshwater, 2007) . Regular opportunities were allowed where the participant 

was able to ask questions regarding any part of the research process. These 

‘opportunities’ were at any time the participant wished and at a time which 

was convenient for both parties. 

 

Moreover, it was made very clear that they had the right to withdraw consent 

at any point prior to the commencement of data analysis; and that any data 

which had been gathered prior to this point, would be destroyed. This 

‘negotiated’ or ‘process consent’ (Hollway & Jefferson, 2000) is highly 

appropriate in biographical research, in that it reflects the on-going process 

from the beginning to the completion of the study. Additionally, it allows both 

researcher and participants, to address any specific issues or problems that 

may arise. Mulhall (1988) and Ramos (1989) suggest the use of ‘process 

consent’ as a strategy to minimise the particular risks of the in-depth 
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interviewing process and have defined the strategy as the immediate 

renegotiation of consent as circumstances change or unexpected events 

occur during the interview process. 

Safeguarding participants’ identity   

Ford & Reutter (1990) suggest that the goals of research often conflict with 

the goal of preserving the privacy of individuals. It has been suggested by 

Ford & Reutter (1990) that the small numbers of participants and the depth of 

detail in the thick description may make identities difficult to disguise.  

However, I have endeavoured to counter this by putting in place certain 

measures to assist with ensuring the confidentiality and anonymity of the 

participants:  

 Pseudonyms were used and certain criteria in the participants’ stories 

were edited, as were some other features that may have been easily 

recognised, although the basic content of the research remained 

unchanged (as suggested by Ford & Reutter, 1990). 

 I was sensitive to the participants’ anonymity when I considered the 

amount of detail and editing of the personal and private information 

that was necessary before presenting the research. 

 Precautions were taken to ensure confidentiality during data 

collection. The interviews were audio-taped and later transcribed by 

the researcher; no other person had access to the participants’ names 

at any time. 
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 The participants were informed of the measures taken to ensure their 

anonymity and confidentiality. 

 Additionally, the participants were informed on an on-going basis that 

they had the right to withdraw or withhold information at any point 

during the interviews. (However, participants were to be informed that 

this right was to be terminated when data analysis commenced, a 

definite date regarding this was given on completion of the interviews). 

 All tapes and data were kept in a locked and secure place. Data on 

the researcher’s computer was only able to be accessed by a ‘private’ 

password known only to the researcher. Any transcriptions were kept 

in a locked file. 

 All the above details were discussed with the participants; and they 

were encouraged to voice any questions or doubts they had 

concerning the research and their anonymity and confidentiality. 

Safeguarding participants’ welfare 

The principal of non-maleficence demands that the researcher be sensitive 

to what constitutes ‘harm’. Holloway & Freshwater (2007) consider the 

potential for harm is inherent in the interview process which pursues access 

to intimate details of participants lives for the sake of gaining understanding 

and elucidating their experiences. Revealing such rich detail may reveal the 

identity of the participant, which in turn may result in ‘harm’.  As previously 

discussed, I have taken precautions to prevent disclosure of the participants’ 

identity and I am aware that doing this demands strict adherence to these 

precautions. Additionally, I was also aware that by revealing their 
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experiences and ‘life history’ it was possible participants’ may have ‘opened 

old wounds’, and thus relive old traumas. Discomfort and harm may be 

physical, emotional, social, and economic in nature. Particularly in the case 

of the individual with the chronic illness, I was aware that the lengthy 

interviews may be a possible cause of harm as she was already debilitated 

by her illness. However I remained vigilant regarding any possible ill effects 

the research process may have had on this participant. Nonetheless, should 

it have been necessary, if any of the participants had become unduly 

distressed at any time during the interviews I was prepared to refer them to 

the appropriate authorities, which may have been a health professional or 

counsellor. The possible implications of the research process were 

discussed with each participant during our initial meetings. 

The interviews 

Preparing for the interviews        

Wengraf (2001) suggests that with each interview and before leaving home it 

is important the researcher check the equipment to be used and make sure 

you have all the equipment you are likely to require. Hence I followed this 

advice and checked my tape recorder was working correctly. I also made 

sure I had a supply of spare batteries, a notebook, two pens and two small 

bottles of mineral water. Additionally I once again confirmed that I had within 

my ‘paper work’ ‘the initial narrative inducing question’. The day before the 

interviews I confirmed with each participant that they were aware of the date, 

time, venue etc. to ensure there were no misunderstandings concerning this. 
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The interviews took place in the participants’ own homes. This decision was 

made by the participants themselves. Consideration of this venue was also 

one of access for myself as I have a problem with mobility and cannot easily 

use stairs or steps. I also identified a friend who was informed of the time, 

date and venue and when the interviews were to take place. I then informed 

this friend when the interview was terminated and I had returned home 

safely. This was for my own safety and is suggested as a procedure by 

Burns & Grove (1993). 

 

I have previously discussed the interview format albeit quite briefly, at this 

juncture I will provide a more in depth description of this process: 

Sub-session 1: 

Prior to each interview commencing a few points were made clear by the 

researcher to the participants. This was of importance as it again highlighted 

once again to the participant what to expect from the interview and what was 

required of them. Apart from the initial ‘narrative inducing question’, which 

had to be changed according to which family member was being interviewed, 

the preamble below, remained unchanged with all the participants, and was 

addressed to each of them as follows:  

 “Before we start the interview, I would just like to say a few things.  I 

know that you are aware what the interview is to be about. We have 

gone through the information sheet together and we have talked about 

how the interview is to be done. I want you to talk about anything you 

feel is relevant to the research. Anything you think of that seems to be 
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worth saying is I am sure, very relevant and worth saying.  Just talk 

about what you see as being important to you.  

 

We have talked about me taking notes, so please try not to let this ‘put 

you off’.  You know that the ‘note taking’ is just to help me to 

remember to ask you about certain ‘things’ that you have said. 

Perhaps I will need to ask you to give me more information about what 

you have talked about. I want you to begin by telling me about what 

you consider to be important to you, I won’t interrupt.  So if it’s ok with 

you and you have nothing else you would like to ask me we’ll get 

started”. 

Wengraf (2001) maintains the researcher’s task is to remain ‘actively 

listening’, as should the participant ‘sense’ the researcher was ‘no longer 

listening’, this may distort or end their gestalt. Furthermore Wengraf (2001) 

does take into account that some interviewees need to be actively supported 

although not directed in their narration. From this he suggests that the 

interviewer may perhaps need to give some type of reassurance. This may 

not be necessarily verbal, perhaps just ‘a nod’, or if some verbal support is 

required, using words such as ‘go on’ or ‘is there anything more you can tell 

me?’ may be all that is required.  

Sub-session 2: 

Which is according to Wengraf (2001) extracting more from the topics. This 

is to be done on the same day, if possible. More ‘story’ is requested about 

topics which are raised in the first narrative. The second session is based 
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upon the Gestalt of the first session, reflecting the ordering of themes 

presented by the participant. The questions in the second session must be 

raised in the same order as they were spoken of in the initial narrative. 

Moreover questions are not to be asked that were not spoken of in the first 

narrative and no question is to be raised that is not framed as a ‘story 

eliciting’ one. These are questions which are described by Wengraf (2001) 

as ‘narrative pointed’ questions and are aimed to induce a narrative 

response and intended to discourage a non-narrative response, such as the 

production of a theory, a justification or an argument. Wengraf (2001:133) 

has described this initial narrative inducing question as ‘a single question 

aimed at inducing narrative’, which he has abbreviated as a SQUIN 

throughout explicating his method. However in this investigation I do not use 

this specific terminology which Wengraf has described. Nor do I use the 

specific note taking method described by Wengraf, which notes topics using 

the participant’s keywords. He elucidates and abbreviates this procedure as 

SHEIOT (Situation, Happening, Event, Incident, Occasion/Occurrence, Time) 

note taking. For this he uses a SHEIOT notepad, which displays single 

letters in columns. Possibly had I used this procedure I may have found it 

easier to produce the ‘narrative pointed questions’ less difficult to create in 

the time I allowed between sub-sessions (This notion will be explained 

further in Chapter 5). 

Sub-session 3 
This is always to be a separate interview and not always found to be 

necessary (Wengraf 2001). To prepare for this sub-session a preliminary 

analysis must be done of the material gathered in the first sub-sessions. As a 
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result of this analysis and in accordance with the research purpose, these 

questions do not have to be restricted to the same type of narrative pointed 

‘asking for story’ questions, which was the case in sub-sessions one and 

two. Rather, they are to ‘be structured by the researcher’s concerns’ and 

may be asked about topics or issues not previously mentioned (Wengraf, 

2001: 121). This third session was not used in my research study as it was 

considered to be unnecessary.  

 

I endeavoured to ensure, as Wengraf (2001), suggests, that each interview 

‘ended well’. I was appreciative of the fact that the interview process may be 

a tiring experience for the participants, particularly so for the chronically ill 

participant.  At this point in time following each interview, I made sure the 

participants were aware that should it be necessary, they had a contact point 

where they were able to reach me. In addition, I made the participants aware 

that I was grateful for the time they had committed to the research.  

Summary 

I have in this chapter sought to provide the reader with an outline of the 

method used in this investigation. I have additionally explained my reasons 

for selecting this specific approach to answer the research aims and 

question. A description of the BNIM has been given. In addition, I have 

described the research sample and how access to the participants was 

achieved.  Ethical issues concerning the investigation have also been 

considered.  
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Mauthner & Doucet (2003) within their discussions of reflexivity, assert, 

attention has been drawn to the importance of recognising the social location 

of the researcher and the ways in which our own emotions and responses to 

participants are able to shape our interpretations of participants accounts. I 

have discussed earlier that I decided upon the BNIM as I saw it as a means 

of allowing the participant to speak without placing my own conceived 

notions upon their accounts as I considered these may impact on the 

investigation. As such I have tried to ‘locate myself’’ in this investigation and 

recognise how my own responses to participants stories may have shaped 

the interpretations of participants accounts in this research.  Furthermore I 

agree with Etherington (2004:32) when she asserts that by using reflexivity in 

research ‘we close the illusionary gap between researcher and researched 

and between the knower and what is known’. 
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Chapter 5:  Analytic strategy 

Overview 

This chapter aims to present the analytical strategy I employed to explore 

and interpret the narrative accounts of a woman with a chronic illness and 

her two daughters who were involved in her care. Firstly, I provide a 

description of Wengraf’s (2001) method of analysis in the Biographic 

Narrative Interpretive Method. Secondly two different perspectives regarding 

the BNIM are considered. Thirdly my own approach to interpretation and 

analysis using the BNIM are presented. Finally my reflections on the process 

are discussed.  

My journey to adopting an analytical strategy  

The approach ultimately chosen for my research study is based upon the 

analysis used by Wengraf (2001) in the Biographical Narrative Interpretive 

Method (BNIM). However, although I intend to draw upon the method of 

analysis described by Wengraf (2001), my analysis will on occasion  refer to 

other analytic approaches, and include such authorities as Riessman (1993, 

2008), Jones (2002), Plummer (1983, 2001), Frank (1995, 2000), 

Chamberlayne & King,(1997) and Rosenthal (1993). 

 

As with any other research method the BNIM is on completion of the 

interviews concerned with the next phase of the research process which is to 

organise the analysis of the data and take full advantage of its potential. For 

myself in this research, analysis alludes predominately to the imaginative 

work of interpretation, and the more procedural, categorising tasks are 
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relegated to the initial work of ordering and sorting the data.  In some 

respects in this research, I also took on the role of a ‘bricoleur’, this, 

according to Patton (2002) means that the bricoleur, makes use of ‘bricoles’, 

the insights and the information that has been collected during the study, in 

order to piece together the diverse and complex meanings that emerge in the 

data. Within this I additionally include in my analytical base the ideology 

advocated by Clandinin and Connelly (2000) who argue that analysis is a 

complex and dynamic process, and there is no ‘one way’ of understanding 

and analysing texts, they contend texts must be searched and researched for 

patterns, narrative threads and themes. Clandinin & Connelly (2000) have 

stated that the analysis must stem from the research questions of the study, 

and furthermore the researcher must be aware and acknowledge that they 

themselves bring their own stories to the research. In the case of this 

research and as stated previously, I have to some extent included myself in 

the study. 

Approaches to analysis and interpretation of data 

The narrative mode used by the participants to describe their experiences in 

my study, clearly suggests that a method of narrative analysis is an 

appropriate strategy to use. Riessman (2006:186) has defined narrative as ‘a 

family of approaches to diverse kinds of text, which have in common a 

storied form’. She continues to suggest that ‘what makes these diverse 

narratives is sequence and consequence in which events are selected, 

organised, and evaluated as meaningful for a chosen and particular 

audience’. Holloway and Freshwater (2007) contend there are numerous 

classifications and conceptualisations of narrative and narrative research. 
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From this they assert that this leads to different views and different methods 

of narrative analysis. Holstein and Gubrium, (1995:80) describe the purpose 

of narrative analysis is to explain ‘how meanings, their linkages and horizons, 

are actively constructed within the interview environment, they maintain it is 

about “deconstructing” the participants’ talk. Priest (2000) also contends 

narrative analysis does not have a single heritage; rather it draws upon 

different sources of influence. Authors such as Roberts (2004) and Baldwin 

(2004:102) are anxious to draw attention to the fact that ‘narrative analysis is 

a loose, intuitive, artistic and poetic process and should not be viewed as 

formulaic, prefigured and narrow’. Baldwin (2004:206) has differentiated 

narrative analysis from the analysis of narratives. He declares: ‘the focus 

here is the dynamics of the narration and the process of the production, 

treating narratives as facts in themselves, rather than the facts they contain’. 

Thus, and according to these aforementioned authors, there appears to be 

no solitary method of narrative analysis, hence I proceed to explore the 

suitability and appropriateness of different methods of narrative analysis.  

Models of narrative analysis  

Holloway and Freshwater (2007) consider the approach to narrative analysis 

is reliant on several issues, but predominantly on where the interest of the 

researcher lies, and is unquestionably the incentive for undertaking the 

research in the first instance. Hence the researcher may be interested in 

actual events and the experiences of the narrator, which form the content of 

the narration, and what happened and why. Additionally, Holloway and 

Freshwater (2007:84) consider ‘each differing approaches to narrative 
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analysis may be carried out simultaneously, complementing each other and 

deepening the understanding of the data’.  

 

I considered each of the following models before making the decision to 

employ my method of choice. Until I discovered the BNIM and Wengraf’s 

(2001) method of analysis, each of these methods was a serious contender 

to employ in conducting my research investigation. As I explained previously 

in Chapter 4, my rationale for finally adopting the BNIM and rejecting other 

methods was based upon the fact that the BNIM uses a single narrative open 

question to generate an uninterrupted narration (Wengraf, 2001). As such 

the stories would be personally constructed by the participants and any 

perceived notions I may have had regarding their experiences would not be 

affected by my own personal knowledge and involvement with chronic 

illness. Thus, I considered the method the BNIM described by Wengraf 

(2001) would allow identification of issues and themes which I was quite 

unaware. The BNIM of analysis combines both the notions of narrative 

understanding and contextuality, as it considers the distinctive textual and 

naturalistic experiences of an individual from the perspective of the told life 

story, and examines this in relation to the biographic data of the individual 

(Hollway & Jefferson, 2000; Wengraf, 2001). 

The structural model of analysis 

In this model emphasis is placed on the telling or the way in which a story is 

told, although thematic content remains a factor. Structural analysis may 

generate insights when interpretation concentrates narrowly on ‘what’ is said 
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and ignores how content is organised by the speaker. The innovative work of 

William Labov and Joshua Waletzky (1967) developed a well-known model 

of structural analysis more than 40 years ago. This was based on the 

principle that narratives have formal structural properties and that patterns 

occur and recur. This structural model of narrative form identifies a number 

of elements that can be found in the text, namely an abstract, an orientation, 

a complicating action, an evaluative aspect, a resolution and a coda (Labov, 

1972). Labov (1972) wanted to identify sequences and structural parts which 

are repeated across stories about experiences, thus he kept narrative 

segments of longer exchanges intact and closely analysed their internal 

structure, which are the component parts of the narrative and their 

relationship to one another. Riessman (2008) suggests that this method is 

not suitable for large samples, but may be suitable for detailed case studies 

and comparisons across a few cases.  

Interactional analysis 

Emphasis in this model is placed upon the dialogic process between teller 

and listener. Thematic content and narrative structure remain in the 

interactional approach; however, prominence is placed on story-telling as a 

process of co-construction, whereby teller and listener create meaning 

collaboratively (Riessman 2003: 2).  

Thematic analysis  

Thematic analysis places prominence on the content of a text, ‘what’ is said 

rather than ‘how’ it is said, the ‘told’ rather than the ‘telling’ (Riessman 2008). 

I became interested in this particular approach to narrative analysis as 

Williams (1984) in an early paper on the illness genre, demonstrates how 
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individuals deal with the assault on identity that accompanies rheumatoid 

arthritis by narratively reconstructing acknowledged causes; an interpretive 

procedure that connects the body, illness, self and society. By analysing 

thirty individual accounts for the origin of their illness, he constructs a 

typology, using three cases as examples; these demonstrate thematic 

variation and extend existing theory on chronic illness as biographical 

disruption. Williams’ (1984) interview excerpts frequently take the 

characteristic of temporally ordered narrative structure, although analysis of 

formal properties is not undertaken. As my own research is very much 

concerned with similar issues, I considered this approach in some depth 

before eliminating it.  

The analytic approach in the Biographic Narrative Interpretive 

Method 

The next section endeavours, along with assistance of accounts from 

Wengraf (2001) and others such as Breckner, (1998) Chamberlayne et al. 

(2000), Scheff (1997}, Jones (2003) and Rosenthal (1993) explain the 

analysis used in the BNIM. Wengraf (2001:236) when describing the stages 

in the BNIM analysis, states; ‘The first stage of analysis must be the 

sequentialisations of the lived life and told text’. He suggests that on the 

basis of the tape, the transcript is produced and on the basis of the 

transcript, two other documents are produced. The first document derived 

from the transcript describes the chronology of the participant’s life; the 

second describes his or her delivery within the interview of the biographical 

account and the responses to the interview interventions as a result of what 

is told. Wengraf (2001) contends these are then subject to further analyses. 
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He continues to clarify the process by explaining: 

 The sequence of events and actions in a life is usually called a 

‘chronology’ and I shall talk of constructing a Biographical Data 

Chronology (BDC) (See Figure 3) from the interview material and 

other sources. 

 The description of the sequence of a text has no common sense 

name, so I shall call talk of constructing a Text Structure 

Sequentialisation (TSS) (See Figure 4) in short, a sequentialisation - 

showing the changing structure of the text, particularly that of the story 

told in the initial narration. 

 On the basis of the BDC of the sequence of the life, we continue to do 

a Biographical Data Analysis (BDA) (See Figure 5). 

 On the basis of the TSS of the sequence of the text, we continue to do 

what I will call a Thematic Field Analysis (TFA) (See Figure 6). 

                                                                   Adapted from Wengraf (2001:236) 

 

The BNIM rests upon the distinction within the material of the interview, 

between the data of the lived life and the structure of the told story. Wengraf 

(2001) asserts these must be analysed separately, then the results of the two 

analyses of the separate materials brought together. 
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Figure 4: Extract - Text Structure Sequentialisation (TSS) Wengraf 

(2001) 
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Wengraf (2001:29) defines the lived life and the told story, as ‘two sorts of 

flows of decision-making that, after the interview, the subject can be seen as 

having done’. The first of these is the flow of decisions in a lived life. From 

this according to Wengraf (2001) we then try to see a pattern of choices 

made by the participant in the lived-life of objective life events. This is only 

possible inasmuch as their biographical narrative informs us of these events. 

It has to be assumed that this available record is incomplete. The second 

flow of decisions, (the told story) he explicates, will clearly be a much more 

comprehensive account, as it is a verbal record and is the flow of decisions 

in the telling of the participants’ story. This second flow includes events and 

topics spoken, and in what ways they were spoken of, how they were 

presented and what morals we perceive the participant wants the researcher 

to draw from the narrative, 

 

To achieve understanding of this narration of ‘the told story’ Wengraf (2000) 

suggests that a concept suggested by Scheff (1997) may provide some 

insight into achieving understanding. Scheff (1997) considers understanding 

is accomplished through a process of social and societal contextualisation 

and by relating the smallest parts to the largest wholes: 

“No matter how exhaustive the analysis of the text, the determination 

of meaning will be incomplete and therefore partly subjective without 

referring to relevant historical knowledge…Verbatim excerpts from 

discourse, one might argue, are microcosms, they contain within 
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them, brief as they may be, intimations of the participant’s origins in 

relations to the institutions of the host society”.  

                                                                                               (Scheff, 1997:48)                      

To further assist in the understanding of the narration, and for the most 

comprehensive version of ‘context’ Scheff (1997:54), provides a ‘ladder’ for 

the analysis of the interview material. This ladder provides elements which 

require some consideration:  

 Single words and gestures 

 Sentences 

 Exchanges 

 Conversations 

 Relationship of the parties 

 Life histories of the parties 

 All relationships of their type The structure of the host society: all 

relationships 

 The history and future of the host civilisation 

 The history and destiny of the human species 

Although, as Wengraf (2000) contends, the ‘macro’ end of the ladder is 

surprising, Scheff (1997) argues that in some instances such extremes may 

have to be brought into consideration. With regard to my own analysis, I am 

in agreement with Wengraf (2001) as I did find the first part of ‘the ladder’ to 
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be of use with regard to the understanding of the telling of the told story. 

However the latter part (or upper part) of this ‘ladder’ seemed to be 

extraneous and inappropriate for my analysis. Nonetheless, Wengraf 

(2001:143) himself sees all aspects of the ‘ladder’ as useful. He states, ‘it is 

worth noting that the last three levels of the ladder include cross-cultural and 

cross-time comparison are essential components in the understanding even 

of one particular single moment or single time case’. Moreover, Wengraf 

(2000) maintains that without a contextualisation of the ‘told story’ by the 

lived life and other Scheff fundamentals, it is not possible for the analyst to 

do little more than reprocess the story as told in a more naive, or a more 

complex manner. Furthermore, he contends that we all bring with us different 

issues to the work of analysis, and as such we are also able to construct 

alternative or part/whole ladders of conceptual framework and theorisation. 

By this he appears to be saying that we are unable to avoid our own 

backgrounds and training and they also may be of use and utilised when we 

are undertaking analysis.  

The Biographical Data Chronology (BDC) 

The lived life is comprised of the indisputable biographical data which is 

abstracted from the interview material and any other useful source which 

may be available. It is organised chronologically and expresses objective 

data regarding the participant’s life events as they occurred. As the ‘lived life’ 

of the participant transpires over a period of time – sequentialising (placing 

events in order) the lived life by creating a chronology is necessary in this 

instance. 
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Biographic Data Analysis (BDA) 

The BDA follows the compilation of the BDC and has two principles: firstly, 

datum by datum analysis from which predictive hypothesis is multiplied 

before being refuted or supported by later data: secondly, the multiplication 

of counter-hypothesis and tangential hypotheses in relation to the first 

hypotheses that may be thought of. The strategy for this process was 

developed by Glaser and Strauss (1967) and referred to as grounded theory. 

Wengraf (2001) considers this process should consist of at least two people 

working on the analysis, possibly up to six people. Wengraf (2001) states 

that should you have to work on your own; one must bear in mind the 

importance of the principle of counter-hypothesising and its importance. He 

suggests that in order to expand and use your sociological imagination, you 

must move beyond the hypotheses which your instinct and common sense 

normally constrain you to. As such for every hypothesis you find yourself 

spontaneously advancing, you must develop a counter-hypotheses which 

asserts precisely or thereabouts the opposite of what you have just 

hypothesised. He continues this advice with proclaiming that when this 

process is complete a tangential hypothesis must be developed, one which is 

at a complete tangent to the two previous hypotheses you have just 

developed.  

The Text Structure Sequentialisation (TSS) 

To achieve an understanding of how events and happenings were 

experienced from the perspective of the respondent the text must be 

(according to Wengraf 2001) ‘processed’ into a ‘Text Structure 

Sequentialisation’. This is a description of the sequence of structural 
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changes in a biographical account. Wengraf (2001) defines two main 

dimensions of sequentialising the ‘told story’, these are, ‘themes raised’ and 

‘text sorts’. The flow of the interview (as recorded in the transcript) is then 

turned into a sequence of ‘text segments’. A new text segment beginning 

each time any of the following occurred: 

 The speaker changes shift (from researcher to informant, or vice 

versa) 

 The topic being spoken of changes 

 The manner in which the topic is being spoken about changes 

Following this process, an ‘interpretive’ hypothesis is suggested and, it is part 

of the method that such hypotheses be ‘linked’ to a ‘guess’ as to what the 

shape of the next or succeeding text segments would be like should the 

‘experiencing hypothesis’ be true. This same process is undertaken for the 

flow of life events, and the chronology of the objective facts. Again, as 

before, Wengraf (2001:258) contends: 

 “that if the analysis has to be undertaken by one individual, particular 

attention must be given to the task of the rapidly multiplying ‘counter-

hypothesis’ which feel deeply counter-intuitive to that spontaneously 

developed by your intuition and limited and constrained as it necessarily 

is by personal gender, class, generation, epoch, locality, age and 

circumstances”.  

Wengraf (2001) advocates using DARNE analysis (see below) to assist the 

Textsort change. This is derived from literary theory produced by Breckner 
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(1998). Textsorts in a DARNE analysis are identified as falling into one of the 

following categories and are described by Labov and Walensky (1967: 116) 

as: 

D = Description – namely the assertion that certain entities have 

certain properties, but in a timeless and non-historical way. No 

offering is made of storytelling/narration. There is a sort of timeless 

anthropological present, about the described person, a situation, 

whatever. 

A = Argumentation – namely the development of argument and 

theorising and position taking, usually from a present-time 

perspective, often from a past perspective, often a blend of the two. 

R = Report – This is a form in which a sequence of events, 

experiences and actions is recounted, but in a relatively experience 

thin fashion, such that it appears to be recounted from some distance. 

Very often it provides an overview of a range of events some of which 

are then singled out for detailed narrative treatment. Often, it covers a 

relatively long period of time. The difference between this and the next 

category is one of degree.  

N = Narrative – Namely the telling of a story by which event Y is 

followed event X, and event Z followed event Y, either for causal 

reasons or ‘just because they did’. The story is not told in a very ‘thin’ 

way, like a bare (police) report, but rather in ‘rich detail’, and 

sometimes even in the present tense by the narrator virtually ‘reliving 

from close up’ the sequence of events being recounted. Often there 
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are words, in ‘direct speech’ as said by the actors in the story episode 

being narrated. 

E = Evaluation – The easiest way to think of this is as ‘the moral of the 

story’ – of a thin report or of a rich narrative – stated explicitly as such, 

usually before or after the story-telling sequence in question. 

Wengraf (2001) contends that by using DARNE it will help identify textsort 

changes and result in the process of TSS being more straightforward.  

Thematic Field Analysis (TFA) 

The Thematic Field Analysis (TFA) is undertaken to understand the told story 

of the life narration. Rosenthal (1993) has defined the thematic field as the 

sum of events and situations presented in connection with the topic that 

forms a background against which the topic stands out as the central focus. 

A clarification of the term by Rosenthal, 1993:61): maintains: 

Thematic field analysis (of the TSS) involves reconstructing the 

subject’s system of knowledge, their interpretations of their lives, and 

their classification of experiences into thematic fields. The aim is to 

reconstruct the interactional significance of the subject’s actions, the 

underlying structure of the subject’s interpretations of his or her own 

life, which may go beyond the subject’s own intentions’ 

Wengraf (2001) explains the purpose of the TFA is to comprehend the told 

story of the life narration as constructed by, and subsequently conveying a 

gestalt or pattern or structure that needs identifying. The told story is, 

according to Wengraf (2001:272) ‘the surface under which it is discovered, a 
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flow in and/or of thematic fields, under which a deeper structure is then 

postulated to explain the two upper levels’. The process of generating 

hypotheses about a datum at each stage of the TFA is consistent with the 

process as for the BDA. Likewise on the basis of datum-hypotheses we 

continue to search for the appearance of structural hypotheses concerning 

the TSS narration as a whole. However as Wengraf (2001) maintains, the 

questions asked regarding the sequentialisation are unalike because we are 

analysing the brief history of a textual construction in an interview rather than 

the long history of a lived life. 

Micro analysis of selected segments of the verbatim interview  

The validity of the whole process is then ‘tested’ by a ‘micro-analysis’ (See 

for example, Figure 7, p.122) of critical text segments, moments of great 

salience in the whole interview performance (Chamberlayne & King 1997).  

The micro-analysis is another way of exploring the relationship between the 

participants’ ‘lived lives’ and the ‘told stories’ and consists of a detailed study 

of very small sections of text. Once again in the micro-analysis, these small 

parts of verbatim text are treated in much the same way as with the text 

sequentialisation and the biographical data analysis; and performed on the 

verbatim transcript and the field notes made. Each small segment of text is 

examined and studied for any aspect which is puzzling or revealing. 

According to Wengraf (2001) the BNIM micro-analysis is that of breaking up 

the verbatim text of the interview into very small pieces (datum bits) and then 

performing the activity of multiplying (then verifying) hypotheses about who is 

speaking, what they are experiencing. Every one of these small text  



 

122 
 

                                                                                                                                                                                                 

 

 

Figure 7: Extract from Micro-analysis (Wengraf, 2001) 

Datum Experiencing  Prediction of (Type   
of) Next Words  
in Text 

Effect on 
Hypotheses 
Of Later Data 

Datum 7 1.1 Pride 
 

1.2. Concern for  
Accuracy 

 
1.3. Interest in Dad’s 
subjective experience 

FH. 1. 1. and he did  
very well 
FH1. 2 1. Precise time  
Period 
 
 
FH1.3.1. and he  
disliked it intensely 

 
 
 
 
Strengthened by 
Datum 2 

Datum 2 
 
For, oh since he 
was 14 years 
of age 

2.1. Concern for time- 
accuracy, embarrassment 
about approximation 
 
2.2. Pride in length 
of time worked 

FH2. 1.1. I’m sorry I 
can’t be more precise 
 
 
FH2. 2.1. and he was  
very proud of this  
long record 

Not supported by  
Datum 3 

Datum 3 
 
and he took  
early 
retirement 

3.1. Not concerned with 
father’s experience 
before early retirement 
 
 
 
 
3.2. Concerned with  
father’s subjective 
experience 

FH3. 1.1. and I was  
pleased by that because 
he had more time to 
spend on me 
FH3. 1.2. but I hardly 
noticed because I… 
 
FH3. 2.1. and he was 
very happy at being  
able to retire early 

Not supported by 
Datum 4 
 
 
 
 
 
Not supported by 
Datum 4 

Datum 4 
 
or it was 
sickness 

4.1. Frustrated concern 
for historical accuracy 
about real causes 

FH4. 1. 1. No, I  
remember now, what it  
was that… 

Possibly supported  
Datum 5 

Datum 5 
 
due to the 
death of - ar 

5.1. Concern for correct 
Explanations 

FH5. 1. 1. Will identify 
death and explain that 
 
FH5. 1. 2. Will 
explain how the  
death produced the 
sickness which 
produced the early  
Retirement 
 
FH4. 2.1. Will not  
attempt to clarify 
causal chain 
 
FH5.3.1. Will give a  
status-name, and not 
the family name 

 
 
 
 
 
 
 
 
 
 
 
 
Supported by 
Datum 6 
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segments provide meaning as to the ‘whole’ and the gestalt of the ‘story’. 

The point as always is to illuminate the participant’s choice by exploring why 

other alternatives are not chosen. As noted by Scheff (1997) earlier in this 

Chapter, in his ‘ladder’ the ‘smallest things’ help illuminate the ‘largest 

issues’. Scheff (1997:48) has described these verbatim excerpts as 

microcosms; however he contends that ‘within these microcosms, as brief as 

they may be, they contain intimations of the participants’ origins and life’.  

Different perspectives 

This process described by Breckner (1998) delivers a different perspective 

regarding the BNIM. Breckner (1998) while drawing on Wengraf (2001) 

describes the philosophy of the BNIM as having five stages’: 

 The analysis of biographical data, addressing the chronology of 

experience in the lived life, the lived through the past 

 The analysis of the interview text in a thematic field analysis, aims to 

reconstruct the structuring principles of the story-as-told; its gestalt 

 The construction of a ‘case history’ on the basis of the first two stages, 

addressing how events have been experienced in the past, and how 

the patterns of orientation and interpretation and self-presentation 

developed genetically out of these past experiences 

 Micro-analysis of small selected pieces of text aiming to analyse in 

depth the interrelation between past experiences and their 

presentation and to check hypotheses developed before and in stage 

3 above 
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 Finally, based on the results of the previous four steps, a discussion of 

the inter-relations between the life history and the told story. 

Contrasting the two, aims at formulating a structural hypothesis about 

the principal of connection between the life history (specific sequence 

of lived-through experience in the past) and the told story (the present 

time presentation of specific experiences from that life-history). This is 

known as ‘identifying the case structure’. 

                                                                  Adapted from Breckner (1998:234)   

Wengraf (2001:234) maintains Breckner's process of analysis is ‘aimed at 

the reconstruction of inter-relations between the lived through past and the 

present story in the horizon of future expectations’. Although I found this 

process of particular interest, especially as I am very much concerned in my 

research investigation with ‘future expectations’. However I did not utilise the 

process and steps promoted by Breckner. Rather I followed an adapted 

process of the above method suggested by Wengraf (2001). 

 

Jones (2002) in his PhD research concerning the role of informal carers, and 

entitled, ‘Narratives of Identity and the Informal Care Role’ used the BNIM to 

undertake his research.  Jones (2002) uses analytic induction as a method of 

data analysis. Jones (2002:64) describes analytic induction as ‘a method 

which is derived from Glaser and Strauss’s work on grounded theory, and 

therefore, and suggests is the basis of the data analysis method used in the 

BNIM’. This is in accordance with Wengraf (2001) as the data from the 

objective life events (BDC) and the text structure sequentialisation (TSS) of 
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the evolution of the speech - acts events, the text events, the changing 

structure of the interview, are interpreted according to a single principle 

derived from Glaser and Strauss (1967). The method of analytic induction 

was first described by the sociologist Florian Znaniecki in 1934. In the latter 

part of the last century Znaniecki developed a research technique regarding 

the analysis of human documents (letters, life histories etc.) with the 

influential work of The Polish Peasant in Europe and America with W. I. 

Thomas (1918-1920) (Thomas & Znaniecki, F. 1996). This approach to life 

and lived experience was eventually described as the ‘autobiographical 

method in sociology’ and situated in the theory of symbolic interactionism 

(Mead, 1934). Analytic induction employs a systematic and exhaustive 

examination of a limited number of cases in order to provide generalisations. 

Cressey (1953) asserts the stages of analytic induction are: defining the field; 

modifying the hypothesis or the definitions in the light of this; and reviewing 

further cases (Cressey, cited in Ratcliff, 2000:1). With the method of analytic 

induction, inductive rather than deductive reasoning is involved, allowing for 

modification of concepts and relationships between concepts. The process 

occurs all through the action of doing the research with the aim of most 

accurately representing the reality of the situation. Moreover, no analysis is 

considered final, since reality is continually changing. The emphasis in 

analytic induction is on the whole even though elements and the relationship 

between elements are analysed. A specific case need not necessarily be 

‘average’ or representative of the general phenomena studied. Nevertheless 

it is fundamental that a case has essential characteristics and that it function 

as a pattern by which future cases are defined (Ratcliff, 2000).  
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Jones (2003) asserts analytic induction differs to the more widely used and 

quoted grounded theory (Glaser & Strauss, 1967) in a number of ways, as 

analytic induction tests, as well as generates theory and all available data 

must be used to test hypothesis (Ratcliff, 2000). Moreover (according to 

Jones (2003:65) ‘in interpretive (hermeneutic) research, unlike in grounded 

theory, the goal is to discover meaning and to achieve understanding. 

Inductive research as an alternative to grounded theory’s “constant 

comparisons (typically of cases); it often makes use of techniques which 

share some affinity with phenomenology and hermeneutics”. Jones 

continues to explain that by using analytic induction within a 

phenomenological or hermeneutic approach, a philosophical statement is 

made about the underpinnings of the analysis. Jones, as Wengraf (2001) 

uses a team approach in order to facilitate the analytical process. He 

contends as Wengraf (2001) that by using a ‘reflecting team’ approach to 

data analysis, ‘multiple voices’ are able to create a mix of meanings and a 

collective means of deliberation. Although Jones (2003:67) from the process 

of using the BNIM found ‘individual and unique approaches to data analysis 

emerged’ he still found that when working in a team setting certain aspects of 

the BNIM at times hindered the data’s potential to ‘inform and clarify 

pragmatic considerations, thus creating a need for him to be more flexible’. 

Moreover, Jones (2001) found the stringency of the text structure 

sequentialisation tool too cumbersome in producing data that was practical 

for the reflecting teams within the time allocated for analyses. He contends 

the method seemed to necessitate an adherence to consistencies rather 

than unearthing links founded on spontaneous association. A concentration 
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on the text structure appeared to restrict the ‘reflecting team’s capacity in 

providing multiple intuitive responses to the data’ (Jones (2002:8). Moreover, 

Jones (2001) discovered the configuration of the text structure 

sequentialisation categories appeared to be changing and becoming more 

multifarious with each new publication by its authors.  Subsequently, he had 

to make a judgement to play down an inflexible adherence to this specific 

process of the BNIM. Consequently he focused on the more intuitive and 

inventive possibilities of the data analysis interface by selection of 

meaningful text upon which hypotheses and associations may be made. For 

practical reasons, Jones (2002:67) made the decision to reduce ‘to the 

background the text sequentialisation process and foreground the micro-

analysis of text selection within the team setting’. Micro-analysis aims at 

analysing the interrelation between past experiences and their presentation 

in depth, focusing upon small selected pieces of text and checking previous 

hypothesis (Chamberlayne et al. 2000). This process of abduction or posing 

all possible hypotheses after each unit of text then progressively eradicating 

them requires the restricting of the micro-analysis to any small selected 

fragments of text (Wengraf 2001).  

My approach to analysis and interpretation of data 

I have explained the analytical process of the BNIM according to Wengraf 

(2001); as such this next section explains my own personal approach to the 

analysis. I have taken as my analytical base the principles of analysis 

advocated by Wengraf (2001). The diagram illustrated in Appendix 5, p. 411, 

assists in further elucidating the overall process. Additionally I consider this 
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explanation adapted from Chamberlayne & King (1997) may be useful in 

enabling the reader in understanding and clarifying the process of analysis:  

 The life history emerges from the life events or biographical data, 

which is arranged chronologically.  

 The analysis of the life story is based on the thematic structure of the 

narrative text, an interpretation of interactions between the interviewer 

and the respondent, and of the types of discourse.  

 The history and story are treated as Gestalt like ‘wholes’, the parts 

analysed sequentially, which allows the identification of ‘strategic 

action’ involved in each (Rosenthal 1993).  

 The way in which the life is lived derives from a ‘biographical 

selection’ of which the subject may not be totally conscious.  

 The characterisation of the pattern of selection in the way the way the 

life is lived and the way in which the story is told, constitutes the basis 

for the ‘case structure’. The final product of the analytic process. 

 Thus, this is formulated out of the systematic comparison of lived and 

told life story, in which structural hypotheses concerning both the 

biographical data and the thematic field analysis are refined and 

confirmed or rejected. 

 The validity of the analysis is then ‘tested’ by micro-analysis of critical 

text segments                 

                                             (Adapted from Chamberlayne & King (1997:604)       
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Interpretation of the Biographical Data Chronology (BDC) 

This was the first document I extracted from the data of each of the 

participants. A summarised extract of Barbara’s BDC is illustrated in Figure 

8, p.130. The participants provided the basis of the BDC from the two sub-

sessions (interviews). This is overall the sequence of ‘hard facts’ (Wengraf 

2001) arising from both sub–sessions one and two and any other sources I 

had available, which in the case of my research the environment in which the 

participants lived their lives. The organised chronology expressed the 

‘objective’ data regarding the participants’ lives (the events as they 

happened) and was analysed separately. The events were not given by the 

participants in any chronological sequence; hence they required placing in 

this form of organisation by myself. When I began to construct this 

chronology, I realised that I was lacking some definite dates regarding when 

certain happenings occurred. However, as I had left each of the participants, 

I had asked that if it were to be necessary, would it be possible for me to re-

contact them for further information. Consequently I made telephone contact 

with each participant to ensure that I had this information. Apart from 

requiring this extra relevant information the construction of the BDC’s was 

relatively straight forward. The overall construction of the BDC’s was 

completed in approximately 3-4 hours. The central principles of developing 

the chronologies was not particularly difficult as it related to normal thought 

processes and as such did not offer any conceptual difficulties. 
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Figure 8: Extract Biographical Data Chronology (BDC) adapted from 
Wengraf (2001)  

 

Interpretation of the Biographical Data Analysis (BDA) 

Following the compilation of the BDC, a BDA was undertaken. An abridged 

extract of Barbara’s BDA is depicted in Figure 9, p.132. This analysis of 

biographical data endeavoured to reconstruct the societal, generational, age, 

family and environment related contexts that the individual has lived through. 
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As previously discussed, Wengraf (2001) suggests this analysis is preferably 

completed with an interpretive panel.  However  in  the  case  of  this  

investigation  each  of  the analysis procedures was undertaken exclusively 

by myself. With each of these ‘life experiences’ I asked myself questions 

such as; how could this event be experienced by the participant? How could 

the event or ‘happening, contribute to the life of this participant? Particularly I 

examined life events and changes that had occurred in the life. I was 

concerned to understand why some choices had been made and why some 

had not and how these had affected the life of the individual (Wengraf 2001).  

 

Breckner has suggested that the biographical data be examined in their 

chronological order for each datum and an attempt made to generate as 

many hypotheses and counter-hypotheses as is possible which answer 

these subsequent questions: 

 How may this event be experienced with regard to the content of age, 

personal development, family, generation and background? 

 

 How may the sequence of events so far shape the lived life? 

 

 For each of these hypotheses, what event or phenomenon would I 

expect to come next or follow in the biographical data, or in the later 

life phases? 

                                                Adapted and modified from Breckner, 1998: 93 
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I then considered, given the data that comes next or later in the chronology; 

which of these hypotheses should I consider credible, which should be 

discouraged and additionally, which new hypotheses were suggested.  

    Page 
 
     1-29 

Happening/event/changes           
 
First manifestation of illness in teenage years. Aches and pains. Mother 
described pains as ‘growing pains. Visited Doctor, who found nothing 
wrong. 
 

   21-24 Illness developed slowly over years. 
 

   28-37 Recollections of life before illness became a very real problem. Good 
memories. Sadness thinking of these memories. Loss described as 
erosion. 
 

   38-41 Life changing and not for the better. Losing some ‘faculties/abilities’. 
Questions if this is a result of aging process. 
 

   42-47 Recollecting good memories. 
 

   48-55 Memories of husband. Daughter’s seeing husband do not want mother 
to know they are seeing him as think ‘mum’ will be upset. 
 

   56-66 Barbara is aware daughters have many conversations about her. 
Daughters think mother does not hear them talking about her. 
 

   67-78 Changed relationship with daughters. Feels they are now in charge of 
her and she has now become the child. Thinks they see themselves as 
‘looking out for her’. Says she will confront them some day with this 
issue. 

   79-80 Storyline lost…pause. 
 

   81-85 Talk returns to start of illness. 
 

   86-91      When both children began school Barbara returns to part-time work. 
Financial need as Jack has low wage. 
 

  92-95 Difficulty coping with work and household tasks. 
 

  96-97 Husband does not help. 
 

 98-109    Friends/colleagues all able to cope with work and housework. Thinks 
they were talking about her because she couldn’t. 
 

110.144     Describes work tasks and inability to complete tasks. Keeps problems 
to herself. Managing as best she is able to do. 
 

145.149     Very tired when home after work. Unclear when describing situation. 
 

 

Figure 9: Extract - Biographical Data Analysis (BDA) adapted from 

Wengraf (2001)  
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Interpretation of the Text Structure Sequentialisation (TSS) 

A  TSS of the verbatim interview text of each participant was undertaken. I 

found this task to be challenging. Specifically I used (as suggested by 

Wengraf, 2001 and previously described) the DARNE typology to help 

undertake the task of the text sequentialisation (Breckner, 1998) which 

considers the way in which an individual speaks of and changes a topic as 

being highly significant. To further clarify this process I include a brief extract 

of Barbara’s TSS in Figure 10, p.134. The TSS is a description of the 

sequence of structural changes in a biographical account. Wengraf (2001) 

explicates that when we begin to analyse an individual’s account we focus 

not only on the individual’s story but also on the events and happenings that 

transpired in that individual’s life (the BDC) but additionally the way in which 

those events were experienced and understood from the perspective of the 

individual narrating his or her story.  Wengraf (2001) contends that in order to 

achieve such an understanding, it is necessary to firstly have a technical 

structure of the text. The verbatim text of the interview, according to 

Wengraf, (2001:239) ‘is not adequate and must be processed into the TSS’. 

Description, Argumentation, Report, Narrative and Evaluation, (DARNE) is 

seen as significant by Wengraf (2001) in understanding in the structure of the 

text. Wengraf (2001) has agreed the ‘textsort change’ is very difficult to come 

to terms with. I found defining which category and which segment ‘fit’ in the 

DARNE theory to be challenging. These categories exist on a spectrum and 

there appeared to be many fluctuating cases. Moreover Wengraf (2001) has 

indicated that if the Text Structure Sequentialisation is too extensive then it 

will not be effective. I endeavoured to continue with the process but having 
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no yardstick with which to measure my endeavours I was only able to 

estimate the length of my TSS.  However, I do believe undertaking the 

process heightened my understanding of how the events and happenings 

were understood from the participant’s perspective. Hence I must declare  

                         

It’s hard to remember exactly when. I can’t say I was poorly or 
anything but I just had aches and pains. 
 

Report 
 
 
 

In fact I can probably go back to when I was a teenager, before I 
had the girls or got married. 
 

Evaluation 
 
 
 

My mother used to say I had ‘growing pains’. They might 
have been. 

Evaluation 
 
 

Well that’s if there’s such a thing as ‘growing pains’.  Argumentation 
 
 

My mother took me to the doctor and he…as far as I can 
remember…he didn’t make much of it. 

Report 
 
 
 

I think he gave me a tonic or something…and after that my 
mother gave me cod liver oil. 

Narrative 
 
 
 

I don’t know if it helped or not…it’s a long time since 
now…I’ve always had aches and pains. I thought it was 
normal…well…I suppose it was for me. 

Report 
 
 
 

It’s hard to think how I got like this…it’s happened slowly 
over the years…when I think what my life is like now. Things 
change…don’t they? 

Narrative 
 
 
 

I try not to think about how it was when I could walk and go 
out on my own. 

Report 
 
 

 

 

Figure10: Extract - Text Structure Sequentialisation (TSS) adapted from 

Wengraf (2001) 
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that although I found the TSS to be incredibly complex it was also useful in 

some respects. Moreover, I found as Jones (2003) that the method seemed 

to necessitate an adherence to consistencies rather than links found on 

spontaneous association. This resulted in my following the example of Jones 

(2002) and making the decision to focus my analysis on the micro-analysis.  

 

As I have previously stated, Wengraf (2001) has suggested ‘if you have to 

work alone, then particular attention must be given to the task of the rapidly 

multiplying ‘counter hypotheses’ which feel deeply counter-intuitive to those 

developed by your intuition. I do accept that if others had been involved, their 

input and diversity may have resulted in a much broader and perhaps more 

interesting analysis. Again, including others may have possibly further 

complicated the process.  

Interpretation of the Thematic Field Analysis (TFA) 

On the basis of the TSS of the sequence of text, I continued to undertake a 

TFA of each of the participant’s interview material. An abridged extract of 

Barbara’s TFA is illustrated in Figure 11, p.136. This stage of the analysis 

enabled me to see how the narrated life stories were ordered temporally and 

thematically. In this part of the analysis I was concerned with understanding 

the present perspective of the informant. Additionally I tried to determine 

which structuring principles of selection and which generating structures, 

were guiding the choice of the narrations. Rosenthal (1993:62) believes that 

it is ‘the overall biographical construct’ which determines the way in which  
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the subject reconstructs the past and makes judgments regarding which 

experiences are pertinent and to be included’. As such, the subject  does  not  

just  narrate  a  chronological  account  of  topics  which they think is 

important to the interviewer. When they reconstruct their life history they are 

relating and connecting experiences and events they consider are relevant 

from their perspective. The aim of the TFA was to ‘reconstruct the 

interactional significance of the subject’s actions, the underlying structure of 

the subject’s interpretations of her life, which at times may go beyond the 

subject’s own intentions’ (Rosenthal, 1993: 61). 

Interpretation of the Micro-analysis of selected segments of the 

verbatim interview 

As elucidated previously in explaining Wengraf’s (2001) process of analysis, 

the validity of the whole process is then ‘tested’ by a ‘micro-analysis’ of 

critical text segments, moments of great salience in the whole interview 

performance (Chamberlayne & King, 1997). An abridged extract of Barbara’s 

micro-analysis is shown in Figure 12, p. 138. A more extensive illustration of 

each participant’s micro-analysis is illustrated in Appendix 4, pp. 378 – 411. 

The micro-analysis was undertaken on all the interview data from each 

participant and provided another way of exploring the relationship between 

the participant’s ‘lived lives’ and their ‘told stories’. This process consisted of 

a very detailed study of very small sections of text which I found to be very 

revealing. Once again in the micro-analysis, these small parts of verbatim 

text were treated in the same way as with the text sequentialisation and the 

biographical data analysis; and were performed on the verbatim transcript 

and the field notes I had made. Each small segment of text was examined  
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Figure 12: Extract – Micro-analysis adapted from Wengraf (2001) 

 
DATUM 
 
2.  It’s hard to  
      remember 

 
EXPERIENCING 
 
Some difficulty remembering 

 
NEXT WORDS IN TEXT 
 
exactly when 

 
SUPPORTED BY 

 3.  I can’t say 
 

Trying to describe situation I was poorly or anything  
 4.  I just had 
 
 

Trying to describe how it was 
 at the time 

some aches and pains  

 5.  I can probably 
 
 

Believes she is able to recall 
This 

go back to when I was a 
teenager 

Partially supported  
By datum 3 

 6.  My mother used 
      to say 
     

Remembering her mother’s  
explanations re her illness 

I had growing pains  

 7.  If there is 
 
 

Considering/questioning 
this explanation 

such a thing as growing  
pains 

 

 8.  My mother took  
      me to the  
      doctor’s 
 
 

Thinks doctor was not 
particularly concerned/ 
interested 

as far as I can remember 
he didn’t make much of 
it 

 

 9.  I think Poor recollection but thinks 
doctor gave her some  
medicine/tonic 

he gave me a tonic or 
something 

 

10.  After this my  
       mum 
 
 
 

Remembers mother giving  
her this to try and improve  
her health problems 

kept giving me cod liver 
oil 

Strengthened by  
datum 3 

11.  I don’t know 
 
 

Cannot remember if this  
Helped 

if it helped or not…it’s a 
long time since now 

 

12.  I always had  Believes the ‘aches and pains’  
she had were ‘normal’ 

aches and pains…I  
thought it was normal… 
well…for me 

 

13.  It’s hard to 
 
 

Difficulty remembering how 
she became so unwell 

remember how I got to 
this 

 

14.  It’s happened  
       slowly 
 

Sees it as a slow process over the years  

15.  When I think 
 
 
 

?comparing past and present 
self/situation and changes  
that have occurred 

what my life is now… 
things change, don’t  
they 

 

16.  I try not to  
        think 
 
 

Concerned/saddened when 
remembering this 

how it was when I could 
go out on my own 

Partially supported 
By datum 15 

17.  If I do 
 
 

Does not like to think of and 
recollect these times 

It brings back memories and  
makes me think too much 

Supported by datum 
16 
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and studied for any aspect which I found to be puzzling or revealing. 

According to Wengraf (2001) the principle of BNIM micro-analysis is that of 

breaking up the verbatim text of the interview into very small pieces (datum 

bits) and then performing the activity of multiplying (then verifying) 

hypotheses about who is speaking, what they are experiencing. I found this 

process illuminating as it made me concentrate in some depth on what the 

participant was saying and why this was being said. These small text 

segments began to provide meaning as to the ‘whole’ and the gestalt of the 

‘story’. The point as always was to illuminate the participant’s choice and the 

significance of the choice by exploring why other alternatives were not 

chosen. Again, the process provided profound insight into the participants’ 

lives and their experiences. As noted by Scheff (1997) earlier in this chapter, 

in his ‘ladder’ the ‘smallest things’ help illuminate the ‘largest issues’. Scheff 

(1997:48) has described verbatim excerpts as microcosms, however he 

contends that ‘within these microcosms, as brief as they may be, they 

contain interrelations between these different methods of analyses, I began 

to make connections between each, which eventually resulted in my 

achieving the final analysis of the participants’ accounts. 

Reflections on the interview and analytical processes  

Prior to the commencement of each of the interviews I was anxious and 

apprehensive. However, this initial ‘nervousness’ disintegrated as the 

interviews progressed and I became fascinated by the narrators’ ‘stories’. 

Listening to the participants’ stories was captivating and often emotionally 

touching. I was also aware that as a nurse and with my own ‘life history’ I 

already had pre-conceived, socially constructed ideas based upon what 
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illness means to the individual with illness and their family. Many of the 

‘stories’ told reflected my previous understanding. However, I was always 

open to fresh interpretation and the opportunity to gain some fresh insight 

into the participants’ perspectives and how they had arrived at these 

interpretations.  

 

At times it was not easy to take notes during the interviews as I found it 

difficult to break my eye contact with my subject. This was particularly so 

when I was interviewing Barbara as each time I lost eye contact, Barbara 

paused and her narration came to a halt. Barbara then waited until I had 

completed my note taking and I had once again assumed my eye contact 

with her before she continued. This also occurred when I was interviewing 

Linda and Susan, although it wasn’t so obviously apparent.  

 

On completion of each interview, the process left me experiencing a 

sensation of feeling ‘emotionally drained’. Additionally, as I have a ‘chronic 

illness’ myself, I identified (perhaps over-identified) with certain aspects of 

the informants’ ‘stories’. Initially, as I have explained previously and prior to 

undertaking this research, I had considered using the phenomenological 

approach of bracketing my own personal issues. The interview process I 

have just completed has made me very aware of what an impossible task 

this would have been. I now believe that only by being honest and open 

regarding ‘myself’ and my personal experiences and integrating ‘myself’ into 

this research I was able to gain further insight into the area. As Freeman 
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(1993) (in Jones 2001:12) has declared, ‘essentially, the task of 

interpretation necessitates critical self-reflection for there to be validity, and a 

respect for the autonomy of the text ‘. 

 

Immediately after leaving the participants’ homes, I found a quiet place to 

park my car and wrote some lengthy notes on my ‘interview experience’. 

Wengraf (2001) suggests these ‘debriefing notes’  are as important as the 

interview tapes for personal learning, and must be done as early as possible 

in order to lose as little as possible of the interview experience. These notes 

have proved very useful, and writing them so shortly after the interviews 

were concluded, enabled my recollection of the interview process to be fresh 

and clear in my mind. I had concerns that if I allowed  further time to elapse 

before writing up these notes I might have failed to remember certain 

aspects of the ‘interview experience’ which possibly would have been 

detrimental for my analysis.  

 

On listening to the audio-tapes for the first time, I made notes regarding the 

memories and thoughts the audio-tapes caused me to recollect regarding the 

interviews. These accumulated notes have become very significant in my 

later reflections of the interview process and have enabled a profound 

understanding of each interview situation. I followed the guidance of Wengraf 

(2001) at this point and just allowed myself to listen to the audio-tapes, giving 

no thought to undertaking the transcriptions at this time, rather just 

endeavouring to ‘make sense of what was said’ and ‘a holistic sense of the 
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whole’. Finally, when I was unable to recollect any further details regarding 

the interviews, I began the process of transcribing. 

 

Throughout the process of transcribing, and in order to again stimulate my 

recollection of the interviews, I continued to write comments regarding any 

thoughts that were occurring to me from the interview data. These included 

any change in the informant’s voice, change of pitch, slowing down of the 

speech etc. (Bailey & Tilley, 2002). Additionally, and at the same time, I tried 

to recall the facial expressions of the informants and any changes in their 

body posture. The interviews themselves were transcribed verbatim and in 

full. At this point I did not ‘tidy up’ the data in any way or punctuate the text. I 

printed two copies of all six interview transcripts in this format, to allow me to 

return to read them again in this initial form, should this prove to be 

necessary. At a later stage, when I had tried to ‘make more sense’ of what 

was said, and after reading through the transcripts several times, and in 

order to make the transcripts easier to read, I ‘tidied’ and punctuated the text. 

Following this, I organised the now ‘sanitised text’ into a numbered line 

format and a column into which I would be able to write further notes or 

comments. I printed two copies of all these transcriptions.  

 

Moreover, I found the analytic processes in the BNIM, although amazingly 

revealing, to be intense, prolonged and intricate. Perhaps this was because I 

did not use a ‘team approach’ to assist with the analysis of my data, making 

the process even more prolonged. On occasions the process required such a 
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degree of painstaking concentration and hours of work, that I almost wished I 

had selected another method. However when I had completed the process I 

was pleased not to have ‘given up’ as the end reward and the outcome have 

proved to be gratifying and meaningful. 

Summary 

I have endeavoured to describe my analytic strategy in as much depth as is 

possible considering the very complexity of the method as it is described by 

Wengraf (2001).  In order to achieve my research aims and objectives, I 

consider it was necessary for me to conduct such an in-depth analysis.  

Undertaking the analysis was a long, time-consuming and meticulous 

process. The analytical detail required in the approach is extensive. 

However, my ultimate goal was to achieve an accurate interpretation of my 

participants’ ‘stories’, and I consider that my analytical strategy has allowed 

this. Furthermore although I have used examples from the account given by 

Susan, the same process of analysis was used for each of the other 

participants. 
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Chapter 6:  Introducing the participant’s, revisiting ethics and 
my personal reflections                         

Overview 

This chapter begins by exploring a number of the ethical issues which I 

consider are particularly relevant to this type of research study. Next I 

introduce the three women who participated in the research project. It is 

thought that doing this will allow the reader a sense of the cultural, social, 

structural and relational background against which the narrative accounts are 

positioned and presented in the later analysis.   

Revisiting ethics                                                                                                         

I have previously described my approach regarding the ethical issues 

involved with this research study (see Chapter 4). However I consider that 

there are several further concerns that I must refer to in this chapter. Firstly 

researchers must collect, analyse and report the data, if possible without 

disclosing the identities of the participants. As I have previously stated, I 

have in the research endeavoured to remove any ‘identifiers’ which may 

identify the participants by giving pseudonyms and I have changed many 

other details which may identify them.  Nevertheless, I am aware that 

contextual identifiers in the participants’ life stories remain. Kaiser (2009) 

asserts this is especially true for participants who have encountered atypical 

life events or for those participants who are exceptional in some way. Hence 

I had to take into account whether specific quotations and certain parts of 

their ‘stories’ may lead to the participants’ identification by deductive 

disclosure. Tolich (2004) maintains that a principal concern must be whether 

the people with whom the participants have associations with will be able to 
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recognise the participant given the information they have of him or her. The 

researcher must take responsibility for deciding what facets of an individual’s 

stories or life events need to be altered to preserve confidentiality and 

anonymity (Kaiser 2009). I am conscious that there has to be a balance 

regarding this as changing some details, for example, quotes from the 

participants, may change and destroy the original meaning of the data 

(Kaiser, 2009; Smythe & Murray, 2000; Borland, 1991). I reflect upon Tolich’s 

(2004) assertion regarding the identification of participants and I deliberated 

whether my participants may be recognised by those in a relationship with 

them. This concern has been discussed with participants both prior to and 

throughout the project and they continued to be comfortable with being 

involved in the research. 

 

Secondly, and as the interviews delved deeply into the personal lives of the 

participants, I have again considered whether the interview process caused 

the participants any serious or long lasting emotional distress. I was 

concerned that on occasions all three of the participants were affected to 

some degree by the interviews. However none of the participants asked for 

their interviews to be terminated and where some distress was apparent, this 

did not appear to be sustained. In fact all the participants seemed to gain 

some satisfaction from the interview process. In particular Barbara, the 

participant with the chronic illness, considered her ‘talking’ had a therapeutic 

effect on her. Corbin and Morse (2003:335) contend that ‘despite evidence 

that qualitative interviews may cause some emotional distress, there is no 

indication that this distress is any greater than in their usual routines or that it 
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requires follow up counselling’. Again Corbin & Morse (2003) concluded from 

their research that distress caused by interviews was generally short lived 

and the clinical skills of counsellors were not usually required.  

Introducing the participants 

Each of the following summaries of the ‘lived lives’ of the participants are 

produced from an expansion of the Biographical Data Chronologies  

described by Wengraf (2001) as ‘objective event data’, the Biographical Data 

Analysis and additionally each are supplemented by the notes I made in my 

research journal following each interview. Wengraf (2001) contends that the 

construction of this intermediate document is useful in that it may be used in 

a number of ways. He suggests that these documents are advantageous for 

the later analysis and possibly for using as a document for later presentation 

purposes. Possibly this section should be a part of the analysis chapters, 

however, I am using these ‘intermediate documents’ at this preliminary stage 

as I consider that the reader will be assisted in understanding the later 

analysis by having a profile of each participant at this point of the thesis. 

Barbara  

Barbara is 59 years of age; she was born in 1953 in the North of England. 

She was an ‘only child’ although previous to her birth her parents had 

another child who unfortunately survived for only a few days. Barbara’s 

parents were both almost forty years of age when she was born.  According 

to Barbara her parents were happily married and were ‘good parents’ and 

very supportive during her childhood and teenage years.  Barbara had some 

symptoms of illness during her younger years which were dismissed by her 
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GP as of no consequence. Following her early teenage years Barbara 

described how she left school and started working in full time employment. 

When she was in her late teenage years Barbara’s parents both passed 

away. Her father died suddenly of a heart attack and shortly afterwards her 

mother was diagnosed as having bowel cancer and after a brief illness she 

too passed away. Barbara spoke of how she found these events traumatic 

and described their deaths as leaving a ‘big hole in her life’. Barbara met 

Jack her future husband while her mother was ill. When she was 23 years of 

age she married Jack and soon after gave birth to her first child, Linda. Two 

years later her second child, Susan was born.  The years following the birth 

of her children have been described by Barbara as fairly unproblematic with 

regard to her health problems and also depicted as being relatively happy 

years. Jack was not aggressive towards Barbara at this time although he 

became somewhat short tempered and unable to cope very well with the 

demands of his young daughters. Shortly after her second child had started 

to attend school Barbara returned to work. She revealed that she found the 

work to be physically demanding as she was on her feet all day and had to 

use her hands extensively. Barbara portrayed this period of her life as 

difficult, as managing her paid employment, caring for her two daughters and 

a husband while additionally striving to undertake domestic tasks had a 

detrimental effect on her health. These circumstances resulted in a visit to 

her GP where she had a test which proved to be negative. Hence Barbara 

continued to work and try to manage her daily tasks.  
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During this challenging period, Barbara’s husband Jack left her to live with 

another woman. This development was possibly responsible for an 

exacerbation of her health problems and concluded in Barbara falling while 

visiting the shops. Following this occurrence and when she was only 47 

years old, she was eventually diagnosed as having rheumatoid arthritis. 

Afterwards, partially because her mother required support, Linda her eldest 

daughter returned to the family home with her own daughter Melanie. Linda 

and her sister have subsequently helped care and support Barbara. In 

addition Barbara has some professional support although this is perceived by 

her as inadequate. 

Linda  

Linda is Barbara’s eldest child and is 33years of age. Her younger sister 

Susan was born when Linda was two years of age. She has explained that 

she was aware from an early age that her mother always appeared to have 

some health problems which she has described as having a negative effect 

on her childhood. Linda perceived the health problems her mother was 

experiencing at this time were a means of gaining attention from her father. 

When her younger sister started school her mother returned to part-time 

work, Linda was then eight years old. At the age of sixteen Linda left school 

and began work in the local pharmacist’s. Shortly afterwards she met her 

future partner Christian who was several years older than her. When Linda 

was seventeen years old she left home to live with Christian. At this point in 

time Linda was in the early weeks of pregnancy. Melanie, Linda’s daughter 

was born when Linda was eighteen years old.  
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When Melanie was one year old Linda’s parents separated and her father left 

her mother to live with a new partner. Linda explicated she was aware her 

mother was experiencing some difficulty coping with this situation and had 

been unable to return to work due to the distress she was undergoing. 

Linda’s own relationship with her partner Christian was at the time 

particularly troubled. Christian was addicted to heroin and used their money 

to purchase drugs. This often resulted in Linda not having money to buy food 

or pay bills. Nevertheless Linda continued to stay in the relationship until she 

discovered Christian using drugs when Melanie their daughter was present. 

Concurrently her mother’s health had deteriorated, she was diagnosed with 

rheumatoid arthritis and required some support and care.  Subsequently, 

Linda considered at the time that a solution for both her own and her 

mother’s problems was for herself and her daughter to return to the family 

home. This made it possible for her to care for her mother. Melanie Linda’s 

daughter was three years old at this time. Melanie is now 14 years of age. 

 

As such Linda was very young when she became a full time carer to her 

mother. Susan her younger sister contributes to caring for their mother. 

However Linda has indicated there is some conflict between her and her 

sister regarding the ‘sharing’ of this care.  Moreover Linda has conceded that 

she cannot leave as her mother is unable to manage without her care and 

support. She is aware that if she and her daughter were to leave they would 

not have the money to buy or rent a property of their own. Linda also realises 

that her daughter is very fond of her grandmother and these feelings are 

reciprocated by her grandmother. 
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In addition Linda does not consider the professional support they receive is 

adequate. Nonetheless although she sees the carers as incompetent in 

many ways she regards them as useful in that their visits help her feel ‘less 

alone’ in her role as a carer. She understands more help may be available to 

them but will not pursue this as her mother does not wish to do so.  

Susan 

Susan is Barbara’s youngest child and is 31 years of age. She has described 

herself as having a closer relationship with her mother than her sister Linda 

and portrayed Linda as her father’s ‘favourite’ when they were children. She 

also recognised her mother had some problems with health issues when she 

was very young. Susan considered her father saw her mother’s health 

problems as a means of attention seeking.  As a child she perceived her 

mother’s illness was a source of disharmony between her parents.  When 

Susan was six years old her mother returned to part-time work, which she 

observed increased the discord between her parents. At sixteen years of age 

Susan left school to become a trainee hairdresser. Her sister Linda had left 

home prior to this time to live with her boyfriend. Linda was then pregnant 

and Susan became an aunt when she was only sixteen. Her father left home 

to live with a new partner shortly afterwards. As with Linda, Susan 

recognised her mother had difficulty dealing with these circumstances.  

 

Susan married her boyfriend Kevin when she was eighteen years old and the 

couple bought a house quite near to the ‘family home’. At this same time her 

mother’s health deteriorated further and she required some care and 
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support. Susan saw Linda returning home with her niece as a solution to 

both her mother and her sister’s problems as she was mindful her sister’s 

relationship with her partner had ended and required a place to live. Susan 

continued to assist her sister with her mother’s care when she was pregnant 

with her first child. Following the birth of her daughter Grace, she very soon 

returned to part-time work but continued to contribute to the care of her 

mother. 

 

Susan continues to work part-time; although she has reduced her working 

hours. This has allowed her to have more time in assisting Linda with her 

mother’s care. Nevertheless she has acknowledged Linda is responsible for 

the greater part of this care. However Susan sees this situation as having 

transpired since Linda lives with her mother and as hasn’t a home of her own 

and a husband to care for. She perceives the arrangement as (or ought to 

be) suitable for both of them. The time Susan has available to assist in the 

care of their mother is limited due to her part-time work. She has justified 

these circumstances by saying she has to work as they need the money to 

allow her family to have ‘extras’ such as holidays and occasionally dine out.   

 

Susan considers she spends all the spare time she has available, caring for 

her mother. This has caused some conflict with her husband  Kevin, who has 

proclaimed she ought not to be spending all this time with her mother and 

should be at home caring for him and their daughter. Grace her daughter is 

now ten years of age. Susan has depicted Kevin as selfish, possessive and 
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unwilling to ‘share her’. In addition Kevin is trying to persuade Susan to move 

away from the area which in turn would result in her being unable to 

contribute to the care of her mother. Nevertheless although Susan has 

recognised she has some commitment to her husband, she also sees herself 

as having a responsibility to help care and support her mother. Furthermore 

she is conscious that Linda is opposed to her ‘moving away’ as she has 

realised she will then be left with the total responsibility for the care of her 

mother and does not think she will be able to manage and cope with this 

situation. Susan has explicated that this state of affairs has resulted in her 

feeling very much ‘under pressure’ from both her sister and her husband and 

cannot see a way this predicament may be resolved. She has contemplated 

refusing to move away but knows this will make Kevin very angry. These 

circumstances have resulted in Susan being unable to sleep and losing 

concentration when undertaking her paid employment.  

Summary 

This chapter has considered some further ethical issues involved in this 

particular type of research. The key part of the chapter is the introduction of 

the three participants. The ‘lived lives’ of the participants are constructed by 

a process of ‘re-assemblage’, which is a result of the pulling together of the 

bits and pieces of each participant’s ‘stories’ and reconstructing the story 

chronologically.  As I have explained previously in Chapter 5, the ‘lived lives’ 

are abstracted from the interview material, the researcher’s ‘journal’, the 

Biographical Data Chronology and the Biographical Data Analysis  (Wengraf, 

2001) and expresses the ‘objective’ data about these individual’s life, the life 

events as they happened.  The ‘lived lives’ in this chapter have hopefully 
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created a framework on which the eventual ‘told stories’ are to rest upon and 

hopefully as I have articulated earlier will provide a ‘tool’ for the reader to 

refer to in the later analysis.  The intention was to provide a starting point to 

beginning the interpretation by extracting facts and events in those lived 

lives.  Clearly it is assumed that these ‘lived lives’ are an incomplete record. 

The following chapters will be concerned with the ‘told stories’ of the 

participants and the flow of decisions in the telling of their stories.  
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Chapter 7:  Barbara                                                                            

Overview 

This chapter offers an analysis and interpretation of Barbara’s biographical 

interview. First, I briefly reflect upon the possible effects my presence may 

have had on this interview with Barbara. Subsequently I explore the effect 

Barbara’s illness has had on her close family relationships and the impact 

the illness has had on ‘self’ and ‘identity’. Finally, I conclude with considering 

the significance ‘Barbara’s story’ has concerning herself and family, and 

additionally with achieving the aims and objectives of this research.  

Personal reflections 

Ellingson (2006) maintains researchers must question ways in which 

participants have related to them in fieldwork in order to allow transparency 

and trustworthiness in the research process. Although all researchers have 

bodies which I contend cannot be ignored in research, my own disability 

which is plainly manifest by my poor mobility and the use of a walking stick, 

means that neither myself or the participants were able to disregard my 

troublesome body. I am mindful that I am marked physically as a patient 

even when I want to be identified as a researcher. Thus I am required in this 

research to question how my impaired body has affected my interviews with 

Barbara. This is particularly important as Barbara also has a condition which 

affects her mobility. Likewise I must acknowledge the fact that my previous 

profession as a nurse of which Barbara became aware, may also have 

affected the way in which Barbara responded to me in this research. 
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Initially Barbara made no reference to my mobility problems, however during 

the interval between the two sub-sessions she enquired of my problems. I 

responded with being as open and as honest as I was able without delving 

too deeply into my health problems. I consider that because of this dialogue 

Barbara was perhaps more forthcoming regarding her own health 

circumstances as she saw us as having some commonalities. She was 

particularly amenable in providing information regarding some intimate 

matters. This was possibly as she knew that I also had some nursing 

experience. Beyond this it is quite difficult to ascertain if my position as a 

researcher or the data collected in the interviews was influenced to any great 

extent by my own health issues.  

Introduction 

Barbara was the first participant I interviewed. The interviews took place in 

Barbara’s home. Barbara’s participation consisted of two interviews, which 

were undertaken according to the protocol of the Biographic Narrative 

Method (BNIM) (Wengraf 2001) as sub-sessions one and two. I endeavoured 

to follow Wengraf’s advice regarding this, although this was not without some 

intense deliberation at times. The total time involved for these two interviews 

was approximately three hours. In order to provide the reader with a 

contextual backdrop to the interviews, a description is provided of the 

environment which Barbara inhabits. 

The Environment 

Having an understanding of the environment in which Barbara lives is 

relevant to the research aims as this increases an understanding of 
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Barbara’s ‘lived life’ and the effect this has had on her present ‘self’ and 

‘identity’. Furthermore, by having knowledge of Barbara’s environment and 

the family’s reaction to this environment, it is possible to place Barbara’s life 

in a framework which facilitates an awareness of the relationships between 

family members as this is also relevant to the research objectives of this 

study. In addition the description of the environment in which the participants 

perform their daily tasks and live their lives assists the reader in becoming 

familiar with the environment in which Barbara and her family live. This 

comprehension specifically assists in addressing the research aim of 

understanding how chronic illness is incorporated into the lives of the family 

members. The data from the environment and the conversations which 

occurred before the sub-sessions were written in note form following the 

interviews and analysed along with data from the interview transcripts. 

Permission was given from Barbara to allow the use of the data attained 

regarding the living accommodation and the data obtained in these 

unrecorded sessions. 

 

Barbara’s living accommodation was arranged downstairs, this was she 

explained, as she was unable to climb the stairs to access the bedrooms due 

to her mobility problems. According to Barbara the arrangement was 

organised by her daughter Linda. Barbara was not happy with this layout and 

the arrangement; she described it as making her feel like ‘a prisoner in her 

own home’. This specific phrase was repeated several times by Barbara prior 

to recording sub-session one.  Additionally, Barbara’s access to other 

downstairs rooms was limited. For example, access to the kitchen, as the 
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angle into this room made it impossible for her to manoeuvre her wheelchair 

around this awkward corner. There was no mention by Barbara of the 

possibility that the door frame may be enlarged, which would have improved 

her access to the kitchen.  

 

Barbara described her thoughts to me regarding the living arrangements:  

“It’s made me more reliant on my daughters. I can’t get into my 
kitchen now. I’m stuck in this room more or less every day and all 
day. Our Linda doesn’t seem to want me to have a stair lift. I know 
it would have been expensive but I think we could have got some 
help, financially.   I used to like sleeping upstairs; I’m not at ease 
sleeping downstairs. Anyway I suppose I’ll have to put up with it 
now. I’ve tried to see about getting a stair lift but our Linda seems 
to try and stop it happening.  So as I’ve said I’m a prisoner in my 
own house nowadays” 

 

Barbara positions herself here as powerless to change this environmental 

situation. In particular, she found the idea of sleeping downstairs 

inappropriate. It was not easy to assess from Barbara’s narrative to what 

extent she had tried to oppose her daughter in this impasse. Nevertheless, it 

does appear that in this Barbara had acquiesced, sanctioning her daughter 

to take control. In some ways this perhaps compares to Gordon’s (1966) 

description of the ‘impaired role’ with the individual no longer seeing 

themselves as being responsible for their own lives and decision making. 

Moreover it was difficult to gauge from Barbara’s narrative Linda’s reasons 

for her objection to her mother having a stair lift and being able to access the 

upstairs sleeping accommodation. I postulate if this was perhaps because 
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Linda required her own corporal space and that her mother having the use of 

the stair lift may have impinged on her own spatial environment.  

 

Barbara’s feelings of restriction appeared to stem from her only being able to 

use a limited amount of her living accommodation. Moss & Dyck (2003) 

suggest that with a chronic illness such as rheumatoid arthritis, where illness 

has already confined the body, restriction on environmental mobility bringing 

about a further sense of confinement, which subsequently results in a sense 

of loss of control. From Barbara’s narrative it does appear she has lost some 

of her independence and control in the organisation of her living 

arrangements. Moreover, as discussed previously in Chapter Two, Galvin 

(2005) discovered in her research that one of the main areas of identity 

affected by illness and disability are those related to independence. Moss & 

Dyck (2003) have asserted that when individuals are allowed to have choice 

and make autonomous decisions they are able to preserve and create their 

self-respect and self-esteem. Striving to retain some control in her 

environment, and have some involvement and responsibility in this decision 

and this part of her life appeared to be of importance to Barbara. Though in 

some respects Barbara has intimated, albeit reluctantly, resigned herself to 

her present circumstances as she has stated ‘I suppose I’ll have to put up 

with it now’. Charmaz (1987) observed in her research that most individuals 

with chronic illness do reconcile themselves to illness and attempt to 

accommodate it. However according to Charmaz (1987) the individual 

although becoming reconciled to illness and its effects as they experience 

them in the immediate present, are unable to conceive of this same situation 
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continuing in the future. Furthermore and according to Charmaz (1997) the 

degree of ‘acceptance’ of illness the individual exhibits, reveals the 

individuals views of self and their theories of identity and reflects the amount 

of assault upon the self which they are able to tolerate. For Barbara it may 

not just be a struggle against the loss of her independence but additionally, a 

freedom to act in such a way as to limit the influence the dominance her 

illness has on her and others in her life.  

Preliminaries  

Following the initial discussion with Barbara regarding ‘her environment’, I 

continued to make clear a few relevant points to Barbara regarding the 

interview process. We had already talked about how the interviews were to 

be done and had gone through the information sheet together which I again 

reiterated to Barbara (Appendix 2). My initial research question to Barbara in 

this first sub-session was “Please could you talk about your life and your 

illness and what it means to you and your family?” The second sub-session 

was different in that there was no specific initial question, rather, I 

concentrated on the several topics raised by Barbara in the first sub-session, 

from which and according to the BNIM (Wengraf, 2001) I asked Barbara to 

enlarge upon or clarify in order to produce more narrative (See also Chapter 

4). 

 

As I have explained previously in Chapter 5, Barbara’s micro-analysis, BDA,  

BDC, TFA and to some extent the TSS are used in the interpretation of this 

narrative. 
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Barbara’s story 

The onset of illness 

After a brief pause, Barbara began to tell ‘her story’ giving an account of her 

life starting with her childhood and her recollection of these times. She was 

unable to remember exactly when she started being ill: 

 “It’s hard to remember when it started…I started not being well a 
long time since. I can’t say I was poorly or anything; I just had 
aches and pains. In fact this probably goes back to when I was a 
teenager, well before I got married and had the girls. My mother 
used to say I had growing pains when I was a child…they might 
have been...that’s if there’s such a thing as growing pains. My 
mother took me to the doctor’s, but he wasn’t really interested”. 

Dowrick et al. (2005) maintain that with an illness such as rheumatoid 

arthritis the symptoms may start at a very early age and continue for many 

years before a diagnosis is made. As will be discussed at a later stage in this 

chapter this appeared to be the case with Barbara. This initial visit to the 

doctor with her mother left Barbara without a medical judgment concerning 

her health problems. Barbara’s symptoms were attributed to something of no 

consequence by the doctor and according to Barbara’s recollections; it 

appears a ‘tonic’ of some sort was prescribed. However, with regard to my 

initial research aims of wanting to understand if chronic illness brought about 

changes to self and identity. From Barbara’s narrative it may perhaps be 

considered that her health problems were already present in her childhood 

years and even then having an effect on her and perhaps bringing about 

some changes on her ‘self and identity’. Merleau-Ponty (1996) considers that 

when a person experiences changes in the body and the body begins to 

become unfamiliar, so does our being-in-the-world. Thus our bodies are the 

embodiment of who we are (Merleau-Ponty, 1996) meaning the self 
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becomes what it is through the body (Corbin and Strauss, 2003). It is 

noteworthy that Barbara embarked upon ‘her story’ beginning with her 

childhood experiences of her physical symptoms. Letourneau (2001) asserts 

that the narratives individuals construct of themselves comprise of a 

sequence of consistent adjustments of their past experiences in light of their 

present and their future. From this standpoint identity may be perceived as a 

continual re-interpretation of self. Hence identity is not fixed but changing 

and alive. Again and relevant to Barbara’s construction, Letourneau (2001) 

suggests meaning is given to one’s life very early, when the individual is a 

young child. At this early age whether consciously or not the problem of how 

the individual sees themselves is constant through all life’s transitions and 

represented in self-narrative.  According to Letourneau (2001) identity is in 

short the expression and product of a thought process in which the individual 

thinks through their lives and edits the past in the light of concerns currently 

facing them in order to be able to move forward to the future. As such 

Barbara’s initial childhood notions of her physical symptoms and others 

response to these symptoms may well have affected her present and future 

life. 

 

Following her initial visit to the doctor according to Barbara’s account, she 

endeavoured to continue with her life gradually accommodating it to the 

vague symptoms she was experiencing. Weitz (1991) and Charmaz (1997) 

agree that those with chronic illness often make firm separations between 

their impaired bodies and their self-concepts, (the feelings they have 

regarding the characteristics, attributes and attitudes an individual holds 
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about him or herself). Both these authorities maintain that by doing so they 

are able to separate their illness and their lives and hence are able to dispel 

disturbing feelings they may have about themselves and their bodies.  

Barbara explicated how she tried during this period of her life to learn how to 

live within her body’s limitations, although she realised that she was 

‘different’ from others in some respects: 

“I always had aches and pains...I thought it was normal...well...I 
suppose it was for me. There were things I couldn’t do that my 
mates at school could. I could never join in with a lot of games and 
stuff. Oh...and I dreaded P.E. at school. I used to get my mum to 
write me notes to say I wasn’t well. Sometimes I hid in the toilets 
so I didn’t have to do things like cross country running. When I 
had to do P.E. I used to be exhausted and always had joint pains 
and that for days afterwards” 

 

Barbara had to assume this lifestyle was normal for her as she had no other 

basis of normalcy with which to make a comparison, apart from the 

recognition that her friends were able to perform activities that she was not 

comfortable with.  As her problems and difficulties were not so troublesome 

she was unable to continue with her life, Barbara’s family took no further 

action and made no further approach to see a doctor again at this time. 

Barbara continued to render an account and recounting past memories. I 

reflect upon why Barbara frequently returned to her past life. Maines et al 

(1983) have observed ‘recollections’ as possessing greater vitality when 

incited in reconstructing and reliving the past.  They maintain that when an 

unknown and uncertain future looms ahead, the past takes on fresh and 

inflated meanings from the advantageous point of the present. Additionally, 

they assert comparing past and present self may make the former self 
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preferable. Although from this portrayal by Barbara, life in this past time does 

not provide a positive depiction.  

Evoking the past 

Nonetheless although Barbara has maintained she tried not to think of her 

past life, here again she continued to speak of the past. Hochschild (1979) 

as with Letourneau (2001) considers that the previous views of self define 

and restrict present feelings and present and future may become merged 

with the past. Hochschild (1979) contends that reiterating past events are a 

way of categorising, circumscribing and elucidating former views which 

comprise the self. Hence the ill individual undertakes considerable 

reconstructions to enable an understanding of present feelings in relation to 

a past self. Barbara recounted her past, comparing ‘past self’ with ‘present 

self’: 

“I try not to think about how it was when I could walk and go out 
on my own...If I do it brings back memories and makes me think 
too much to how it was...I know there’s a lot of good 
memories...but it still makes me feel a bit sad as it’s changed now. 
The whole of getting to where I am now is well...it’s like an 
erosion...like bits of you keep stopping working; if you see what I 
mean...well...it’s something like that. Bits of my life have kept 
changing...and not for the better” 

 

Here Barbara is describing a reshaping of her ‘self’ and ‘identity’ which was 

very much a part of the process I sought to understand in accordance with 

my research aims. Barbara when rendering this account appeared to be very 

sad when recollecting her past. Possibly, this demonstrated she was going 

through a grieving process for the ‘lost self’ which had resulted from her 

illness. Furthermore this reluctance and sadness Barbara was experiencing 
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may conceivably denote Barbara was having some difficulty coming to terms 

with a ‘new self’.  Davis (1979) suggests trying to recapture the past is a 

means of reaffirming the significance of self, in both a symbolic and actual 

way. Charmaz (1997) contends that longing for the past fades if a new self 

and identity emerges after or despite illness. However if this renewal does 

not occur, longing for the past continues and subsequently the individual may 

experience incessant sorrow and depression. This may well be part of the 

erosion Barbara has described. There were times when I was listening to 

Barbara’s narrative, I perceived her to be in this constant cycle of sorrow and 

depression. Yet in some instances and when she was in a more positive 

mode I believed her to be progressing towards the emergence of a new self 

as described by Charmaz (1997). At this juncture in her account, Barbara 

focused her attention on her past and present family relationships. 

Relationships – legitimisation and discord 

I have stated in my research aims that I sought to understand the effect 

chronic illness has on relationships within a family Barbara continued her 

telling of past times and recollecting the good times she had with her 

husband and children. She spoke of the periods when Jack, her husband, 

cared for her and when she cared for him. These instances were spoken of 

with emotion and sadness and appeared to be profound and cherished 

memories for Barbara: 

“I’ve got good memories of my children...when I was 
young....when they were born...birthdays and Christmas. There 
were good times with my Jack... my husband, as well...the times 
when we cared about each other... (Barbara smiles as she 
recollects these memories). We don’t see him now....well I never 
see him...I think they might (her daughters) in fact I’m sure they 
do...but they don’t tell me. I think they think it will upset me. I can 
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hear them talking when they think I can’t hear them. My hearing 
hasn’t gone yet”. 

This construction by Barbara is of a past with happy memories perhaps 

offering solace for a present time with complications. Lear (1980) found 

relationships with family members may change when illness occurs. How a 

husband manages the changes that occur according to Lear (1980) affect 

the nature of the relationship. Lyons et al. (1995) profess relationships which 

were previously acrimonious before illness result in a greater strain being 

placed on the marriage and the partner who is not ill being defined by them 

as becoming more critical and less supportive. In addition, although several 

years have elapsed since the breakdown of the relationship it seemed 

Barbara was being excluded from her daughters’ relationship with their 

father. Possibly, although it may cause some distress for Barbara, it would 

perhaps have been better if her daughters were more open with their mother 

in such instances. Interestingly, Barbara referred in this telling, to her 

husband quite possessively, as ‘my Jack’.  

 

Symptoms of illness changed Barbara’s life and had an effect on her marital 

relationship:  

“I had to go back to work ...we needed the money so you just have 
to carry on. My legs ached and my back...oh…and I was just so 
tired. When I got home and after I’d made the dinner and cleaned 
up I just wanted to lie down. I hadn’t the energy for nothing else. It 
was at this time...when...everything gets a bit muddled up; Jack 
started going out more and more. He was drinking 
more...spending money we didn’t have...but what can you do? It 
all worried me but in a way I was glad because I could go to bed 
and didn’t have to listen to him going on at me. He said I had to go 
to the doctor’s if I wasn’t right and I had all the pains I said I had. 
He’d get very nasty with me, especially when he’d been drinking. 
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He used to shout and throw things about. He made my nerves 
bad...he said I was an idle bitch....Anyway I went to see the 
doctor....more to shut him up than anything” 

Barbara depicted a past life which was disrupted because of tiredness and 

symptoms of unidentified illness. Bury (1982) has alleged that in the early 

stages of illness the individual attempts to repair the disruption and establish 

an acceptable and legitimate place for the condition in their lives. At this point 

in time Barbara had not received a diagnosis regarding her illness and was 

trying to continue living a ‘normal life’ as she was unable to legitimise her 

illness. Bury (1982) sees the lack of recognition and diagnosis of illness as 

having an effect on the individual in that they are not able to integrate illness 

into personal identity. Additionally this account has portrayed a tense 

relationship between Barbara and her husband. Previous research by 

Sodenberg et al (2003) discovered husbands of chronic illness sufferers 

described a deterioration in relationships with their spouse. They assert this 

deterioration included a change in intimate relationships with their spouse 

and a decreased social life. Although Hennie et al (2003) in contrast found 

this does not happen in all marital relationships as some couples continued 

to have a happy life, the spouse adapting to the caring role and life with 

chronic illness in a very positive way. Married couples in this research by 

Hennie et al (2003) wanted to stay together for as long as possible because 

they were continuing to have a happy life together even considering the 

circumstances. Unfortunately for Barbara this was not the case in her 

situation. Barbara also revealed to me that at this time she tried to avoid 

having a sexual relationship with her husband. This was Barbara maintained, 

partly due to the physical problems and the incessant fatigue she was 
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experiencing, but additionally, she made it clear to me that her rejection of 

her husband’s advances was also because she suspected he was seeing 

someone else. Moreover his behaviour towards her had become very 

aggressive when he had been drinking and Barbara felt sickened and 

repulsed by this. With regard to the initial research aims of this study, which 

sought to understand the effect illness had on family relationships, Barbara’s 

illness according to her account had some considerable impact on the 

relationship between herself and her husband.  

 

Barbara in her construction explained that Jack had not understood or 

believed she was ill and required a doctor to diagnose a credible illness. Her 

doctor was unable to provide this diagnosis: 

“I didn’t know what to tell him. You see all the things I had wrong 
with me were ...well…vague and didn’t seem to be related. You 
see I had pain in my knees...pain in my hands and my back...and I 
was so tired...I’d no energy you see. I told him I was stiff in the 
mornings, he didn’t seem too interested. You see the problem was 
...I didn’t know which pain to tell him about. If I’d said this hurts, 
and that hurts and oh yes...my knees hurt as well. He would have 
thought I was a right one, wouldn’t he? “ 

 

Often the symptoms of rheumatoid arthritis are vague and inconsistent, 

consequently diagnosis is difficult. Crosby (1991) proclaims the onset of the 

disease, which includes joint pain and stiffness and extreme tiredness often 

results in symptoms of depression. Moreover Crosby (1991) has declared 

the effects of fatigue may result in feelings of irritability, frustration, 

helplessness, pain and hopelessness. Again, such a diversity of signs and  
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symptoms results in problems diagnosing the illness: 

“Well anyway the doctor said I was working too hard...said I 
should find another job that wasn’t as heavy. He arranged for me 
to have a blood test to see if I had anaemia...but I hadn’t when the 
results came. I think he thought I was a bit of a hypochondriac. 
You can tell, can’t you? He sort of hurried me along as if he 
couldn’t wait to get rid of me. He said to rest when I was tired and 
try to get some fresh air or something like that. He asked if I was 
eating alright. I think I’d lost a bit of weight...He said I’d to go back 
and have more tests if I wasn’t better...to make another 
appointment...I didn’t bother. When I told Jack he wasn’t 
happy...not with what the doctor had said....he just wasn’t happy 
with me. He said I’d better get on with it then if I hadn’t got 
anything wrong with me. If I’d been anaemic or something I might 
have got a bit of sympathy...Anyway I didn’t get any help...or 
support” 

According to Charon, (2008) those who do not demonstrate any objective 

signs of illness may well be seen as malingering and having ‘delusions’ of 

illness. Often the doctor (predominately male) according to several authors 

may see a female patient as neurotic or simply depressed (Register 1987; 

Pierret, 2003; Hahn, 2001) and when no scientific validation of the illness is 

possible results in trivialisation of the condition (Vickers 2000). Lanara (1981) 

has proclaimed that having an illness which is not given a medical diagnosis 

threatens human dignity. Dignity is derived from the Latin words dignitus and 

dignus which mean equivalence and credibility (Soderberg et al.1999). 

Hence when no disease process is validated then that body is invalidated 

discursively. Additionally, Moss & Dyck (2003) maintain when there is no 

legitimate claim to illness; the individual’s illness may well be dismissed and 

devalued by family, friends and medical practitioners. From Barbara’s story 

we are able to ascertain that yet again she was disappointed as a credible 

diagnosis was not given by her general practitioner, consequently she 

continued with her life as well as she was able. Charmaz (1997) alleges the 
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lack of a physician’s validation of illness is troubling to the individual 

experiencing symptoms of illness. Individuals with esoteric illnesses see their 

physician’s as portraying them as feigning illness. Such feelings of being 

discounted and distrusted are seen by Charmaz (1997) as intensifying when 

family share the physician’s perspective. Illness is described as a disruption 

by Charmaz (1997) with her describing a disruption without a diagnosis as 

jarring, and resulting in a ‘shaken self’. Moreover Norgren et al. (2007) found 

in their research concerning illness and identity that living with an 

undiagnosed illness which is disbelieved changes the way in which the 

individual relates to themselves, their body and their life situations. This in 

turn signifies an altered self-image.  

 

Barbara sees her illness as not being empathised with or believed by both 

her husband and her daughters: 

 “So well...I just had to carry on. My two girls were teenagers by 
this time and I think ...they were well like I suppose teenagers 
are...sometimes they sided with their dad when there were 
arguments and he was going on at me...They agreed with him that 
I’d got to pull myself together if I wasn’t really ill. So I carried on 
trying to hold things together, with work and that...but it wasn’t 
easy”   

The lack of a doctor’s diagnosis was difficult for Barbara. Hence she tried to 

‘pull herself’ together and continue working. From her construction there 

appeared to be some discord between family members at this time. A 

diagnosis is able to provide legitimacy for the ill individual and restore others’ 

belief in them. Without belief and support from her doctor, husband, family 
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and the legitimacy of her illness Barbara saw herself as having no alternative 

than to continue working.  

Illness progression: ‘Holding things together’ and ‘concealment’ 

Thus Barbara continued working in the same employment although she 

depicted life as demanding and arduous: 

“I didn’t have anything other than work, at least I’d people to talk to 
there, and in a way it took my mind off myself. But it took it out of 
me; it was all work and just getting through what you needed to 
do. Other couples and families we knew went out at weekends 
and had holidays. We didn’t go out...very little anyway. Or should I 
say he went out....I didn’t....You could say my life started to go 
even further downhill at about at this time” 

 

Illsley (1980) has suggested there is very little known about the processes 

involved in interaction between cultural and familial contexts when a family 

member succumbs to a chronic illness. This point in Barbara’s story is one 

which to her signified a downward spiral in her life as she succumbed to her 

illness. She elucidated here that the social life of her family, as a family, was 

deteriorating, although her husband continued to go out socially. Her means 

of ‘socialising’ was with her work colleagues and feasibly it may be presumed 

that her daughters had ‘friends’ or ‘other relationships’ in their school 

environment. Strauss (1975) has pointed out that withdrawal from 

relationships and growing social isolation are major features of those 

suffering from chronic illness. Possibly Barbara is here (as discussed in 

Chapter Two) becoming as Strauss (1975:129) has termed, ‘something other 

than she once was’ and hence her identity is becoming transformed.  
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Barbara proceeded with describing how Jack started to stay out at night until 

he was away more than he was at home. At this time Barbara had suspicions 

regarding his fidelity. Ahlstrom (2005) discovered in her study that chronic 

illness was at times a cause of infidelity and divorce. Nevertheless Barbara 

continued to work and juggle with the demands of her employment and 

family life. To do this she had to pace herself in that she rested whenever 

possible. She endeavoured to ‘keep up’ with work and her colleagues who 

did not have ‘a burden of illness’, although this was at the cost of limiting her 

social life and allowing her husband to socialise without her. Additionally 

Barbara tried to conceal her illness from her colleagues: 

“You don’t want to be different and stand out, do you? You want to 
be like everybody else. There was another woman working with us 
and she was always having time off...with her bad chest...she had 
asthma. They all had plenty to say behind her back. They thought 
she was the boss’s blue eyed girl. I don’t think she was...but 
anyway they were very bitchy about her...very two faced as well. 
So...well...this sort of thing makes you want to be able to keep up. 
It’s just keeping face. It was important to me then...silly isn’t it? 
Once you’ve admitted to not being alright....well the cats out of the 
bag...and then things change. I had to keep on working as well 
because we needed the money...So that’s why I kept it to myself” 

 

Munir et al. (2005) discovered in their research that informing others you are 

unwell has repercussions for the individual concerned as the revelation may 

divulge potentially discrediting information about ‘self’ and possibly may 

mean risking autonomy and result in a loss of control. Barbara did not wish to 

have her work colleagues know she was ill, she wanted to continue to be  

accepted by her peers and not be considered ‘different’. Charmaz (1997) has 

explained this concealment of illness as both ‘packaging’ and ‘passing’. 

Packaging is described as presenting the self so that illness remains 
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confined, independent from the public, and the maintaining of a private self. 

Passing is explained as continuing to function without revealing the illness or 

its effects. Barbara endeavoured to conceal her illness by both ‘packaging’ 

and ‘passing’ at work. Understanding illness from these perspectives is 

according to Charmaz, 1997) seeing illness as external to self and if not 

suitably confined it may take control of the self.  

Life changing events: Betrayal and emotional impact 

Barbara’s narrative then returned to her concern with her relationship with 

her husband and her suspicions regarding his loyalty: 

 “I thought there might be somebody else; you know another 
woman, or women. Then one day he came home and said he 
wanted a divorce. He started packing his bag and sorting his stuff 
out. He tried to put all the blame on me....he said he couldn’t carry 
on looking at my miserable face anymore....that I wasn’t a wife to 
him anymore. He said she was different, she cared about 
him...and she cared about how she looked...he said I looked like a 
witch. I can’t say I blame him, I wasn’t much of a wife to him....well 
you know not even in the bedroom....sex and that....well not 
anymore” 

A great deal of emotion was demonstrated by Barbara when recounting 

these times. Her portrayed identity here is one of long term suffering, self-

blame and endurance. Jack is portrayed by Barbara as ‘blaming’ her and 

illness for the failure of their relationship. Or alternately is this possibly a 

pretext for him wanting and coveting another partner?  Perhaps their 

relationship would have ‘broken down’ even if Barbara had not been ill. 

Nevertheless, Jacks’ words and the disparaging comments made regarding 

her appearance evidently affected her deeply as she exhibited profound 

emotion whilst recounting this conversation, Yet again these distressing 

times in Barbara’s life must have had an effect on her ‘self’ and ’identity’ and 
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subsequently assist in answering my research question which sought to 

understand the effect illness had on family relationships and identity. There is 

some evidence to suggest the break-down of marriage has an effect on 

‘identity’. Sandfield (2006) has described marriage as a defining part of 

‘normal identity’ and implied that when a marriage ‘breaks down’ the identity 

of each partner becomes changed and a new identity is formed. Fraser & 

Warr (2009) also found as Ahlstrom (2007), there is some evidence to 

indicate that the relationship between spouses deteriorates when one partner 

develops a chronic illness. Male partners of chronic illness sufferers were 

also found by Fraser & Marr (2009 to see their spouse’s illness as something 

from which there was no escape and as a result saw themselves as ‘trapped’ 

and subsequently tried to escape the role.  

 

It may be considered that suffering in chronic illness is perhaps mainly of 

physical distress, but here in this construction Barbara is suffering mental 

anguish at the recollection of her husband’s confession of his adultery. When 

narrating this part of her story, although it was many years ago, Barbara 

became tearful and was unable to continue speaking for quite a while. I 

asked if she wanted to terminate the interview and continue at another time. 

She declined this suggestion and following a recess of several minutes, she 

informed me that she was willing to continue: 

“I’m ok I’m just being daft, it’s a long time since now. It shouldn’t 
bother me anymore...but I suppose I cared a lot about him” 
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The degree of emotion that Barbara revealed even after all the many years 

that had passed was powerful. It is suggested by Charmaz (1991) that 

repeating stories of such events may bring to mind recurring feelings of the 

loss and betrayal experienced at the time. This appeared to be so in 

Barbara’s case. Barbara accepted the event occurred ‘a long time since’ and 

that it should not ‘bother her anymore’. Lopata (1969) asserts that when the 

individual is deeply overwhelmed by events which happened in the past they 

seek to explain and account for these events. In other words they seek to 

understand the past in order to understand the present and wonder if they 

contributed to bringing about these events and feel obliged to come to a 

resolution regarding them. However, as noted previously Barbara has 

continued to refer to her husband as ‘my Jack’. Her reaction to these past 

events was profound and perhaps may be seen as the ‘biographical 

disruption’ described by Bury (1982). This concept has been described 

previously in Chapter Two and the interpretation of this concept by Bury 

appears to be highly applicable to Barbara’s situation at this point in time.  

 

Denzin (1984) considers an event from the past may resonate through to the 

future. Freeman (2010) contends such ‘hindsight’ may be a source of pain 

and also very much concerned with the process of personal self-

transcendence and self-development.  However he asserts that the pain from 

the past and such deeply unhappy incidents may remain and in cases such 

as these some reconciliation may be needed to allow the individual to resign 

themselves to the permanence of these past events. It was apparent to me 

as ‘a listener’ of Barbara’s story, that her husband leaving had affected her 
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acutely and had continued to cause her distress for many years. Freeman 

(2010) maintains the pain from such incidents can remain far into the 

individual’s future. Although he does maintain there continues to be a 

possibility the individual may learn and grow from these past incidents.   

 

Barbara in her mission to understand the past questioned whether this event 

was responsible for the subsequent decline in her health: 

“I don’t know whether it was him leaving me or what but I seemed 
to get a lot worse from then on. I went on the sick; I couldn’t face 
going back to work. It wasn’t from having this rheumatoid arthritis 
thing though. I went to see my doctor again. I think he thought I 
was having a breakdown. I told him I wasn’t sleeping...nor eating 
come to that and ...I was in a lot of pain and my energy...all of it 
had up and gone. I kept crying a lot as well...I haven’t worked 
since then” 

From this juncture, Barbara’s life changed quite dramatically, resulting in 

withdrawal from work, colleagues and friends. However there is a gap of 

many years between these events and up the point in time when Barbara 

narrated her ‘story’. As such there is always the possibility the depiction of 

these events may not be accurate. Once again I refer to Freeman (2010) 

who suggests we often when recollecting the past foist meanings onto these 

recollections which are then transformed by hindsight. He describes these 

recollections as having ‘retrospective bias’ which may be influenced by our 

present beliefs and circumstances.  Freeman (2010) from this appears to be 

saying that the past is reconstructed according to our recollections. As such 

we contribute to past recollections as having meanings which they never 

really had in the first place. Barbara is questioning whether her husband’s 

leaving brought about the changes in her life and health changes.  Moreover 
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the deterioration in her health may have transpired should her husband have 

stayed with her. 

 

In this following construction of her past life Barbara portrayed her daughters 

as unsympathetic and unsupportive: 

“My two girls said I’d to pull myself together and get on with 
it...They said divorce happened to a lot of people and I couldn’t 
just give up. They knew I wasn’t well either. I remember Linda, my 
eldest saying she knew somebody with cancer and she was still 
getting on with her life....and was working...and she hadn’t a 
husband either. I don’t know why but her saying that really hurt 
me...it went deep. I just thought, well...she’s no idea what I feel 
like. It’s easy to tell you to get on with it. They don’t know...they 
haven’t any idea, have they?”  

 

The research aims of this study sought to understand the impact chronic 

illness has on family dynamics and relationships. The response described by 

Barbara of her two daughters’ response to her illness demonstrated a lack of 

understanding and indifference. Possibly and according to Martire (2005).this 

may be due to previous discordant relationships. Once again the past is 

conceivably having an effect on the present. Barbara described herself as 

very reproachful and hurt regarding her daughters’ response to her situation. 

Their lack of understanding of how she felt at this time seemed to have had a 

profound effect upon her. Perhaps her daughters’ response may be 

categorised as another ‘significant event’ in Barbara’s story. As Barbara 

narrated this event she was very definite and clear regarding what had 

occurred at this point in time. She returned several times in her subsequent 
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narrative to her two daughter’s hurtfulness and lack of empathy they had 

regarding her condition.  

Social isolation, and finally a diagnosis 

Barbara’s eldest daughter had left home several years ago when she was 

seventeen years of age to live with her boyfriend and now had a child of her 

own. Her youngest daughter was now married and lived near the family 

home; as her husband had left Barbara was now living alone. Her health had 

deteriorated and she had no really close friends. Hodges et al. (2001) has 

suggested that the loss of social relationships can be alienating and 

damaging. She declares that the boundaries someone’s physical condition 

imposes upon social restrictions can limit the sense of self. Charmaz (1987) 

found in her study that as illness and social isolation continued the 

boundaries of self remain limited, resulting in the individual having a lack of 

meaning or usefulness in their lives and subsequently living in a shrinking 

world. The loss of an intimate relationship, separation from family and 

physical disability are seen as precipitating factors in social isolation (Hodges 

et al. 2001), these are all factors in Barbara’s life. Her husband leaving, her 

daughters no longer living at home and the exacerbation of her health 

problems along with being unable to continue working have all assisted in 

playing a part in Barbara’s social isolation. 

 

Barbara illustrated how, ‘things came to a head’ when one day she had to 

visit the shops: 
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“One day I went to the shops and I fell. I dropped my bag and all 
my shopping went rolling all over the place...It was embarrassing. 
A woman helped me and somebody brought me a chair...they 
thought I’d had a funny turn. I hadn’t had a turn...it was my leg that 
gave way. They said I should go to hospital. When I got home I 
rang Linda, she came round to see me and brought Melanie (Her 
granddaughter). She wanted me to go to the hospital as I had a 
very bruised knee...so to keep the peace I went” 

Possibly Barbara may have been reluctant to go to hospital as her past 

experience of the medical profession had not been constructive. From 

Barbara’s narrative it may be determined that Linda was compelling and 

influential in persuading Barbara to seek medical care. Once again Linda 

apparently had some control in Barbara’s life.  

 

This visit to the hospital initiated the diagnosis of Barbara’s illness. The 

hospital doctor suggested she made an appointment to see her own doctor 

which Barbara did very soon after this hospital visit. According to Barbara’s 

past account her previous encounters with her general practitioners had 

been of little value and each time she had come away without finding a 

legitimate cause for her health problems. Barbara had not on these 

occasions questioned her doctor’s opinion. Feasibly she may have been 

intimidated by her doctors and thus failed to raise further questions regarding 

her problems. Abundant research on power and control in health care has 

focused upon the power of the medical establishment (Anderson, 1996; 

Malteraud, 1993; Haug & Lavin, 1979).  According to these earlier studies 

the role of the doctor was central with regard to power within health care. 

Doctors have legitimacy and authority based on their professional role, to 
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exercise power and thereby social control, deciding who is sick and who is 

not (Conrad, 1992).  

 

However, from the 1960’s onwards there has been an effort to change and 

move away from the doctor centred clinical encounter.  A reason for this has 

been wider cultural and political changes to undermine the biomedical 

reductionism of medical practice. Conrad (1986) contends patients now want 

to be seen as more than passive objects and insist they be seen as ‘whole 

persons’. The shift away from doctor centred consultations began to change 

further in the 1970’s and more importantly there is now a move towards 

including the patient’s opinions in his or her treatment options (May et al. 

2004). Chronic illness management is highlighted in government initiatives 

such as, for example, ‘The Expert Patient’ (2001) which places the patient at 

the centre of treatment and takes the patients views into account. The advent 

of the expert patient was heralded as policy within the White Paper Saving 

Lives: Our Healthier Nation (Department of Health, 1999) and subsequently 

detailed in the Expert Patient: A New Approach to Chronic Illness for the 21st 

Century (Department of Health, 2001). The essence of the expert patient 

proposals is that the predominant disease pattern in the UK is that of chronic 

or long term disease rather than acute disease. The paper suggests that 

previously healthcare providers have not comprehensively addressed the 

problems confronted by individuals with chronic illness. Additionally the 

proposals include a recognition that chronically ill patients represent a 

potentially untapped and valuable resource that may be used for the benefit 

of others. Consequently this has placed the patient at the centre of health 



 

180 
 

care decisions which in turn should result in empowering patients (see also 

Chapter 3). However in certain instances and with some medical 

practitioners there remains a degree of dominance and authority with the 

medical practitioner. Defenbaugh (2008) considers patients may feel 

disempowered because of his or her gender. Conquergood, 1991: 149) 

considers ‘doctor patient relationships are based upon existing patriarchal 

constructions which ‘align women with the body, and men with mental 

faculties (that) help keep the mind-body, reason-emotion, objective-

subjective, as well masculine-feminine hierarchies’ stable’.  Each doctor 

Barbara consulted during her illness was male. What significance this has on 

Barbara’s circumstances is arguable. Her portrayal of events has suggested 

she was not happy with the consultations with her doctor. Barbara has 

explained that he made her feel ‘small’ and her problems to be of ‘no 

consequence’. Although she was unwell when she consulted her doctor she 

came away from the consultations convinced her doctor thought she was 

malingering. Conversely in this instance the doctor showed interest in her 

condition: 

“I suppose there were so many times I went to see my doctor and 
he didn’t want to know…But this time he was interested in me. He 
looked at my hands and knees...they were swollen...This time’s a 
bit mixed up...I can’t remember all that went on...but anyway they 
decided I had rheumatoid arthritis...it was a bit of a surprise...I was 
only in my forties. You think it’s something that old people get. I 
know now it’s not. I know now young people can get it. Anyway 
they started me on some treatment….and it’s gone on from there. 
Sometimes it’s bad and...sometimes it’s worse. There are times 
now when I feel more positive about life and the future…Once 
people knew I’d ‘got something’ they were more interested in me”. 

The diagnosis of her illness appeared to have restored Barbara’s faith in 

herself. Additionally she perceived a diagnosis would restore others’ faith in 
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her as they would now be more interested in her as she was actually 

suffering from a ‘legitimate’ illness. Having a ‘label’ which indicates the illness 

is not of psychological origin can vindicate the individual. Barbara claimed 

she was confused regarding the information she was given at the time of 

diagnosis and cannot recollect much detail. Possibly at the time Barbara was 

vulnerable and emotional hence she was unable to absorb the information. 

Kralik et al (2001) found that the emotional reactions an individual 

experiences at the time of their diagnosis may be more disabling than the 

illness itself. The journey towards receiving a diagnosis had been far-

reaching and wide-ranging for Barbara and the process of ‘being diagnosed’ 

must in addition be considered in this research with regard to the shaping of 

her ‘self’ and ‘identity’ and the effect on her family relationships. At this 

juncture Barbara returned again to how in the past she perceived others had 

viewed her illness symptoms: 

“Even my own children…they didn’t understand how I felt…I was 
always tired and achy…I don’t think they understood how tired I 
felt…or why I had to stay in bed and rest…” 

 

Karp (1999) contends that the lack of understanding and the disbelief of an 

individual’s illness affect self-esteem and self-perception which in turn has an 

effect on the individual’s ‘self’ and ‘identity’. 

Illness deterioration and Linda’s return 

Barbara’s story then returned to describing how her condition had 

deteriorated following the legitimisation and diagnosis of her illness, and how 

she began to need support and help. Her daughter Linda returned to the 

family home to help provide this support. At this time Linda’s relationship with 
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her partner had ended and she and her daughter Melanie required a place to 

live. Thus the arrangement appeared fortunate for all involved. Barbara has 

made it clear that Linda was responsible for undertaking the larger part of the 

‘caring duties’ as Susan, her other daughter, has a home of her own, a child 

and a part-time job. Additionally, although she is not responsible for any 

intimate caring tasks, Linda’s daughter Melanie spends a considerable 

amount of time with Barbara: 

“My granddaughter Melanie talks to me the most now. She’s a 
treasure, she makes my life worthwhile. I’m her babysitter 
sometimes, or I was before she got older. I don’t know who 
babysits who now. She looks after me now more than I can look 
after her. The thing is she doesn’t like to help me with toilet needs 
and that. I think she’s embarrassed. But it’s not her place is it? It 
shouldn’t be anybody’s place. It’s not nice for me neither. I’d rather 
be able to manage on my own” 

 

From this it may be assumed Barbara cares a great deal for Melanie. It may 

also be presumed from this construction that Barbara resents being 

dependent on ‘others’. Sadly dependency is an inherent part of an illness 

such as rheumatoid arthritis. Miller (2000) has linked such illnesses with a 

sense of powerlessness which these individuals may have to deal with. Moss 

& Dyck (2003) assert that powerlessness and dependence are fluctuating 

entities which shift as mediation takes place as the individual tries to make 

sense of their illness. Barbara in her depiction has portrayed herself as being 

unhappy regarding her inability to manage her own personal hygiene needs, 

particularly when she was left with her granddaughter who became 

embarrassed at the prospect of helping her grandmother with these needs. 

Consequently Barbara has become very aware of her dependence and her 

need for support and assistance.  
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It is suggested by Charmaz (1997) that many of the positive experiences of 

the past are dashed away by the illness. Barbara has in her narrative 

indicated that at times she no longer knows who she is; she considers her 

granddaughter now ‘looks after her’ in some respects and their roles have 

been reversed. Thus the previous self who cared for her daughter has been 

replaced by a new self who is cared for by her grand-daughter. Hence 

Barbara is beginning to question her own identity. Again I sought to 

understand the effect chronic illness had on family dynamics, happenings 

such as these provide some evidence that ‘illness’ has had a negative effect 

on the family and the relationships within this family 

Relationships and the burden of care 

Barbara was very concerned regarding her relationship with Linda and the 

burden her care has placed upon her. She considers both her daughters find 

the work involved with caring for her has caused them to be tense and 

strained: 

“I know things get Linda down. All the work gets her down….we 
used to be...well…more friends. We used to have long talks 
together. Sometimes I think she’s really cross with me...you 
know...inside herself. She bottles it all up and I think one day she’ll 
explode if she keeps doing that. Susan tries to do her bit but she 
has a husband and a home to care for as well. I know that’s not 
Linda’s fault and Linda has a daughter as well. Circumstances 
brought Linda back living here with me...but that’s the way things 
are. What can I do about it? I feel guilty for putting on both of 
them. I keep thinking about going into a home…but they say they 
don’t want that. They do care about me…but it’s an awkward 
situation. I don’t want to go into a home...but...I wouldn’t be as 
much of a burden to them then would I?” 

 

Barbara in this depiction has exhibited anxiety with regard to becoming ‘a 

burden’ to both her daughters and sees this is having an effect on their 
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relationships. She contends her relationship with Linda has changed and has 

blamed this change on her illness and the strain of caring and supporting 

her. Referring again to the research aims of the study ‘chronic illness’ has 

seemingly had an effect on the relationship of these family members: 

“We used to talk…we used to watch television together…now I think 
she goes to her room to be away from me. It’s awful to think that…and 
I shouldn’t. But it’s gone on for a long time now” 

 

It has been documented in the literature that when someone contracts a 

significant chronic illness, it has an effect on the life of close relatives who 

are involved in their care (Kuyper & Wester 1998, Strauss et al. 1984). 

Relatives of the ill individual have concerns regarding how the illness will 

affect their own lives. Ohman & Soderberg (2004) found relatives caring for 

the ill individual become fatigued and worn out and are not always able to 

manage to control and manage the irritation they feel towards their sick 

relative.  Subsequently resentment is felt by the ‘carer’ and hostility towards 

the care recipient may follow. Wilyard et al. (2008) discovered that becoming 

a caregiver for a biological parent was often associated with hostility, a 

greater decline in happiness, less autonomy, and less personal growth. 

According to Ohman & Soderberg (2004) the carer may also experience 

feelings of guilt at their hostility towards their relative and consequently the 

relationship between cared for and carer becomes changed. Barbara sees 

the relationship between herself and her daughter has changed which has 

caused her some distress. Possibly taking care of their mother should be an 

equally shared responsibility between the two sisters. However 

circumstances have resulted in Linda being responsible for the larger division 
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of care. Which in turn may have resulted in Linda’s resentment towards her 

mother and hence this may have further instigated a change in their 

relationship:  

“There are times when looking after me has caused Susan and 
Linda to ‘fall out’. Susan and her husband booked a holiday to 
Spain for two weeks. Her husband wanted to go. It didn’t suit 
Linda as she hadn’t got the money for a holiday, and she was left 
with everything to do for me and she has a daughter as well. The 
two of them had a right row over it. Linda said she needed a break 
as well…it made me feel bad because I was the cause of the row. 
It was sorted out after a lot of bad words between them. Linda 
said it was alright for them to go if she could take Melanie away to 
her friend’s caravan for a week later on…and that’s what 
happened…but there was a lot of ill feeling. Susan’s husband 
wasn’t happy about her coming to live here for a week…so it 
ended up with them all coming here for the week. It was very 
crowded I can tell you. I can well do without them having do’s. And 
it makes things worse for us all in the long run. If I hadn’t got this 
arthritis…well…but I can’t say anything nowadays…I just go along 
with it all” 

 

Barbara defined this situation as ‘making her feel bad’; additionally she 

seemed to be an ‘outsider’ in this family situation and lacking influence to 

change the circumstances. From this account it may be determined there 

was a degree of blame, conflict and tension in family relationships. Such 

situations again signify changes in the dynamics of family relationships and 

assist in attaining evidence regarding the research aims of this study. A 

possible answer to the conflict may have been ‘respite care’ for Barbara. This 

option does not seem to have been considered by the family. Barbara’s 

woeful situation was perpetuated as she was not able to discuss her feelings 

with her daughters as she was able to do in past times.  

Illness, loss, blame and recollections. 

Many changes in Barbara’s life were attributed to her illness: 
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“If I hadn’t got this arthritis then I would have carried on 
working…then we would have been better off…financially. We 
wouldn’t have had to scrape about for money….Then you could 
say if my husband hadn’t left me things would have been different. 
He brought the money in…but then if he’d been here things would 
have been worse in other ways…He couldn’t cope with me being 
ill…He might not have left if I hadn’t been ill.” 

 

Ahlstrom (2005) proclaims that individuals who develop a chronic illness 

often blame the illness for their marital breakdown and see the illness as 

having changed them as persons. From Barbara’s portrayal of her marital 

relationship her husband was intolerant of her illness throughout many years 

of their marriage.  During the interviews Barbara referred to the loss of her 

husband several times and referred to her belief that he had left because of 

her illness. Letourneau (2001) contends individuals construct narratives 

which consist of a sequence of continuous modifications of their past 

experiences in light of their present and future. Ricoeur (1984) has focused 

upon the way in which individuals make an attempt to impose ‘patterns’ or 

explanations on events which have happened in the past. Barbara was 

possibly in this account again attempting to do this. Here she envisaged how 

the present and the future may have been had the past have been different.  

 

Experiencing an illness such as rheumatoid arthritis and its effect means 

facing the vulnerability of the body: 

“My circumstances have changed…I haven’t much money, no job, 
no real interests and very few friends. I have a lot of pain and I 
can only walk a few steps…But the worse thing is I’m getting more 
and more dependent on other people….and I don’t like that. I can’t 
even do my buttons up now. One day you can manage to do 
things and the next day you can’t. Your independence doesn’t go 
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all at once it’s a long slow process. When you lose you 
independence you feel very different about yourself. When you 
have to ask for help…that’s hard. You lose your pride”. 

 

In this construction Barbara has painted a dismal picture of the present and 

recognised the future may be one in which her dependency increases. 

Charmaz (1999) claims chronic illness causes the individual to come to 

terms with physical changes and form a new relationship between body and 

self. Yoshida (1993) maintains that experiencing an altered body which is 

dependent on others means the individual has to take note of physical 

changes and diminished physical capacity and with this recognition comes a 

realisation that the illness is real and permanent. Barbara has recognised 

she has changed both internally and externally, and that her physical 

capabilities have diminished: 

“You know you’ve changed physically…your body has changed 
and so has what you can and can’t do...but you see in some ways 
you’re still the same person inside…but then in some ways you’re 
not the same at all.”  

 

She considers ‘others’ now perceive her differently because of her illness: 

“I think other people begin to see you in a different way. You can 
see they feel sorry for you and I think they do things for you 
because they feel sort of obliged to do…People feeling sorry for 
you is the last thing you want….you don’t want pity…You don’t 
want people to come see you because they feel sorry for you. 
That’s why you try to be as normal as you can for as long as you 
can”. 

 

How we are able to present ourselves (our identity) to the outside world is 

important. Weiner (1975) in a study of people with rheumatoid arthritis found 

people would go to excessive lengths to allow themselves to be seen as 
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normal by hiding the presence of symptoms. Charmaz (1987) considers 

attempting to hide illness and conducting strategies to uphold normality are 

strategies to preserve self.  

 

In this account Barbara endeavoured to transcend her negative feelings and 

be positive regarding some aspects of her life: 

“You keep trying to be positive and look on the bright 
side…There’s things I like to do. I like to watch the Telly, I like the 
soaps…I like to read and watch what goes on through my window. 
It might not sound so good to you but I’ve settled to it. It’s just like 
your world has just gone a lot smaller.” 

This representation is in contrast to some previous accounts and has 

demonstrated the fluctuating patterns in Barbara’s narrative. Barbara has in 

her conflicting accounts, revealed many ‘different selves’ in her 

representations. Here she has depicted ‘self’ in a positive mode. I deliberate 

on whether she is performing these ‘different selves’ for my benefit. Is she 

portraying this ‘positive self’ as a desirable self to persuade me that she does 

have a ‘good life’ at times? Hence negotiating ‘a self’ she would like to be 

known as in her difficult life situation. Alternately however, from this specific 

proclamation by Barbara it appeared she had reconciled herself to illness 

and learnt to tolerate her illness and appreciate some of the positive features 

in her life. In some ways she appeared in this storyline to be resigned to her 

illness and circumstances. It has been suggested by Ridge and Ziebland 

(2006) that those who have suffered from an illness for many years do 

discover an emergent ‘new self’, with qualities which include enjoyment of life 

and a ‘new way of being in the world’. From this specific narrative, and at this 
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point in time I may have considered this was the case here. Frank (1995) 

contends that establishing a ‘new self’ and ‘new normality’ should be 

distinguished from a desire to determine a normality which perhaps preceded 

illness. Possibly by constantly returning to the past Barbara has expressed a 

desire to return to times which were comparatively more normal for her. 

Nonetheless it may be thought that from this Barbara is beginning to form a 

new and different self as a result of her illness experience 

 

In contrast to this positive attitude regarding her life, Barbara’s account now 

returned to the more negative aspects of her present life, expressing concern 

regarding others reaction to her physical appearance: 

“I feel embarrassed about how I look now…It might be that women 
are vain about how they look but...when we’ve gone out I can see 
people looking at my hands…just look at how they’re crooked and 
deformed. Can you imagine anything more ugly? (Barbara looks 
at her hands and pulls a face). Taking steroids has made my face 
all fat and blown up. I feel I’ve changed into an ugly freak….and I 
hate what I’ve become. As time has passed I’ve….well I’ve got 
more used to it...looking like this, I’m used to me and it is me now. 
You see yourself in the mirror every day and well… I try and like 
myself this way. I have to accept it…it’s no use thinking back to 
how you were.” 

 

Asbring & Narvanen (2002) have suggested that living with an illness that is 

potentially stigmatising results in the individual experiencing anxiety about 

being exposed to rejection. Domenci (1993) suggests the stigma of 

disfigurement may add an additional burden which is sometimes greater than 

those caused by the disorder itself which results in the individual 

experiencing potent negative feelings regarding their own self-worth’ Kelly & 
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Field (2005) assert incorporating illness means recognising it, taking it into 

account and living with it, rather than for it. However in this depiction it 

appeared Barbara was adapting and beginning to come to terms with her 

physical self and taking her illness into account in her present changed 

circumstances.  

 

Throughout her narrative Barbara continued to return to her recollections of 

the past. She described her memories as ‘like photographs’ and declared 

drawing on these memories was ‘like watching a film’. As she voiced these 

past events she appeared to be reliving the experiences. Her facial 

expression changed and she seemed less despondent. It may be that 

through connotations of her past self, she perceived through these ‘a 

preferred self’ and is again locating herself in the past as it is preferable to 

the present and an uncertain future. 

 

Barbara endeavoured to recollect the past in a positive way by remembering 

the ‘good times’.  

 “Good things…I like to remember the good things…You 
remember the good times…sometimes it make you sad, but then 
if what I’m going back to makes me miserable…well …I say come 
on Barbara…pull yourself together and get on with it. Life is as it 
is…it’s no use getting maudlin.  Life is as it is and you can’t 
change it. Sometimes our Linda tries to talk to me about what our 
lives used to be like…but it’s as if she talks about what used to be 
will make it come back. It’s the only time she does try and talk to 
me well…you know….really try to talk to me. I think she would like 
me to be like I was…and it’s as if talking to me about how it was 
before...will make it happen. But it won’t that’s for sure. She 
doesn’t want me to be like this….she wants it to be like it used to 
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be and I don’t think she likes me or accepts me…and things as 
they are now.” 

Charmaz (1997) considers the recapturing of a ‘lost past’ is a means of being 

able to react with others in ways one had in the past. Linda is portrayed as 

trying to not only recapture the past but additionally trying to live in a past 

that is no longer attainable. However, sometimes as Freeman (2010) has 

asserted, looking back at the past may be perilous as it may also reveal 

truths which had been overlooked. From Barbara’s account we may 

determine her past relationship with Linda has at times been one of unease. 

Nonetheless Barbara appeared to consider Linda much preferred her former 

self as the communication and relationship between them was more 

harmonious at this time. 

Changing roles, duty and compromise 

Barbara elucidated how troubled she was by the change in her relationship 

with her daughters. Her perception of the situation was that they were placed 

in a position in which they have no choice but to care for her: 

“The change between us well…it’s been a long slow change. The 
more I become dependent the more they’ve become…well…more 
in charge. You might say in charge of everything…and along with 
this well…the relationship between us has changed. I’ve become 
‘the child’ and they’ve become the ‘grown ups’. When you’re a 
parent you have control of situations, now they have this control. I 
don’t think they like the position they’re in. I’m sure they don’t want 
to be tied to looking after me…but well…they’re good girls really 
and they feel it’s their duty to do it. I don’t like putting them in that 
position. They shouldn’t have to look after me because they think 
it’s their duty…” 

According to Barbara’s narrative, there have been some considerable 

changes in their previous family ‘roles’. Hodges et al. (2001) have stated that 

in the case of chronic illness the capacity to fulfil past family roles may 
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change and there is often guilt associated with the lack of ability to live the 

life once lived. With a chronic illness such as Barbara’s her role change is 

centred around her increasing dependence and she has described herself as 

being ‘the child’ and her daughters as ‘the grown ups’. Hodges et al. (2001) 

profess situations such as these have been acknowledged in the literature 

and labelled ‘role reversal’. However, other researchers dispute the 

expression ‘role reversal’ as ineffectual and imprecise for describing such 

family relationships (Brody, 1990; Seltzer, 1990).  

 

From Barbara’s construction her daughters are seen as caring for her only 

out of a sense of duty and she has found it difficult to believe they would 

choose to be in this position. She has assumed her daughters cannot 

actually want to care for her. Barbara positioned herself here as powerless in 

this situation and having a lack of control because of her illness and 

dependence. However she cannot know the exact truth of the situation and 

Susan’s and Linda’s true feelings. As caregiving by family members is a very 

personal journey for both caregiver and care recipient it is not possible to 

predict how either will respond to the needs of dependency and caregiving. 

Linda is depicted many times in Barbara’s narrative account as being 

responsible for the larger amount of ‘caring duties’: 

“Linda has drawn the ‘short straw’ because she lives with me. She 
can’t just walk out and leave me. For one thing she has no money 
and for another thing...I think she would feel very guilty if she 
did…So well…it’s not right but what can I do? 
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It has been documented in other research (Ohman et al. 2003) that carers 

may well undergo a strong sense of being tied and losing their freedom. This 

same study indicated that the caregiver may experience feelings of alienation 

towards the recipient of care. Possibly, Linda may be subjected to such 

feelings which may in turn partly be a cause of changes in the relationship 

between her and Barbara: 

“We…me and my girls, we never had an easy 
relationship…especially when their Dad was here…but it’s 
changed more now. There’s not any easiness at all between us 
now…With Linda…well…I think she would like to meet somebody 
else and have her own family…but it’s difficult because she has to 
look after me. She brought a man home once but it turned out he 
was married. I think he was just ‘using her’. He had awful 
moods…I’m sure he hit her…once I heard a slap then I heard her 
crying. They’re thin walls here…I haven’t told her I know. I don’t 
want her to feel I’m sticking my nose into her business…It’s her 
life. Anyway he cooled off, he stopped coming as much…then she 
found out he was married. They had a big row. Then I made the 
mistake of telling her that I thought he had been up to no good 
and I had suspected he was married. She turned on me and said 
I’d to keep my nose out and if it wasn’t for me she’d be settled with 
somebody…She screamed and shouted…not just at me but at life 
in general and about how bad her life was…I know she was upset 
but what she said was very hurtful…So well… that’s one thing I 
won’t do again. I won’t make any more comments about how she 
should live her life. When something like that happens I go into 
myself even more…not just with my girls but with everybody. I 
keep my thoughts to myself a lot more. Wouldn’t you?” 

Interestingly Barbara again returned to the past and revoked past family 

relationships. Conceivably the relationship between Barbara and Linda may 

be affected negatively by Linda perceiving her caring role as interfering with 

her own life. Other research has documented this, and also suggests that the 

‘caregiver role’ may threaten the identity of the carer when it erodes the 

opportunity to engage in the roles they were previously engaged in (Powell-

Cope, 1995; Braithwaite, 1998). Additionally, Barbara’s account has 

described how the negative aspects of the relationship between Barbara and 
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Linda have affected Barbara in that she proclaimed herself to be becoming 

‘more into herself’, not only with her daughters but additionally with other 

people. Cacioppo & Kiecolt-Glaser, (1996) support this assertion suggesting 

the emotional climate of the family may be directly affected by the ill 

individual in an adverse manner. Barbara has depicted her negative 

relationship with her daughter as having an undesirable effect on her 

emotional state as it impinges on her relationships with not only her daughter 

but with other external relationships. Barbara has in her past account, 

acknowledged several times, that when their father lived at home she was 

aware there were problems with her relationship between herself and her 

daughters. Burack-Weiss (2006) considers any childhood resentments which 

were previously thought to be forgotten years before may resurface when 

placed in stressful circumstances. Feasibly family members being placed in 

the stressful situation of ‘caring’ may be an instigator in the resurfacing of 

such resentments. Again the past according to Freeman (2010) is having 

repercussions for the present.  

 

Barbara in this storyline explained the deterioration in her relationship 

between herself and her daughters:  

“So…well…all this has changed how we are with one another…I 
think now there’s always a bit of discomfort between 
us…well…with how they both are with me. I try to act as if I don’t 
see it…but it’s there. Once or twice I’ve tried to talk about how 
things are with us…but if anything its made things worse. I’ve said 
to them to get on with their lives…and I’ve said I’ll go into a home, 
but this causes a lot of tears and upset and that. They know if they 
walk away I can’t manage…so they’re in an awful position…it’s 
just not right. There’s some tension between them and I’m sure 
that’s because Linda feels she’s come off worse as she’s ended 
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up with most responsibilities. So it’s all not the same now…where 
we used to be well… sort of friends before…not just mother and 
daughter’s that’s not the same now. It can’t be can it? 

 

This account from Barbara was narrated with visible sadness. Again, she 

once more referred to Linda being responsible for the majority of her care. 

The disclosure was followed by a long interval of silence. According to Lyons 

et al. (1995) it is a fundamental irony in the dynamics of family relationships 

that the emotional bonding which maintains supportive relationships may 

also make them more vulnerable to emotional crises and distress.  However, 

discordance and disharmony in family relationships when a family member 

develops a chronic illness this is not always the case. Stoltz et al. (2006) 

discovered that some families, although they found the challenge of caring 

difficult, found themselves to have an inner strength and develop closeness 

in their relationships. It may be deduced from Barbara’s narrative that the 

redistribution of roles in her family is challenging for family relationships: 

 “Things aren’t too good with Linda and Susan…really…and I can’t 
see how it can get any better. Linda went out last night and my 
granddaughter stayed with me. Our Susan came to help me get 
into bed and that. It’s alright if I don’t need the commode…I can’t 
get to it without some help…so by the time Linda came I was 
desperate. I shouted for her to come…she came to me more or 
less straight away but she said, ‘Just give me a minute to get my 
coat off…I’m not superwoman you know’.  I think she’d had a drink 
or two…not that she’s not entitled to do. Anyway she was very 
stroppy with me….And you know sometimes in the night I want to 
go to the toilet…and I have to hang on. It’s not that Linda won’t 
come but she needs her sleep. I feel very disloyal when I’m talking 
like this…she is good you know. It’s just…I don’t think she’s happy 
with her life…and I don’t know what I can do about it. She wants 
to live her life without having me to worry about. I do get very 
depressed about it.” 

Sadly, from Barbara’s representation it appeared Linda was suffering 

emotional and physical strain which may be a consequence of her caring 
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responsibilities. Montgomery, (1989) considers that strain and burden on 

caregivers may be ascertained by ‘the extent to which the caregiving role is 

judged to infringe upon an individual’s life space and be oppressive to the 

carer’.  Barbara’s description of this situation seemed to suggest that Linda 

perceived her caregiver role as impinging on her life and the way in which 

she wanted to live it.  

Answers and compromise 

Barbara reflected upon her future alternatives: 

“You see Linda and Susan know I can go on living a long time like 
this….and it’s their lives that’s being interfered with…They can’t 
get on with their lives when they’re tied to looking after me. I 
understand how they feel though they never put their feelings into 
words…they don’t have to…The answer is for me to go into a 
home or something…I think that’s going to have to be the 
outcome of it all” 

Charmaz (1997) has found chronically ill people often see life as being out of 

control and see themselves being projected into an uncontrollable future 

which only holds for them an increasing dependency and deterioration of 

their health. This Charmaz contends, may lead to feelings of depression and 

possibly the development of a trapped self in a dreaded future. Barbara was 

very aware her illness is not a condition which will inevitably terminate her life 

and has realised that she may continue to live for many years in which she 

will need ever-increasing care: 

“I’m not saying I’d take my own life but I have thought of 
doing…then you have to think how it would affect them all. So I 
don’t think I can do that…it’s not an option. I think if life got very 
bad it would be a way out. But I do enjoy some of my life even 
with the pain and that. I love my granddaughters…they give me a 
lot of pleasure. I enjoy telly as well…and reading. So even when 
things are bad there’s always some good. I’ve learnt to live with 
how I am. I’ve settled my mind to it…then again I feel more 



 

197 
 

positive about myself today….ask me on a bad day and it might 
be different. When I haven’t slept and I’m feeling at my 
worst…well that puts a different perspective on it. The thing is you 
never know how you’re going to be.” 

 

It does not appear that Barbara saw taking her own life as an option for her 

as it would be the cause of much distress for her family. Nevertheless, 

according to Ahlstrom (2007), self-pity and depression predispose to the 

feeling of being trapped and subsequently may perhaps increase this 

negative perception. Once again Barbara’s account vacillated between 

negative and positive connotations as she speaks of her present and future 

life. She has explained that when she feels ‘positive’ she is able to accept 

and live with her illness. Although she has declared that on one of her ‘bad 

days’ this may well put a very different perspective on her positive thoughts: 

“I’ve learnt how to manage. When I need to rest and do 
nothing…that’s what I do. You learn to do that…I have a routine 
which is not what most people would like…but it’s right for me…I 
know I’ve got worse….but you manage with what you’ve got…with 
what you can do. The thing Is, the changes have gone on over a 
long time…so you adjust as you go along…that’s how it is. All the 
time now I balance things…what I can and what I can’t do. But 
what I can do is getting less all the time. But then life’s a challenge 
for everybody some way or another.” 

In this construction Barbara has again proclaimed she is adapting and 

accepting her illness. Or it may be more appropriate to say that Barbara in 

this instance was possibly trying to reconcile herself to her illness. As 

rheumatoid arthritis is an illness which fluctuates and changes on a daily 

basis it is likely that Barbara’s response to her illness and acceptance of it 

will also fluctuate. The outcome of which may be that on ‘good days’ Barbara 

will see herself as having adjusted and accepted her illness; whereas on ‘bad 

days’ she will reject and struggle against the illness. Consequently there may 
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be a different relationship of the self to illness, depending on the fluctuation 

of symptoms and how Barbara responds to these. 

Summary 

This chapter has explored Barbara’s narrative account of her illness and 

discussed the environment in which she lives.  A number of noteworthy 

issues have emerged from this account. The degree to which Barbara’s 

illness has apparently affected family relationships and the effect illness has 

had on Barbara’s ‘self and identity’ has been particularly significant in 

providing answers to my initial research aims. Barbara has in her 

constructions positioned herself and other family members in a number of 

ways, often in discordance and a state of flux. Moreover Barbara has in her 

accounts presented ‘selves’ and ‘identities’ which have been variable. On 

occasions I had to consider whether these were possibly constructed as a 

performance, intended as Goffman (1959) asserts, to preserve ‘face’ in 

difficult circumstances. Moreover, in her narrative account she has 

repeatedly gone back and forth in her story, and attempting to find her 

‘narrative thread’ was at times difficult, though within Barbara’s narrative 

account there remained the essential characteristics of her story. However, 

understanding how the events in her life were linked together and formed the 

actual plot or the chain of causality which created meaning and structure to 

her account has for me been the art of the process. Additionally, Barbara has 

in her account persistently returned to the past and revisited previous times 

and family relationships. She has on occasions located herself in this past 

and relived her experiences in these former happier times. Feasibly this may 

be as Freeman (2010) maintains and these previous happier memories are a 
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means of detracting from an unacceptable present and an uncertain future. I 

contend the past is the order and hidden agenda which constructs the shape 

of Barbara’s narrative and indeed is the gestalt of her story. 

 

Of particular interest in Barbara’s account is the way in which she has 

continually revisited her past life. Possibly this may have been because she 

perceives her present and future are unpredictable and uncertain. Or again 

this may be as Lopata (1969) has suggested and she is seeking to account 

for the events of the past that have brought them into the present. Or 

perhaps as Freeman (2010) contends looking backwards is a means of 

leading to the truth.  

 

It may be ascertained from Barbara’s narrative that she has suffered loss 

and changes due to her illness. These changes must include the reshaping 

of Barbara’s ‘self’ and ‘identity’. Identity changes during the life span are 

fundamental aspects of human development and ageing (Cross & Markus, 

1991). However in major transition periods, such as in the response to a 

chronic illness, where an individual has to change their lifestyles and social 

roles, changes in identity are often seen to occur (Cigoli & Scabini, 2006).  

 

Barbara appeared to have located herself in a place which is constantly 

moving and changing rather than fixed. When the present has undergone 

fundamental change the past possibly offers a basis for reconstructing an 
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altered or moderated self-concept. In this sense according to Charmaz 

(1997) situating the self in the past has allowed adaptation to the present and 

helped to shape a future which is not the future previously expected. Hill 

(1997) has asserted that when individuals acquire a chronic illness, life 

stories are interrupted, the sense of coherence is undermined and the future 

becomes uncertain and unpredictable. This has been termed by Bury (1982) 

as ‘biographical disruption’. For Barbara her return to the past may be a 

means of protecting and maintaining a prior sense of self in order to enable 

her to confront the difficulties associated with her illness and her present and 

unpredictable future. Crossley (2000) contends that when an individual 

develops a chronic illness they are shocked out of their complacency of their 

assumed future and their whole life is likely to undergo radical changes. This 

in turn according to Crossley (2000:540) ‘shakes people’s taken for granted 

sense of identity to its very roots’. From Barbara’s narrative it may be 

assumed that it is likely the disruptions in Barbara’s life have brought about 

changes in her life which have forced her to take account of a new and 

changed identity. 
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Chapter 8:  Linda 

Overview 

This chapter explores the narrative account given by Linda, Barbara’s eldest 

daughter. In particular, and in the context of the research aims, my intent 

was to investigate the effect her mother’s illness has had on her life; 

specifically with regard to how her relationship with other family members 

had been influenced. Moreover I wanted to ascertain if Linda’s own ‘self’ and 

‘identity’ had been affected in anyway by the illness. An analysis and 

interpretation of Linda’s narrative follows. 

Personal reflections 

My initial meeting with Linda (which was in her mother’s presence) gave me 

the impression that she was not altogether comfortable with my being there. 

Linda answered the door when I arrived and apart from a brief nod and the 

door opening wider there was no other welcome. Her conversation with me 

at this time was terse and clipped and she left the room shortly after I arrived 

which again made me feel quite uncomfortable. When she returned to the 

living room she became engrossed in some paperwork she appeared to be 

‘sorting out’. During the time I was speaking to her mother she never looked 

up or noticeably glanced in our direction. I had doubts at this time regarding 

her willingness to take part in the study. However, when her mother was not 

present her attitude towards me was different, in that she was much more 

friendly and communicative and she agreed in a very positive manner to take 

part in this study. I deliberated upon Linda’s attitude when we were in her 

mother’s presence but I am only able to conclude that she was possibly just 
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trying to distance herself from her mother’s space while at the same time still 

wanting to be a part of the situation. 

Introduction 

Linda was the second participant I interviewed. Both sub-sessions with Linda 

took place in her sister’s home as this was a venue chosen by Linda as it 

was where the interviews could be conducted in privacy. Should the 

interviews have been conducted in her own home, her mother’s home, it 

would have been impossible for the conversation not to be overheard. 

Susan’s home is in the next street to her mother’s home and within easy 

walking distance for Linda. Susan left her house as we arrived, to go and be 

with her mother. The two interviews or sub-sessions took place on separate 

days with the second interview taking place the following day. I made the 

decision to conduct the interviews on separate days as when undertaking the 

interviews with Barbara, I had found some practical difficulties with 

conducting the two sub-sessions and having only a fifteen minute respite 

between the two. Wengraf (2001) suggests the two sub-sessions are 

conducted as close together as is possible. However, I found that 

undertaking the two sub-sessions on the same day proved to be unworkable. 

The short break between the two sub-sessions did not allow adequate time 

to formulate questions for sub-session two from the notes I had taken from 

the first sub-session. In addition this difficulty was also augmented because 

of the lack of privacy as my close proximity to Barbara was distracting, since 

she continued conversing with me throughout the process of my 

endeavouring to formulate the questions for sub-session two. Therefore, I 

made the decision to allow a one day interlude between future interviews. 
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Once again, and in line with Wengraf’s (2001) suggestion, following the 

interviews and after approximately two weeks had passed, I made a short 

telephone call to confirm several dates and verify certain criteria.  

The environment 

As stated previously, the environment in which the interviews with Linda took 

place was in her sister’s house it was of interest for me to take note of the 

contrast between this environment and the environment in which the 

interviews with Barbara had taken place. Permission was given by Linda and 

Susan to use the information gathered from this environment and the use of 

the data obtained when the interview was not being recorded.  It was of note 

to observe Linda’s reaction to this environment. Susan’s house is a large 

detached house with a spacious and contemporary ambience. The ground 

floor consists of a very large lounge which opened up into an equally large 

dining room. The kitchen was similarly spacious and contemporary. The 

furniture and fittings all appeared to be fairly new. Linda continued, clarifying 

her position regarding her response to Susan’s living accommodation: 

“You’ll think I’m, jealous of her, won’t you? It’s not really that. I 
think a lot of Susan, but I would like all this she has. She reckons 
she hasn’t got much, but she has. It’s him, her husband Kevin he 
always wants more. That’s why he’s wanting another job; it’s more 
money and more of everything he wants. Susan doesn’t have to 
work; not really, they’ve got enough, its greed. Well I think so 
anyway”  

 

In this extract Linda denied being somewhat jealous and envious of her sister 

and declared she ‘thinks a lot of Susan’. Her resentment at this point in time 

appeared to be directed towards her brother in law Kevin. When she speaks 

of Kevin her antagonism towards him was demonstrated by her changed 
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facial expression and the development of a punitive tone in her voice. Her 

deluge of resentment caused me to reflect upon how these emotions may 

have an impact upon the sharing of the care of her mother with her sister. 

However, although Clarke-Stewart & Dunn (2006) consider competition 

between siblings is common and is a normal part of growing up in a family, 

they suggest events such as a parent’s illness may either bring adult children 

together or drive them apart. Merril (1996) has also suggested that the 

sharing of care responsibilities may cause conflict between adult siblings.  

Willyard et al (2008) argue in their research that the major caregiver in the 

caregiving situation often feels resentment towards other siblings who have 

lesser responsibility in caregiving. Furthermore, Wilyard et al. (2008) found 

there to be little discussion regarding how the caregiving tasks are 

negotiated and that this sharing of care is often without prior discussion as to 

who has responsibility regarding the major aspects of care. They assert the 

consequences of such situations often result in problems with family 

relationships. Such theory caused me to give further thought to this situation 

as from what I was able to ascertain that there had been no negotiation or 

discussion regarding the sharing of the care of their mother. I understood 

from the previous information I had gathered from Linda and Susan, that it 

was a just a tentative agreement by them both that as Linda was living with 

her mother she would undertake the larger part of her mother’s care.  

Preliminaries 

Following this initial dialogue I continued to explain several specifics to Linda 

regarding the interview process. Previously Linda and I had already spoken 

of how the interview was to be executed and we had gone through the 
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information sheet and other relevant information together. All this was 

reiterated again before the research question was asked. The initial research 

question to Linda was “Your mother has become ill; can you tell me what this 

means to you?” With sub-session two and at our next meeting, I again 

reiterated some of these points before commencing the interview. Obviously, 

the questions for the second sub-session were formulated from the first sub-

session (See Chapter 7 for details). 

Linda’s story  

The following interpretation is structured from the micro-analysis, the BDA, 

BDC, TFA and to some extent the TSS (For examples and explanations of 

these see Chapter 5). 

Childhood 

Linda narrated her story in a linear style which began with her childhood. 

This is of significance in that her mother also began her account with 

speaking of her childhood. Her subsequent account largely followed a 

chronological telling, with a substantial amount of the narrative relating back 

to childhood and the events which took place at this time. Following my initial 

question she paused for a short time.  

 

At first Linda did not speak of her childhood in any particular depth; although 

it appeared from Linda’s account that her mother’s apparent ill health during 

this time had quite an influence on her. The actual effect of the depth of this 

effect is divulged later in Linda’s narration, and additionally it is also revealed 

how in some ways it had affected her present role as her mother’s carer. 
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Linda’s following opening statement storied her mother’s illness as a life 

changing event. Later, in her narrative, her reasons for this statement 

become more evident: 

 “Well I suppose my mum’s illness has changed my life 
completely. My life would have been very different if she’d been 
well. I have to say though that in the past right from us being very 
young she always seemed to have some sort of illness; and to tell 
you the truth we always thought, me and our Susan, that she was 
a bit of a hypochondriac. Right from us being kids we thought she 
did it for attention. She wanted my dad to give her more of his 
attention. I can’t say I blame her; he never took much notice of 
her. Now I just don’t know, she might not have been well” 

 

Linda acknowledged here that she did not entirely believe in her mother’s 

illness when she was younger. The words ‘we always thought, me and our 

Susan that she was a bit of a hypochondriac’ is of significance. Linda had 

taken the position here of analysing and passing judgement on her mother’s 

illness. In describing her mother as ‘a bit of a hypochondriac’ she was saying 

there was some doubt as to whether or not her mother was an out-and-out 

hypochondriac and as such placing distrust on the veracity of her mother’s 

claims to being ill. Linda’s ambiguity and disbelief regarding these past 

events and her mother’s claim to illness at this time are interwoven 

throughout Linda’s story. Linda constantly returned to her feelings of guilt 

which she maintained, were as a consequence of her own conduct towards 

her mother and her disbelief in her mother’s health problems. In addition, 

Linda was in her account validating her mother’s assertion that her daughters 

doubted her illness. This constant returning to the past by Linda again brings 

to mind Freeman’s (2010) suggestion that the present and future are shaped 

by the past. Linda looked back at her past with regret. Freeman (2010) 
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asserts that by constantly reflecting on the past we can become ‘trapped’ in 

our own stories. However he suggests that ‘looking backwards’ and having 

‘hindsight’ can be a means of ‘interrogating our lives and, in so doing, 

learning and relearning how to live in the future’ (p.15). Possibly this process 

Linda was undergoing will eventually allow her to live a future life and come 

to terms with this past. 

 

Linda delivered her interpretation of how her family responded to her 

mother’s symptoms of illness during her childhood: 

  “She might not have been well; she might have had this, 
err…arthritis for a long time. I’ve read somewhere that it can start 
years before they find out what it is. Her complaining of being 
poorly didn’t have any effect on my Dad. It just made him cross 
with her. She got the wrong sort of attention from him, not the sort 
she wanted. But if she was poorly then, and now I think she might 
have been, it makes me feel sorry for her and very guilty for 
ganging up on her and agreeing with my dad and thinking she was 
putting it all on.” 

Once again here, Linda from her position in the present is re-authoring the 

past and as such is once more reframing her guilt. The problems with her 

family were focused particularly around her mother’s illness and her father’s 

position regarding the illness. Newby (1996) has suggested that when a 

family member develops a chronic illness, it may be useful for health 

professionals to study the interactions of the family members in order to 

provide suitable support for the ill individual and the family members. Whall & 

Fawcett (1991) also support this notion, stating any approach must study the 

individual, the family unit and their interrelatedness. Rothbaum et al. (2002) 

intimate that dysfunctional marital relationships and the quality of marital 
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relationships in a family are key to understanding overall family functioning. 

The above account by Linda indicated there was some discordance at this 

time in family relationships. Possibly obtaining knowledge regarding family 

interactions in this study may prove helpful in providing support for other 

families in similar circumstances. According to Rothbaum et al. (2002) 

although there are notable differences between family systems theory and 

attachment theory both agree the past history of the family may affect the 

present and the future of the family and their reaction to occurrences such as 

the onset of chronic illness. It has been implied that a family member with a 

chronic illness may easily throw a family ‘out of balance’. Friel & Friel (1988) 

compare the family to a mobile hanging from the ceiling, with all parts 

connecting to one another. The individual parts of this mobile may move in 

different directions according to their size and shape and location, but they 

all move. If something disturbs these mobiles they move very slowly and 

gently which throws the mobile into disarray and unbalance. It is suggested 

by Friel & Friel (1988) that families move in a very similar way.  

 

The lack of empathy, understanding and sensitivity towards one particular 

family member, with the possible isolation of this family member, is seen by 

Charmaz (1993) as a symptom of a dysfunctional family which in turn may 

affect family dynamics. From Linda’s story we are able to confirm this 

supposition. She has made it clear that she was very aware as a child that 

her mother’s ill health was having an effect on the family and described how 

this had an undesirable effect on her father, in that her mother received ‘the 

kind of attention she did not want’. In addition, Linda has acknowledged that 
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she and her sister agreed with their father in some respects as they 

considered their mother to be ‘a bit of a hypochondriac’. This has possibly 

indicated that in some ways their mother’s poor health, and her husband and 

daughter’s behaviour towards her, ‘isolated’ her mother from other family 

members. The awareness and disbelief in her mother’s illness appeared to 

have an effect on Linda and is demonstrated repeatedly at different stages of 

her ‘story’.  

 

With regard to my research objectives of wanting to understand the effect 

chronic illness has on ‘family dynamics’ it seemed evident, according to 

Linda’s story, that Barbara’s illness had an effect on the lives of family 

members from childhood years through to adulthood with their current lives 

being constructed in relation to past behaviours. Again Linda continued to 

explicate her past guilt:  

“My mum needs a lot of looking after now and unfortunately I 
seem to have ended up doing most of it. I have to look after my 
Mum, she always looked out for me and I shouldn’t have been so 
disbelieving of her before. I feel so bad about that. My Dad sort of 
led us on to not believe her” 

 

Linda positioned herself  here as ‘unfortunate’ in that circumstances 

have resulted in her being responsible for ‘doing’ most of the caring 

work. Here she appeared to be defending her own identity at the 

expense of her father’s. Charmaz (1997) considers living in the past 

can lead to anchoring ‘self and ‘identity’ in this past. The guilt Linda was 

feeling seems to be linked to this irretrievable past. Reissman (2008) 
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suggests individuals seek to explain and account for the events in the 

past which have brought them into their present. Lopata (1969) 

contends individuals often go back to the past and try to seek if and 

how they contributed to past events which they possibly wish they had 

not been a part of. Lopata (1969) maintains blame is often attributed to 

others in these past events. Charmaz (1997) (as previously discussed 

in chapter 2) has asserted that the shaping of self continues for the 

individual who relives and re-evaluates past events. While Mead (1934) 

and Strauss (1975) consider the event haunts the individual because of 

the inner conversation the she has with self about self, resulting in an 

unclear and negative ‘present self’. Possibly Linda was going through 

this process. 

Parental discord and childhood 

As we resumed the narration in sub-session two, I asked Linda if she 

was able to tell me more about how her mother’s ill health affected her 

childhood. Before the interview commenced Linda gave the impression 

of being relaxed and comfortable with my presence. However when I 

asked my opening question this changed and she looked troubled and 

uncomfortable. She stood up and looked out of the window for several 

minutes before she became seated again and began to answer the 

question. During this time I made no comment and allowed Linda to 

speak in her own time and when she was ready. However I pondered 

upon the reasons for the delay. Was it because these past memories 

were painful? Or was she just taking time to get her thoughts into some 

sort of order? Charmaz (2002) contends that silences are frequently 
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deliberate and are often laden with meaning and directed towards 

particular audiences. Mattingly & Garro (2000) intimate silences reflect 

shifting and complicated identities, or may be a means of creating 

drama. My task here was to try and appreciate Linda’s silences and 

understand their meaning. Thus, I tried to pay attention to her language 

both spoken and unspoken. I continued to contemplate on the 

justification for these long silences and the motives behind them and 

was only able to conclude that these memories caused her some 

distress and were the result of previously unhappy times. Was this as 

Riessman (2008) has described, a performance made in order to 

impress upon me the how deeply her past had affected her? Linda 

eventually began to speak: 

“Oh (pause) Where do I start? (Long pause) well... (Pause) I do 
remember that this illness caused my mum and dad to have a lot 
of arguments, and all of us a lot of upset. Well (pause)…not really 
not so much arguments as my dad going on at my mum. You see 
she was always saying she was too tired for this and too tired for 
that. He wasn’t having any of it. He used to tell her not to be so 
pathetic and to sort herself out. He never believed she was poorly. 
He said she was…well, he used a lot of bad language. Me and 
Susan could hear them and their (or his) carrying on after we’d 
gone to bed. It was no wonder my mum was too tired to go to 
work. He kept her waken most of the night. Especially when he’d 
been drinking. So we didn’t have a very good childhood. Not 
really. My dad could be alright when he wasn’t drinking and going 
out boozing. He could be quite nasty when he came back; he 
never bothered us, not really. But well, he could be really nasty 
when he’d been out drinking”  

 

Friel & Friel,(1988) assert that the family in which we grow up has an impact 

on who we are today and how we are able to respond to others.  Likewise 

Freeman (2010) has maintained the past shapes who we are today. 

According to Charmaz (1997) retelling and reliving significant events can 
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lead to judgements and appraisals of past events. In the light of this notion it 

may be contemplated whether Linda’s childhood was responsible for her 

feelings of ‘guilt’ and perhaps indirectly be partially responsible for her 

begrudging Susan her ‘life’ and domestic situation. One of the consequences 

of a child living in a ‘dysfunctional family’ according to Friel et al. (1988) is 

that the individual from such a background may be subjected to negative 

evaluations of ‘self’ and subsequently undergo a desire to please others. 

Moreover, Friel & Friel, (1988) argue that such an individual often sacrifices 

their own personal needs to take care of the needs of others or for the needs 

of the family system. Linda in some ways albeit resentfully at times, has 

placed her ‘caring role’ before her own needs. She elucidated her situation 

by describing it in such ways as ‘it’s unfortunate, but I seem to have ended 

up looking after mum’, ‘I have no choice’, ‘she always looked after me’ and ‘I 

shouldn’t have been so disbelieving of her before’. Possibly her 

steadfastness to be a carer to her mother may be a result of her previous 

attitude in her childhood towards her mother. Which in turn has resulted in 

feelings of guilt and a need to recompense for this past. However, Linda 

made the ‘choice’ to live with and care for her mother. Possibly the fact that 

she and her own daughter needed somewhere to live was partly responsible 

for this ‘choice’. At a later stage in Linda’s narrative it will be seen how she 

considers her sister ought to place her ‘caring role’ above her own and her 

husband’s personal needs. In the course of the interview, Linda continued to 

construct a discourse of an unhappy childhood and her father’s problematic 

behaviour: 
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“He could be nasty, my dad. My mum used to say the moon 
affected his moods. But I can’t say whether it was my mum’s 
being poorly that caused my dad to be difficult and go drinking, or 
whether dad would have gone to the pub whether my mum was 
poorly or not. Who can tell? But whatever caused him to be an 
awkward so and so, he was. He’s the sort of person who can talk 
you round to his way of seeing things…makes you believe he’s 
right. Anyway my childhood wasn’t a good experience for me and 
our Susan”.  

The significance of this extract is that Linda was endeavouring to make 

sense of her father’s behaviour in that, she was trying to understand his 

reasons for his drinking and ‘going to the pub’. Again, was she blaming her 

mother and her illness for her father’s behaviour? I sensed Linda was 

distressed when she narrated these episodes of her childhood to me. 

Moreover, Linda in this construction elucidated that this was not a pleasant 

time for her sister and she was distressed by these episodes. I begin to 

appreciate at this point that the ‘telling of her story’ was not easy for her and 

had caused her to confront previous resentments which she perhaps would 

not have wished to face. I speculate if Linda has ever previously spoken of 

her childhood and if (as Riessman 2008, has suggested) narrating these past 

experiences may possibly help to excavate and reassess memories which 

were barely visible before she narrated them. Freeman (2010) maintains 

narratives are strategic and functional allowing the individual to give voice to 

previously not consciously thought of feelings. With reference to my research 

aims in wanting to understand how ‘self’ and ‘identity’ may be changed when 

a family member is chronically ill, I deliberate upon how and if Linda has 

changed because of her childhood. Has Linda become a ‘different self’ 

because of her mother’s illness during her childhood years? As I have stated 

previously, and according to Cignoli & Scabini (2006) life transitions, 
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disruptions and changes have been found to be responsible for changes in 

identity structure. Moreover Linda was only young when she was party to 

witnessing her father’s behaviour and her mother’s illness. Possibly because 

of this she was more vulnerable to the ‘happenings’ in her life and as such 

this may have resulted in her ‘losing’ the potential ‘future self’ she may have 

become (Dunkel et al. 2006). Linda continued her narration: 

 “I understand now that my mum tried to make things better, but 
she couldn’t cope with it all. My childhood memories are of my 
mum lying on the settee and my dad being down at the pub. So 
there wasn’t much in the way of family life for us…not really. 
There are some good memories, like Christmas, sometimes they 
were happy times. That’s until my dad came home drunk, then he 
could ruin Christmas. Sometimes he’d come home from the pub 
singing and that. Then sometimes he’d fall asleep. At least when 
he did that we’d get some peace and quiet.  But sometimes he 
came home ill-tempered and then that wasn’t much fun. I used to 
think it might be my mum’s fault, my dad used to tell her and us 
that often enough. He used to say it so much you get to think it’s 
true. Now I know it wasn’t, but he managed to make me and our 
Susan think it was my mum who had the problem, not him. And I 
just think she hadn’t the energy to bother to try and make us see 
things her way” (Linda stops here and pauses for a long while). 

 

Within this talk, Linda conveyed a sense of the many family occasions which 

she perceived from her standpoint as being spoilt by her father’s drinking and 

bad behaviour. Although there were brief respites when she was able to 

recollect happy times, the bad memories she described appeared to 

predominate. Depicted here are Linda’s memories of her father trying to 

vindicate his actions by blaming he mother for these abysmal times: 

“My mum bottled things up. I think now that she did that for me 
and Susan, you know…But because he could be such a charmer 
and she never said much, he sort of got us to believe he was in 
the right and it was my mum’s fault for it not being right, because 
she wasn’t feeling well. I just don’t know. But how my mum was 
had a bad effect on our family. I don’t think now it was her fault 
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that my dad left her but I did at the time. He’s tried to blame it on 
her because he felt guilty about it. I can see it all more clearly 
now, since we’ve grown up. But, was it my mum’s health that 
caused us to have such an unhappy childhood? Or was it my 
dad’s drinking? Really, I think it was both, and you know it’s had 
an effect on us to this day in a lot of ways. All that happened, and 
my dad, has made us feel guilty about how we were to my mum. 
When we blamed her you know. I think it’s made me be more 
determined to look after her now”.  

 

Once more she questioned whether it was her mother’s ill health and 

behaviour, or her father’s consumption of alcohol and his aggression which 

were a cause of these former problems. Her interpretation of these past 

events returned repeatedly to her feelings of guilt regarding her disbelief of 

her mother’s health problems. However she says she is now able to 

understand that her father was very persuasive when he claimed her mother 

and her illness were to blame for the family discord. Previous studies which 

have examined family functioning have suggested that parental alcoholism or 

heavy consumption of alcohol may be a cause of family dysfunction which in 

turn affects the children in the relationship (Werner & Broida 1991; West & 

Prinz 1987). I found there appeared to be a deficit in the literature regarding 

how a chronically ill parent affects childhood happiness. Moreover the 

metaphor ‘bottles things up’ provided some insight into the way in which 

Linda perceived her mother’s behaviour. Linda presented a discourse 

whereby she sees her mother as protective of her and her sister Susan. 

Perhaps this again has signified yet another instance in which Linda must 

repay her mother for this ‘protection’ which in turn has affected her ‘choice’ in 

electing to care for her mother in the present circumstances. Again when 

Linda referred to her past, it is as Charmaz (1987) infers, a past which is lost 
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and irretrievable. Curiously Linda varied in how she positioned herself in her 

discourse. In some instances she appeared to take her father’s part, while at 

other times she seemed to leap to her mother’s defence. Possibly she has 

come to terms with this as in adulthood she has declared herself to be able 

‘to see it all more clearly now’.  

Feeling trapped – ‘denial, displacement and reauthoring’ 

Linda has claimed to love her mother and repeated many times how much 

she wants to care for her; though her story has frequently demonstrated 

feelings of ‘being ‘trapped’ in  caring for her mother: 

 “It’s not as if I can walk away from it, I live with her and well, it’s 
our home, me and my daughter. Of course it’s my mum’s home as 
well. That sounds awful, doesn’t it? Just as if we’re staying 
because we need somewhere to live. It’s not like that I love my 
Mum, and so does my daughter. My mum’s a good sort really. But 
I’ve been put in this position and I can’t walk away, I’m trapped. 
It’s different for our Susan; she still has a life of her own. She lives 
separately, it’s not always on top of her and she has a husband 
and a child and her own house.” 

Interestingly, Linda firstly described her mother’s home as hers and her 

daughter’s. She then corrected this by saying that ‘of course it’s my mother’s 

home as well’ when in reality the house is her mother’s house. Previously, as 

was discussed earlier in chapters six and seven, Linda left the family home 

to have her own home and a life with her partner.  Leaving home at such an 

early age was perhaps a means of being self-sufficient of her parents and 

away from the conflict taking place between them.  Linda informed me that 

she was ‘glad to be away’ from her parents at this juncture in her life as she 

wanted to live a life away from the family home. Indeed she had found living 

at home in the past circumstances when her mother and father were 

together, to be intolerable. However as her relationship with her former 
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partner was unsuccessful and unacceptable for her daughter she had 

returned to the family home to live with and care for her mother. From 

Linda’s present viewpoint, she sees her mother’s illness and the need to 

provide a home for herself and her daughter as in some ways denying her 

the opportunity to have autonomy. It may also be considered this return to 

the family home was a move of ‘convenience’ for Linda, as she required a 

place to live with her daughter. Linda seemed to be in denial regarding this 

fact. Nicholas (1999) found from his study, caregivers often feel resentment 

at the restrictions placed upon them when having to adopt a caring role. 

Interestingly carers in his study were also described by him as ‘trapped 

caregivers’, this equates very much with Linda’s own depiction of her caring 

role. Moreover Nicholas’ (1999) study also found ‘carers’ experienced anger, 

which at times was directed at the illness and towards the ill individual. Linda 

in her narrative perceived her sister as having the freedom she has tried to 

achieve as she has her own home and family, as such has expressed 

resentment towards her sister.  Lawrence et al. (1998) and Adams et al. 

(2008) have also described the role of ‘caring’ as one of ‘role captivity’ 

whereby the carer experienced ‘loss of self’, depression and relationship 

problems. Linda maintained that it’s different for her sister in that, ‘she still 

has a life of her own, she lives separately, and it’s not always on top of her’. 

From Linda’s standpoint she sees herself as shouldering the larger part of 

the responsibility for her mother’s care as she lives with her and has not a 

home of her own to allow her to leave this position. However, Linda has 

insisted she loves her mother, nonetheless she has found herself in a role 

which perhaps in other circumstances she would not have freely chosen. 
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McCarty (1996) who has undertaken research concerning daughter’s caring 

for ill  parents, claims that the more a daughter sees herself as ‘having’ to be 

responsible for caring for a parent, the more likely she is to experience strain 

and a stress reaction resulting from the caregiving process. In the course of 

Linda’s narrative there were several times when she exhibited symptoms of 

stress, as at times she became very emotional and tearful.  

Rationalising lost futures 

Linda again justified her motivations for returning home and being positioned 

in the role of the main carer, by saying it was because her mother was 

lonely, unwell and needed her help:  

“My mum was down at the time, she was glad to have me there. 
That’s what I mean; she’s always tried to stand by me and been 
so understanding and patient over the years. I feel now that it’s my 
duty to help her when she needs help. In a way it’s not too bad but 
…I just feel so tied and in a situation that I can’t leave. I’m still 
young enough to meet somebody else. But I haven’t much chance 
of doing that because I haven’t got the opportunity” 

The way in which Linda perceived it as ‘her duty’ to help her mother is of 

significance. I contemplated whether this was possibly because she feels 

guilt regarding her past behaviour and disbelief of her mother’s illness, or 

was it because perceived it as her ‘duty’ as a woman and a daughter to now 

care for her mother? Hoffman (1987) has suggested that siblings experience 

some ‘fall out’ regarding how their own mother’s experienced and performed 

in their ‘family roles’, and that a mother’s feelings and attitude towards this 

role affect their siblings. Perhaps it was possible that Linda was performing in 

the same ways as she has described her mother as having done with regard 

to her ‘duty’ towards her family. In some ways it appeared she regretted  the 

decision as she now sees herself as being unable to have the opportunity to 



 

219 
 

meet ‘a life partner’ and plan a future life. Indeed she is possibly seeing a 

future and identity that is lost. Charmaz (1997) maintains that placing one’s 

hopes and self-concepts in the future along with their hopes and plans may 

result in anger self-pity and feeling trapped. Moreover Linda seemed to be 

feeling trapped in an uncontrollable future. According to Burack-Wess (2006) 

such circumstances may trap the individual into a conflict of negative 

emotions and feelings. Linda’s taking on the role of caring for her mother has 

in certain ways coincided and denied her ambition of fulfilling certain hopes 

and dreams for the future. 

 

The chasm between an overriding sense of responsibility and her ultimate 

feeling of powerlessness and inability to change her circumstances was 

augmenting Linda’s feeling of being tied to a situation she cannot change: 

“I have gone out with one or two men but it hasn’t worked out. 
There aren’t many men out there who are the right age and 
looking for a relationship. Especially when they know you have a 
child and responsibilities. When I did meet someone I liked my 
mum didn’t like it. She didn’t like him. She thought he was married 
and just using me. You wouldn’t believe the obstacles she put up. 
I went to his house one night, it was only about seven o’clock, and 
I’d been there for about twenty minutes or half an hour when she 
rang me to go back. She said she needed the toilet and wanted to 
go to bed. But she’d only just used the toilet before I left, and she 
said she wanted to watch the telly. I’d only wanted a short 
break…an hour or so. Anyway she’s done the same sort of thing 
once or twice since then. It’s so frustrating and makes me want to 
scream when she does that.” 

 

Linda has again portrayed herself as struggling to cope with her caregiver 

role. She gave the reason for leaving her mother as just wanting a short 

break. Her mother’s request for her to return home was exasperating. Linda 
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once more attempted to blame her mothers’ circumstances and illness for 

these restrictions. Incidents such as these are disturbing and may be a 

further indication the caregiver burden was affecting Linda’s well-being. In 

her account Linda has recognised there are not many men who fulfil the right 

criteria and are willing to take on the responsibility for a child. She has 

constructed her circumstance as being a constraint in her procuring a 

relationship. Previous research by Tsai (2003) indicated that relationships 

outside the caring role are necessary and beneficial to the carer as this 

subsequently helps to reduce caregiver stress. I speculate as to whether her 

mother was trying to protect Linda from relationships which she considers 

may be unsuitable and thus have resulted in her being hurt emotionally.  

However Barbara is only able to do this as Linda lives with her. Again, I have 

to contemplate if Barbara was possibly also protecting herself. Was Barbara 

afraid that if Linda had a permanent relationship she may leave, thus leaving 

her to fend for herself? Conceivably Barbara was also trying to assert some 

control in their relationship and her own life. Either way Linda was having 

trouble dealing with such incidents. In addition, this representation by Linda 

lends itself to being seen as an emplotment. Consciously, or unconsciously, 

Linda has written herself into her story. Linda has positioned herself as an 

individual in unhappy circumstances and emplotted not only herself but 

others in her emplotment.  

A lost self and identity  

My initial research question sought to discover if changes in ‘self’ and 

‘identity’ were involved not only for the individual with the chronic illness, but 

additionally, the carers closely involved with this individual. Frank (2000) 
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suggests that one aspect of loss is missing a future life the individual 

expected to live.  He explains this as where other people’s lives are going on 

around them, while they are cut off from participating and left to visualise 

what life should be; as if they were on the inside of a shop window looking 

out. Linda, in her representation, has portrayed herself as being ‘envious’ of 

others lifestyles (particularly her sister’s) and regrets the constraints which 

make it difficult to develop a relationship and have a husband and a family of 

her own. In other words she sees herself as losing the future self she may 

have become if not confined to the position of caring for her mother. Ray & 

Street (2005) suggest this loss of former self-concept and past identity is 

very real and disconcerting for some caregivers as they strive to balance the 

caregiving role and continue to try and preserve their previous view of what 

they envisaged their lives would be.  

 

Linda has claimed she has had to change the life she had previously planned 

for herself and her daughter and has had adapt to her present circumstances 

and responsibilities.  In many ways it may appear Linda has adapted to her 

role of being her mother’s carer, while in other ways she has not. She has 

declared she loves her mother and wishes to care for her. Conversely in her 

fluctuating account she has stated she was becoming ‘irritable’ and ‘bad 

tempered’ with her mother and her sister and unable to cope with her role as 

carer. Additionally she was suffering from physical problems such as 

frequent headaches and tiredness, which she says were as a result of being 

unable to sleep because of her mother’s caring needs. 
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A sense of identity (according to Little et al. 2002) is the sense of being an 

individual who is able to choose his or her options both now and for the 

future. Linda has defined her position as one in which she sees herself as 

restricted in her options with regard to either the present or the future. 

However she has previously made choices regarding her life which she has 

failed to acknowledge. One of these choices was to return to the family home 

and care for her mother. Although as previously discussed this was possibly 

a choice which was not entirely free. Little et al (2002) maintain identity is 

composed and experienced by the individual, but its experience is composed 

and modified by events and relationships within which the individual is part. 

Linda’s ‘self’ and ‘identity’, from her portrayal of her life situation and 

according to her standpoint are being modified by her life circumstances and 

the events which she has depicted as occurring in her life.  

 

Locke has defined personal identity in terms of continuity of memory (1992: 

(1689: 222). Mattingley (1998) contends memories of the past form a 

chronology of events which are interpreted in our minds and our narratives. 

This continuity of memory, according to Mattingley, influences what we 

consider ourselves to be in the present; with this continuity extending to the 

future. Little et al (2002) suggest this future memory described by Mattingley 

(1998) is not the same as ‘plans’ or ‘expectations’; and that it encompasses 

an act of imagination whereby we envisage looking back at identity forming 

events which are yet to happen. Moreover they suggest it is the biographical 

meaning we allocate to plans and expectations which shape the foundation 

for the continuity of our lived lives into the future. Additionally, they argue our 
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plans and expectations can change without threat to identity, but disruption 

of future memory has more profound outcomes. I compare this conjecture of 

Little et al (2002) to Linda’s life and her circumstances and I am able to see 

how her full time caring role may have deprived her of ‘future memories’ 

leaving her uncertain and unable to construct a meaningful future. For a 

woman such as Linda who sees herself as having had to relinquish certain 

aspects of life the certainty of her life has disappeared, to be replaced with 

an unstable present and an ambiguous future. 

Progressive illness and family dilemmas  

Linda is aware her mother’s health is deteriorating and in this account she 

appeared to be getting despondent: 

“She’s less able to do things for herself, and because of this I end 
up doing more for her. It all gets her down. I can understand that it 
must be awful for her and that she finds it hard to be so dependent 
on me. She doesn’t want to go out in her wheelchair; she doesn’t 
like people seeing her. She says they feel sorry for her and she 
doesn’t want their pity and she says the wheelchair is too heavy 
for me to push. She’s very difficult to please. I tried to find 
somebody to sit with her while I went to the shops but that wasn’t 
to her liking either. She said she didn’t like strangers to come and 
be with her. Not that the lady was a stranger, she’d lived across 
the road for years. She’s embarrassed about how she looks as 
well” 

 

Linda became quite agitated and tearful when she elucidated this situation. 

From this construction she appeared to be on the one hand trying to please 

her mother and on the other hand finding herself frustrated with not being 

able to do this. Nevertheless, she has tried to help her mother overcome her 

tribulations by attempting to promote her adjustment to her disfigurement by 

trying to help her socialise:  
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“She only wants either me or Susan to be with her (pause) though 
it’s usually me that’s with her all the time. I know I’m only sort of 
young but because I never seem to get a full night’s sleep and I’m 
getting more tired every day. My mum has a little bell by her bed 
and she rings it when she wants me. She can ring for me up to 
three times some nights. (Pause for 2 seconds) I do so dread that 
bell ringing. I get so ratty when I’m tired. It’s not her fault (pause) 
but I do get so tired (pause) and then I lose my patience, with her 
and everybody else. Then I feel sorry (pause) but I still do it again. 
There’s no answer to it, is there? 
 
  

The phrase ‘I do so dread that bell ringing’ used by Linda, served to bring to 

attention Linda’s apparent stress resulting from the caring situation. I 

consider whether perhaps ‘the bell’ in this instance, is a metaphor for this 

stress. Sims and Whynot (1997) contend that it is largely through the use of 

metaphor that narrative is made, and through which our context, our 

environment is given shape and meaning. Ozick (1989) goes as far as to say 

that without metaphor, we cannot understand or imagine the life of ‘the 

other’. It is however suggested by Sims and Whynot (1997) that it is of 

importance that the interviewer must validate the metaphor by asking the 

participant what is meant by a metaphor, encouraging discussion in terms of 

association rather than interpretation. Although I would rather at this point 

have asked Linda to explain further what she meant by her ‘dread of the bell 

ringing’, as I was following the protocol of the BNIM suggested by Wengraf 

(2001) which allows the participant to provide an uninterrupted narration, this 

was not possible. Nevertheless, thinking of the bell as a metaphor for Linda’s 

stress, gave me an opportunity to step back and view the data, and gain a 

gestalt understanding of the meanings in the data (Carpenter, 2008). As 

such this helped me to refocus and understand the circumstances as 
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perceived by Linda, in that, perhaps caring for her mother was just too much 

for her: 

“I think I might be feeling so tied because I feel so guilty about 
how what I used to think about her before I knew she was poorly. I 
thought it was all in her head. So you could say it’s both love and 
guilt that ties me to being here. It doesn’t help though knowing this 
when I’m tired and stressed. I still get snappy and I know I’m awful 
with my mum. One day she knew I was upset. I knew I had that 
sort of look on my face. I was banging the dishes around when I 
was washing up. She said ‘look Linda, you don’t have to be here 
looking after me if you don’t want to do. We’ll think of some other 
way if it’s not working out. It might be better if I go into a nursing 
home or something’. She hasn’t said anything like it again, but oh 
(pause) I wanted to cry. I went and put my arms round her and 
told her I didn’t want that. I tried then to tell her how I felt (pause) 
but it’s not easy to do that without hurting her. She tried to tell me 
how she felt, that she felt useless and hadn’t got a purpose in 
living nowadays. Our talk did help things for a bit. But as time 
passed and I started to feel pressured again. Sometimes I think I’ll 
explode. My head feels as if it’s going to explode. I’ve always had 
migraines but they’re getting worse now’.  
 
 

Authors such as Tsai (2003) contend individuals with unresolved stressful life 

events may conceivably suffer adverse health complications. It may be 

determined from this narrative that Barbara is cognisant of Linda’s feelings 

and the stress she is undergoing regarding her caring role. This knowledge 

must have some implications for their relationship. Interestingly the 

communication between them regarding these problems was found to be 

helpful if only in a transitory way, although both mother and daughter found 

this communication awkward and difficult. Lubkin and Larsen (2002) have 

suggested that when caregivers are given a choice as to whether they 

become caregivers or not feelings of self-worth and satisfaction with the role 

is increased. Linda’s earlier narrative has indicated there have been 

relationship problems prior to Linda becoming a main caregiver to her mother 

and as discussed previously her choice to care was not altogether free. 
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Nevertheless Linda has insisted she loves her mother despite the past and 

present discordance between them. Once more the past is possibly having 

an effect on the present and the future (Freeman 2010). Yet again, with 

regard to my research aims which sought to understand the effect chronic 

illness has on family dynamics and relationships, there seems to be evidence 

here from Linda’s story, that chronic illness is having a detrimental effect on 

the relationship between mother and daughter. There is evidence that 

communication in families is of extreme importance and that it is through 

communication families are able to resolve their problems (Epstein et 

al.1993; Noller & Fitzpatrick, 1990). Feasibly with improved communication 

between Linda and her mother some issues may be resolved. 

Change, family relationships and envisaging the future 

As Linda related these events to me I began to understand how much the 

role of carer was affecting her. Even so, according to this dialogue, some 

positive factors remained in Linda’s life: 

 

 “I do feel I’m missing out on life and me and my life have changed 
in so many ways. But I tell myself I’ve got to count my blessings. 
I’ve got a beautiful daughter (pause) and I do love my mum. And 
even if I haven’t got any money, I’ve got a comfortable home with 
my mum and we do just about manage to pay the bills. I don’t 
want my mum to go into a home. I wouldn’t want that, I’d feel more 
guilty. She doesn’t want to do either. It’s not the answer. But if she 
was… (Pause) did go into a home I could get on with my life but 
then (pause) I think it would be too high a price to pay” 

 

Although Linda in this account does not think the answer to her problems 

was for her mother ‘to go into a home’. However I gained the impression 

from this dialogue that she was nonetheless considering how her life would 
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be should this happen. She precipitously sets these thoughts aside by saying 

it ‘would be too high a price to pay’. Nevertheless, Linda has contemplated 

the ‘advantages’ of her mother becoming a resident in a nursing home. In 

some ways Linda is from this depiction, endeavouring to reposition herself as 

a ‘loving daughter’ and by doing so reclaiming her identity. Kramer (1993) 

found relationships previous to the caregiving situation have an effect on the 

nature of the caregiving relationship. I realise it is impossible to ascertain to 

what extent Linda’s past life and relationships with both her mother and her 

father have influenced her response to the ‘caregiver role’ and the present 

circumstances. Nonetheless it may be determined from Linda’s account that 

her childhood involvement with her mother’s illness seemed to have had the 

effect of producing feelings of guilt in Linda with regard to how she 

responded to her mother’s ill health at this time.  

 

Cody (1995) maintains each family member’s choices co-create the diverse 

and intricate patterns of living in a family. The relationships between each 

family member, according to Linda’s portrayal have persistently varied and 

were difficult to evaluate and understand. Here Linda has recognised her 

relationship with her mother has changed: 

 “As time goes on we aren’t the same, me and my mum. Things 
aren’t like they used to be between us now. Most of the time 
because I feel as if I have the world on my shoulders, and you’ll 
think I’m awful and selfish because I take it out on her. I think 
sometimes I take it out on her because I blame her for it all (pause 
and sigh) Oh I know that it isn’t her fault, but still...”  

Linda’s former narrative positioned her in childhood as disbelieving of her 

mother’s illness, ‘taking her father’s side and ‘ganging up’ on her mother’ in 
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family arguments. Linda has expressed profound feelings of guilt and self-

remorse regarding these past circumstances. Hollway and Jefferson (2000) 

assert such feelings may trigger defences against the threats this poses to 

the self, with this defence operating on an unconscious level. Furthermore 

they suggest this defensive mechanism influences people’s actions lives and 

relationships. Freud (1961) also contends that by using denial, painful or 

distressing emotions are prevented from entering the consciousness, thus 

providing time for the ego to become strong enough to deal with a changed 

or distressing situation. I reflect upon whether this is a process which Linda 

was undergoing in order to protect herself from her true feelings. After 

relating this excerpt, Linda started crying and I had difficulty understanding 

what she was saying. I had to speak and try to console her. I asked her if she 

wanted to continue. She shrugged her shoulders, dried her eyes and claimed 

she wished to carry on with the interview: 

“I’m sorry about that; it all gets me down sometimes. I do care 
about my mum but instead of growing closer we’ve grown further 
apart. Well, our Susan does try to help me and I do think now 
she’s beginning to understand how it’s all getting me down. She’s 
just not here all the time. She’ll come and stay with my mum while 
I go out but she gives me times when she can come but they 
aren’t always times that’s right for me and my mum, and our 
routine. But anyway I go out for the sake of going out. She only 
works three evenings a week. I’d give anything to have a little job 
like her, but then I’ve got a big job that’s taken over my life, don’t 
I? Oh…and me and Susan (pause) there’s some ill feeling 
between us. We’re not right. We’ve had some arguments, you 
know; mainly over my mum. I think she should try to take some of 
the burden off me a bit more” 

 

The relationship of siblings as described by Bank and Khan (1982) may be 

warm and sensitive or negative and competitive. Moreover they contend 

anything which affects one sibling inevitably has some effect on the rest of 
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the family. Dunn (1988) discovered relationships between siblings can be 

used to provoke or support each other.  Additionally they maintain the direct 

impact siblings have on one another may be altered by the effects the 

parental relationship had on them. According to Linda’s narration I found the 

relationship between the two sister’s to be one of rivalry and discord. 

Whether this was because of their mother’s illness or the conflict in previous 

years is difficult to assess. In this construction Linda has belittled Susan’s 

‘work’ by describing her employment as ‘’a little job’ while her own task of 

caring for her mother is depicted by her as a ‘big job, that’s taken over her 

life’. Furthermore she appears to think of Susan as an ‘outsider’, who only 

assists when it is convenient for her. In this further construction by Linda, 

Susan is depicted as a being unable to assist more as she has a demanding 

husband: 

“Our Susan says she’d do more if she could but she can’t. Kevin, 
her husband is very demanding. He doesn’t like her to be out of 
his sight and he never got on with my mum very well. My mum 
says he’s very deep. Keeps things close to his chest you know, I 
think I know what she means. But you see he’s family so we have 
to try and get on, don’t we? But I do agree with my mum he 
doesn’t like our Susan coming round, well not very much. He 
doesn’t mind her coming over for a bit, but if she’s away any 
length of time he’s ringing up to see where she is” 

 

Linda in her telling has previously in some ways tried to rationalise her own 

reasons for continuing to care for her mother. Now she appeared to be 

criticising and blaming Susan’s husband as responsible for preventing Susan 

from providing her with more support and help in caring for her mother. 

Although she doesn’t appear to have a good relationship with her brother in 

law she contends that as he’s family they have to ‘try and get on’. Perhaps in 
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some ways this illustrated Linda has some respect and commitment to 

‘family’. Nevertheless, it is difficult to gauge the reasons for her accepting her 

brother-in-law’s conduct. More so since Linda considers she ought to have 

more support from her sister and her husband is an apparent obstacle in 

achieving this support. From this it would perhaps be expected that she 

would have a more belligerent attitude towards him. It is maintained by Merril 

(1996) that when siblings are unwilling to participate fully in caregiving to 

their parents this may lead to conflict. Although I  found there to be a dearth 

of literature regarding the effect of caregiving on adult sibling relationships, 

Merril (1996) and Wilyard (2008) found that in most families it is always one 

particular sibling who takes primary responsibility for caregiving while other 

siblings take only secondary roles or at times remove themselves from 

caregiving altogether.  

 

Linda has expressed concerns regarding the change in the relationship 

between herself and her mother and sister. Ray & Street (2005) contend that 

caring for those with chronic illness affects relationships in that the demands 

of caregiving and imposed routines deprive those involved of the familiarities 

which sustained their previous relationships. Lyons et al. (1995) consider 

relationships are strongly rooted in communication, which in the presence of 

illness is challenged on many levels. Linda has elucidated how she now finds 

communication with her mother problematical, even though when they 

‘talked’ things were better for a while. I speculate as to whether this may be 

partly because her mother does not wish to burden her daughter with self-

presentations of depression and anxiety regarding her illness and her future. 



 

231 
 

Additionally I hypothesised if it may also be Linda who finds it difficult to 

communicate with her mother as she feels restricted regarding the 

conversations she may have with her mother. Davis (1961) and Belgrave 

(1984) have provided substantive evidence to suggest that people find 

conversations with ill people difficult and hence tend to avoid them. These 

difficulties are according to Lyons et al. (1995) because individuals find it 

difficult to establish conversation for fear of saying something which is not 

suitable or which may make the ill person uncomfortable or distressed. 

Indeed Charmaz (1991) found in her research that relationships with others 

shift and change becoming more strained and awkward during the illness. 

This research by Charmaz (1991) also discovered illness often worked to 

increase differences between family members resulting in troubled 

relationships.  

A future that is ambiguous and resented 

The narrative resumed with Linda revealing how Kevin, Susan’s husband is 

intent on the family to moving away from the area: 

“I don’t want to upset my mum and I shan’t tell her unless it’s 
really going to happen, but he’s wanting to move away from here. 
That will put the cat amongst the pigeons. (Pause for several 
seconds before Linda continues) If I hadn’t the help I get from our 
Susan then well (pause) I don’t think I could cope. I think I would 
crack up (pause) I don’t know what I should do. I don’t think it’s 
our Susan who wants to move away…but he does, I can tell; I just 
know that’s his plan. We’ll have to see what happens, won’t we. 
The way things are now with houses not selling, well, it won’t be 
easy. I think that well when it’s your mum as well you should share 
the responsibility, don’t you?” 

 

Linda’s past narrative has corroborated the strain and stress she was already 

undergoing even with the help her sister provides. Here Linda was 
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recounting the possibility of these future events transpiring, I sensed the 

alarm in her voice as she considered the prospect of coping without Susan’s 

help. In her storyline Linda had already described her life to me as a life lived 

which comprised of a reduced sense of personal freedom and an increased 

sense of responsibility. She has positioned herself as adapting her life 

around her mother’s needs, her own needs perhaps in some ways (although 

at times resentfully) becoming secondary. By doing so it seems to have 

resulted in the caregiver burden becoming far too heavy for Linda at times. 

Possibly this is corroborated by her illustration of being ‘irritable’ and 

annoyed’ with her mother and other family members. Linda informed me that 

having to be always accessible to her mother’s needs has brought about 

changes in ‘herself as a person’. With regard to the research aims of this 

study, it again appeared here from Linda’s declaration that she perceived 

herself as ‘changed’ as a person. The alarm and panic Linda displayed when 

she contemplated caring for her mother without the support of her sister was 

conceivably a result of envisaging a future for herself that was very different 

from the future she had expected and desired. This situation brings to mind 

the ‘narrative foreclosure’ described by Freeman (2010 in which it is not 

possible to imagine a future as anything other than one which is bleak and 

disappointing. Freeman (2010) continues to explain ‘narrative foreclosure’ as 

seeing oneself as having an inability to be able to contribute to the future, 

and perceiving a future which for the individual is effectively dead. He 

contends that there is a challenge in this for the individual to identify ‘ways in 

which the past cultural narrative has permeated one’s being and by 

understanding this it may be possible to restart a story which appears to 
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have ended’ (p.138). However Freeman (2010) has recognised that this is 

not an easy task. Possibly Linda may by gaining understanding of her past 

narrative, or as Freeman (2010) terms being able to ‘develop hindsight’ and 

through this be able to have hope for the future and ‘restart’ a story which 

she believed had ended. In other words Freeman (2010) contends the past is 

very much concerned with how we are able to see and visualise the future 

and that reimagining and reviving the past are integral to the process of 

keeping hopefulness alive for the future. Linda resumed her description of 

her own and her sister’s situation: 

“So you can see how me and Susan aren’t the same, I can see 
she doesn’t want the pressure I’m under. But she’s pulled both 
ways with Kevin going on at her. But I grudge her not having to 
lose her freedom like me. They can go out quite a bit, they get a 
babysitter. They go out for meals and they have holidays as well. I 
haven’t any spare money to do that. I haven’t the freedom Susan 
has. Life is as it is but it seems unfair. It doesn’t help all these 
feelings you have inside though” 

 

Linda has here defined her perception of Susan’s freedom and compared 

this with her own ‘restricted circumstances’. Formerly she described herself 

‘a prisoner’, ‘being tied’ and as ‘having lost her freedom’. However, even 

though she feels this loss she was in some ways accepting her fate and 

situation as she declared ‘life is as it is’ although in the wake of this she 

stated ‘but it seems unfair’. In this subsequent telling she has explained she 

was mindful her mother had some awareness of the ill feeling between her 

and her sister and did not wish her mother to know the extent of this rift: 

“All this doesn’t help my mum. I think she has some idea of what’s 
going on, but not the half of it really. It’s as well she doesn’t, she’s 
enough coping with herself” 
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On the one hand Linda was being protective of her mother and her feelings 

and concerned with how events in life may cause her concern; while on the 

other hand she articulated: 

“I didn’t ask to be a full time carer to my mum but I’m here and I 
can’t see how it can be different. It doesn’t stop me feeling like a 
prisoner and that I’m missing out on life” 

Immediately after this remark she continued with: 

“But I’ve got to count my blessings. I’ve got a beautiful daughter 
and I do love my mum” 

 

While she related these sentiments to me I gained the impression that on 

occasions she was in a state of flux and not altogether sure how she really 

felt or what she wanted from life. The story Linda narrated fluctuated 

between her describing the caring role to be burdensome and oppressive 

and then in contrast she declared how much she loves and cares for her 

mother and wished to continue to care for her. The transition to the caregiver 

role was portrayed by Linda as difficult. Inevitably the transition has changed 

Linda’s life. She explicated how she has tried to negotiate her relationships 

with her sister and her mother and in addition how she has found it difficult to 

continue having relationships with members of the opposite sex. Aneshensel 

et al (1995) assert that the transition to the caregiver role and its success is 

related to the development and degree of family conflict. Carpentier et al 

(2005) have discovered that when the caregiver assumed the total burden of 

care on their own without support from others they were at high risk from 

developing mental and physical health problems. Periodically while listening 

to Linda’s narrative, especially when she was describing her irritability with 

her mother and the headaches she was having, I suspected she had almost 
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reached breaking point. Moreover it has been intimated by Carpentier et al 

(2005) that ability to cope with caregiving requires maintenance of the carers 

own long term relationships in order to allow them to maintain their identity 

and equilibrium. Apparently and according to Linda’s telling she has been 

unable to develop or sustain relationships outside her family. In addition 

Linda has perceived relationships with family members have not provided the 

support she required in caring for her mother. 

The provision of support, inconsistency and loneliness 

Linda receives some support from the formal caregiving network. Lubkin & 

Larsen, (2002) assert this is of importance for the long-term emotional and 

physical health of the family caregivers: 

“I have some help in the mornings from home care. That helps me 
a lot, not just in a physical way but it gives me some moral support 
as well; it makes me feel less on my own, it’s hard to describe just 
why it does. But my mum doesn’t like them to come, she sees 
them as strangers, (pause) and you see they never give a set time 
when they’re coming and mum has to get up whenever they turn 
up. This doesn’t suit my mum; she likes to decide when she does 
things. She wants to get up when it suits her…as she says when 
she’s pulled herself together. We’ve been offered respite care as 
well (pause) but I don’t think that will happen (pause) my mum 
doesn’t want to go, and I know she’d hate it. I’ve said no to it as 
well. I just can’t bear the thought of making her more miserable”  

The situation described here by Linda was one of inconsistency. 

Unfortunately and according to Twigg & Atkin (1988) the provision of ‘outside 

help’ has often been seen as unstable and the allocation of such staff is 

affected by the ‘home care’ organisers having to spend much of their time 

‘juggling’ with staff due to issues such as sickness and staff being in short 

supply. Through such instances carers are often left with an unstable pattern 

of provision and having to accept a service which does not altogether suit 
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their needs. From this telling by Linda this appeared to be the case here as 

Barbara and Linda have to accept a pattern of care which is not appropriate 

to their needs. Nonetheless, Linda’s construction of being alone with the 

larger burden and responsibility for her mother’s care appeared from this 

depiction to be relieved by this help. Although Linda is often with her mother 

for perhaps twenty four hours a day she described to me several times how 

lonely she feels: 

“I don’t know why I feel so on my own, I’m not and I know it’s silly, 
but sometimes I panic. As I say I don’t know why and as I can’t 
talk to my mum… well not much, when somebody else is there it’s 
like (pause) I’m less lonely. It’s not the support, you know like 
home care when they come. It’s just we talk and have a cup of 
coffee, and that seems to help. God knows why” 

 

Levinas (1992) interprets loneliness as ‘being with others and yet not of the 

others; and that his or her loneliness is an inner thing’. Linda has illustrated 

from her narrative that she has somehow lost her ability to converse with her 

mother for many reasons which have been discussed previously. As Levinas 

(1992) maintains, closeness is achieved through speech and conversation, 

and through this conversation with others we are able to overcome our 

feelings of being on our own. From Linda’s storyline we are able to ascertain 

that the relationship with her sister and her mother has deteriorated and 

subsequently the ability to communicate through conversation has been lost. 

Additionally Linda has explained she has not been able to sustain 

relationships outside her family circle. Yet she is able to communicate and 

converse with the formal help her mother receives and has described the 

benefit she receives from this. I speculate regarding the reasons for this; is it 

because the ‘family relationships’ have been damaged to such an extent that 
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communication is no longer possible or meaningful? Here, Linda gives a 

further account of the lack of communication between herself and her 

mother: 

“All my mum does is watch TV and read books. Sometimes she 
sleeps. She goes into her own little world, and then I go into mine” 

 

Linda spoke of these circumstances with sadness; she paused for several 

minutes before she continued her story: 

“There’s a lack of talking between all of us, when our Susan 
comes to stay with my mum, she does the ironing or baking. My 
mum says she doesn’t sit and talk to her so much. I think my mum 
would rather she sat and had a talk with her than did other things. 
But then I don’t do much talking either” 

 

Linda resumed her account of the help and support she has received: 

“The hospital has given us a number to ring if we need, well, I 
don’t really know what it’s for. Oh, well, I think it must be for 
between appointments if my mum’s not well, or gets worse. That’s 
just it they, they don’t explain things. If they explained things more 
it would be more helpful. Another thing is that when the doctor 
talks to us, I can’t understand him. He’s not English, so when he 
says something I’m not always sure what he’s on about. Then 
once we’re out of his room, well, then nobody takes the time to 
explain it all. Although the consultant is a woman, she’s nice, 
helpful (pause) more than most of them are anyway” 

 

Linda described circumstances in which she was overall unsatisfied with the 

care her mother received from the hospital. She displayed further concern 

regarding the way her mother was treated by the medical establishment: 

“They don’t really listen to you, they have this way of making you 
feel small, as if you are stupid (pause) well not all of them, but 
some. My mum never hears what they say to her. They suggest 
some sort of treatment, pills or that…whatever, and you go along 
with it. I think they experiment on you. I don’t think they know 
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themselves what effect all these drugs have on you. I’m very 
cynical but that’s what I feel about it. I’ve never liked hospitals, I’m 
always glad when we’re out and back at home” 

From this account by Linda, I ascertained she lacked confidence in the 

medical establishment. Conversely she does say that whatever is suggested 

by the doctor, the treatment is usually accepted. It is of note that she speaks 

to me as if she was the person being prescribed treatment and it was her 

who was ‘going along with it’. This makes me question the involvement and 

influence she has on her mother’s own response to her treatment. Strauss et 

al. (1984) contend family members often take on controlling roles in 

influencing their family member to adhere or not adhere to medical regimes 

or treatments. I began to speculate from Linda’s narration that she was quite 

a dominant figure in her mother’s response to and compliance with 

treatment. For example Linda informed me that she has said to her mother, 

‘steroids have a lot of side effects and that’s what’s making her have a fat 

face’. This comment by Linda seemingly resulted with her mother refusing to 

continue with the treatment. Linda gave me the impression she was pleased 

regarding this, as she then said to me that her mother ‘looked much better 

now she’s not taking steroids’. Evidently, Linda was not very knowledgeable 

regarding the positive effects of steroids. She explained to me, ‘they (I 

presume the medical staff at the hospital) ‘just hadn’t a lot of idea about all 

these stuff’. Linda continued to speak of the inadequacies of the information 

given to her mother regarding her illness: 

“Everything I know about rheumatoid arthritis, I’ve more or less 
had to find out for myself. A lot of it’s above my head, but I do 
know the basics now. I know there’s no cure. It would have been 
nice though if they’d tried to go through things with you, you know 
make sure you know what’s what. When my mum was told what 
she’d got she was on her own, she shouldn’t have been, but she 



 

239 
 

was, and I don’t think she understood half of what was said to her 
by her GP, but he Dr… wasn’t the easiest person to talk to. So on 
the whole I don’t think we’ve had much help or support” 

It appeared from this depiction there was a shortfall in the information given 

to both Linda and her mother regarding the disease process and the care 

and treatment of rheumatoid arthritis. I have to consider that in the case of 

her mother, information may have been given at the time of diagnosis and 

she was possibly unable to absorb the information at this time. Previous 

research has documented that when an initial diagnosis of illness is given, 

this is quite often the case (Lubkin & Larsen, 2002).  It does not appear from 

Linda’s account that she was present when any information was given to her 

mother.  

 

Following this account Linda abruptly asked me if there’s anything else I 

want to know. I am slightly taken aback by the suddenness of this 

termination of the interview. However I consider I have acquired all the 

information I required, hence the interview was concluded.  

Summary  
This chapter has examined Linda’s narrative biographical account of her life 

since she began to care for her mother. Several significant issues have come 

to light from this account. These were particularly relevant to the research 

aims and objectives of the research which sought to understand the effect 

chronic illness has on family members who are involved in the care of the 

individual with the illness. Additionally, I wanted to understand if, and how, 

family carers experienced a change to their ‘self’ and ‘identity’, which was 
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associated with their caring role and life changes. Furthermore, I sought to 

understand if family dynamics and relationships were affected by their family 

member’s chronic illness.  

 

Linda began her story with speaking of her childhood and how this had had 

an effect on her life. Moreover it was of significance that she, as her mother, 

continued throughout her narrative to repeatedly visit her past.  Again as with 

her mother’s account of her life, Linda’s narrative was one of fluctuation, 

though possibly not to the same degree. Childhood as portrayed by Linda 

was not seen by her as an agreeable period in her life. Rather Linda looked 

back upon her childhood with regret and guilt as she had at this time failed to 

recognise and believe in her mother’s illness. Furthermore she recollected 

how she had on occasions taken her father’s part in family arguments. She 

views her present life and relationships as being affected by these past 

family disputes. Linda’s past and her feelings of guilt and blame regarding 

these events are interwoven throughout her story. Rothbaum et al. (2002) 

assert past family history affects the present and future of those involved in 

that history. Riessman (2008) suggests individuals often seek to explain and 

account for the events which brought them into their present. It seemed 

Linda from her account has tried to do this as she continually re-authors her 

past from her position in the present. This constant revisiting of the past by 

Linda summons up again Freeman’s (2010) assertion that by constantly 

reflecting on the past we may become ‘trapped’ in our own stories, although 

he continues to say that by doing so we may be able to eventually learn to 

live in the future. It is possible Linda has become trapped in the past and 
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through her recollections she may be able come to terms with her past and 

subsequently this will allow her to live a present and future life without 

profound feelings of guilt.  

 

Furthermore Linda has depicted herself as ‘having no choice but to care for 

her mother’. However she did make the choice to return to the family home 

when her mother required support and care. Although this ‘choice’ was not 

altogether a free choice as at the time she required a home for herself and 

her daughter. It has been suggested by Nicholas (1999) that when carers 

believe themselves to be in a position whereby they have no option but to 

continue ‘caring’ they begin to feel resentment towards others. Linda has in 

her telling described the resentment she feels towards both her mother and 

her sister, possibly this is heightened as she sees herself trapped in her 

caring role. Moreover Linda has depicted her life as struggling to cope with 

caring for her mother and on occasions she has been markedly irritable with 

her mother which may be a result of her ‘perceived burden of inescapable 

care’. Altercations with her mother and sister have also, according to her 

construction, brought about a lack of communication between all of them. 

Dunn (1988) maintains previous family relationships may affect how siblings 

respond when caring for ill parents. We may possibly presume here that 

Linda’s previous discordant family relationships have assisted in bringing 

about these present circumstances. 
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In addition, there are instances when Linda was narrating her account when I 

contemplated if she was providing a ‘performance’ in that she was not 

revealing exactly who she was, rather she was portraying a ‘preferred self’ or 

one which she wanted me to see (Riessman, 2008). The stories by Linda of 

her life were of her own creation and I am only able to understand her life 

through her portrayal. Goffman (1959) developed symbolic interaction theory 

toward the performative which changed the understanding of identity. He has 

suggested we are continually creating impressions of ourselves and 

presenting different definitions of who we are and making claims about 

ourselves. However Goffman (1959:106) asserts we should not believe these 

presented ‘selves’ are false as ‘one cannot be a ‘self’ by oneself; rather 

identities are constructed in shows which are intended to ‘persuade’. Thus I 

consider the identities presented by Linda and the reasons why they were 

presented to me and ponder on the nature of these identities. It is accepted 

that Identity is continually changing and evolving, Little et al. (2002) maintain 

identity is composed and modified by past events and relationships which the 

individual was and is part of, thus I maintain, Linda’s identity has changed 

because of her past experiences and circumstances. As Freeman (2010) 

asserts the past shapes who we are today. 

 

Linda’s account and past differs from Barbara’s in that she is not the 

individual suffering from a chronic illness, hence resulting in many disparities 

in their telling. Furthermore Barbara’s past does not include the constituents 

of guilt, regret and blame. Although there are fluctuations in Linda’s account 
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these are not as obvious or as profound as with Barbara’s. However, the 

continual revisiting of the past is an evident feature of both of their narratives.  

 

It is possible to see how past and present circumstance have deprived Linda 

of being able to construct a meaningful future. Her full time caring role has 

deprived her of the future she previously planned and predicted and it has 

been replaced with an unstable present and an ambiguous future. Again as 

previously I call to mind the narrative foreclosure described by Freeman 

(2010), which he sees as an ability to contribute to a future which is 

effectively dead. However Freeman (2010:138) maintains it is possible for 

the individual to identify ‘ways in which the past cultural narrative has 

permeated one’s being and by understanding this it may be possible to 

restart a story which appears to have ended’. Possibly for Linda she may by 

understanding and looking back to the past be able to come to terms with the 

present and the future. 
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Chapter 9: Susan                                      

Overview 

This chapter explores the narrative biographical account provided by Susan, 

Barbara’s youngest daughter. The narrative was again examined specifically 

with regard to, and within the context of my research aims. My intent yet 

again, as in the preceding chapter, was to discover what affect her mother’s 

illness has had on her life; particularly with regard to how this illness has 

influenced her relationships with other family members. In addition, I wanted 

to find out if Susan’s own ‘self’ and ‘identity’ had been affected or changed by 

her mother’s illness.  

Introduction 

Susan was the final family member to be interviewed. These final two sub-

sessions took place in Susan’s own home and were conducted on two 

successive days for reasons explained in the previous chapter and which I 

believed to be necessary to allow time for the formulation of the questions for 

the final sub-session. Once more following the interviews and after a period 

of approximately two weeks, I made a short telephone call to confirm several 

dates and verify certain criteria which had been discussed. 

Personal reflections 

As I have explained previously, I selected Wengraf’s (2001) BNIM as I 

considered the single narrative inducing question would allow an 

uninterrupted narration from the participants. As such the stories in this 

research would be personally constructed by the participants and any 

perceived notions I may have had regarding their experiences would not be 
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affected by my own personal history and involvement with chronic illness. 

Nonetheless, I acknowledge once again that my own past history and 

present health circumstances must undoubtedly have some effect on this 

research study, particularly so in the analysis of this investigation. Susan 

throughout her narrative and in the dialogue subsequent to the interviews did 

not ask of my own apparent health problems as her mother and sister had 

done previously. I am unable to ascertain whether this was due to politeness, 

respect or some other explanation of which I am unaware. Susan in general 

gave the impression she was reluctant to speak of her life and 

circumstances, although she did not at any time imply that she did not wish 

to participate in the study. However as I listened to Susan’s ‘story’ I contend 

that the telling of her story (and indeed with the other participants) has 

brought to the fore aspects of life which were previously unthought of and 

consequently not spoken of. Giddens (1991) asserts this may be so and 

furthermore suggests the reconstructing and ‘telling of stories’ may in some 

ways have an effect on ‘self’ and ‘identity’ change. As this investigation is 

very much concerned with these topics, this is of relevance and interest. As a 

result of this notion I deliberate upon whether, the ‘telling of the story’ in the 

case of each of these participants has had an effect on and brought about a 

change in their identities and self-concept. 

The environment 

Susan’s home has already been described in chapter 8; hence I see no point 

in describing these same surroundings. I will however, comment on the fact 

that although Susan was in her own home she appeared to be a little 

nervous and on edge when I arrived. From my previous meeting with Susan I 
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found her to be the least vocal family member and I had some concerns as   

to how she would respond to the interview situation; in particular in regard to 

her response to the ‘single narrative inducing question’. I was concerned 

Susan may have required some encouragement to talk, and I was anxious 

the single narrative inducing question may not have a good response. 

However, Susan appeared to be more than willing to start the interview and 

‘start talking’.  When I became seated she immediately sat opposite me, 

looked at her watch, and said she was ready to start.  

Preliminaries 

Prior to the interview I explained to Susan once again exactly how the 

interview was to be conducted. Following this, I asked Susan if she had any 

concerns regarding the process and if there were any questions she wished 

to ask. She responded with saying she was ‘fine’ and ‘ok’ and ‘ready to get 

going’. These answers were delivered in an abrupt, brusque manner. 

Moreover although Susan was saying she was ‘fine’ she appeared very 

nervous. Her body posture was tense; she was sitting forward in her chair 

and did not appear to be at ease with the situation. Additionally, when I was 

just about to begin the interview she made the comment “the sooner we get 

on with it, the sooner it will be over with”. I considered this statement and 

Susan’s reasons for wishing the interview to be ‘over with’. She had given 

me the impression she was ‘uneasy’ and anxious regarding the interview and 

I was only able to ascertain at this time that this was perhaps her reason for 

wanting the interview to be over quickly. Following this comment by Susan I 

asked her again if she was quite happy to be interviewed, she replied that 

she was but admitted to being ‘a bit edgy’. Nevertheless I was perplexed by 
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her behaviour. I reflected upon why she should be so ‘ill at ease’ in her own 

surroundings but I was unable to help her feel at ease. Subsequently, I 

proceeded to mentally go through a scenario of instances which may have 

caused her discomfort. I considered whether it may be reluctance or 

nervousness regarding the impending interview, or were there other issues 

involved here of which I was unaware. Or again was it something to do with 

me that was making her so uncomfortable? Had I said something or done 

something either consciously or unconsciously that had provoked her 

discomfort? Burnard (1992) has written of the importance of the researcher 

recognising their own feelings and thoughts and considering their own body 

position, posture, eye contact and so forth as this may have an effect on the 

participant. However afterwards, shortly after the interview was concluded 

her husband returned home and from his reluctance to be even civil towards 

me, I considered that Susan was perhaps hoping to complete the interview 

before her husband’s return. Nonetheless at this former point in time I was 

unable to find reasons for Susan’s uneasiness and only able to try and 

provide some further reassurance to Susan and ask again if she was willing 

to proceed. She informed me that she was, subsequently, albeit with some 

reluctance, I continued to ask the initial research question ‘Your mother has 

become ill; can you tell me what this means to you?’ 

Susan’s story 

The onus of care  

In accordance with the planned method and the notion of ‘Gestalt’ (Wengraf 

(2001), I considered the topics in the order in which Susan raised them. 

Susan did not begin with recollecting her childhood memories as her sister 
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Linda had previously, rather her storyline began with explaining her view of 

her present life. I thought at this time this may have been because she did 

not place as much emphasis on the effect her childhood had on her life as 

her sister Linda. I appreciate no two individuals have the same view of the 

same situation and Susan’s perception of her childhood and family life may 

be very different from her sister’s. Cody (1995) has asserted that no two 

person’s experience of family life is ever the same. While Parse (1988) 

maintains that the family itself participates in co-creating each family 

member; and that each family and individual lives a unique, irreproducible 

interrelationship with the universe and through this experiences his or her life 

in a very personal way. Such theories support the response I have received 

from the participants in this investigation, as each family member provided 

somewhat seemingly different views regarding the same events that have 

occurred in their lives. Nevertheless, as the interview proceeded I realised 

that my judgement of why Susan did not begin the interview with speaking of 

her childhood was mistaken.  

 

Susan’s response to my question was to describe the changes she had 

made in regard to her paid employment. Possibly as her initial response to 

the question was describing these changes it implied she ascribed some 

importance to these changes and her employment was of some prominence 

in her life: 

“Err…well, what it means to me…well, it means I’ve had to make 
some changes. I’ve stopped working as many hours so I can help 
a bit more. I don’t do so much; I know our Linda does a lot more. 
But she lives there, that’s how it’s worked out for her. You see 
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she’d broke up with her boyfriend.  She had a baby and was in a 
bit of a spot, so she went to live with mum” 

In this extract Susan constructed Linda as being in a position whereby it was 

a natural progression for her to take on the larger amount of her mother’s 

care. From her viewpoint it was a natural progression since Linda now lived 

with their mother. From Linda and Susan’s narratives it appeared there was 

no specific debate about which of them was to become the main caregiver. 

Nor indeed was Barbara according to her telling, included in this decision. 

Interestingly this corresponds with the results of research undertaken by 

Willyard et al. (2008) in that, in the main there is a lack of discussion and 

negotiation amongst siblings regarding who takes on the larger responsibility 

of the care of their ill parents. Intriguingly here Susan was saying that Linda 

took on the primary responsibility for their mother’s care as she was ‘in a bit 

of a spot’ and had no other option available at the time. She appeared to be 

presupposing here that Linda had no alternative other than to ‘care for their 

mother’ and there was no need for a discussion as to whether she was going 

to do, or indeed if Linda was comfortable with the situation. Susan perhaps in 

this storyline was being slightly defensive of her own position as secondary 

carer when she stated, ‘I know our Linda does a lot more than me’; she 

depicted herself here as ‘not doing so much’ even though she has changed 

her working hours to assume a larger part of the caregiving. Within this talk 

Susan seems to have positioned herself ‘outside’ the family situation by 

saying Linda lives with her mother while she does not. In this way she has 

constructed her position as being exempt from the majority of the caring 

responsibilities.  
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Moreover, it appeared Susan cannot or does not wish to relinquish her paid 

employment and the social acquaintances she has in this paid employment. 

Afterwards when I had completed the interview with Susan she started to 

speak to me of the friends she worked with and how she enjoyed ‘being out 

of the house’ she described working as a ‘breath of fresh air in her life’. 

According to her account, this paid employment was appreciated by Susan 

and allowed her to have a degree of independence and a life outside of 

being a carer, wife and mother. Her subsequent narrative illustrated that she 

endeavoured to continue with this employment despite the limitations this 

imposed on her caring for her mother, husband and daughter.  

 

Susan continued to clarify her position as ‘secondary carer’ by enlightening 

me with what some of her caregiving entailed. She placed some emphasis 

on how ‘good it was for mum’ that Linda was conveniently available at this 

time. In addition, she gave an impression to be yet again defending her own 

position as carer when she asserted, ‘I do the best I can’ 

“Mum was going through a bad time, so it was good for mum as 
well our Linda being there. I do the best I can; I help with the 
ironing and baking when I can. Mum misses being able to bake 
herself, she can’t do it right but it makes her feel as if she’s 
helping a bit”. 

In this representation Linda’s primary caring role and her own secondary 

caring role are again being justified by Susan. She continued on the same 

theme again describing in some depth in this instance, all the ‘caring duties’ 

she undertakes for her mother: 
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“I think she appreciates what I do for her. I do her hair and help 
her to put on some make-up on. She still has some pride in how 
she looks. I go round and stay with Mum and help to get her to 
bed so Linda can go out. But I have a husband and child as well, 
so there’s only so much I can do. I know Linda’s got a child as 
well, but she lives there. I have a job as well. We need the money; 
it makes a lot of difference to Kevin and me. It lets us have a 
better life; we can go out for a meal and have an occasional 
holiday” 

 

Again Susan within this continued talk exonerated her reasons for her 

abridged caring duties. In some ways this response by Susan was 

communicated to me as a self-justifying strategy and a means of convincing 

me that she ‘does her share of the work’ even though she has a home and a 

child of her own. During the course of the interview she repeatedly 

expressed reasons regarding her inability to assist more in caring for her 

mother and constantly reiterated the useful tasks she does for her mother. In 

addition she was in this construction again providing justification as to why it 

was necessary for her to continue this paid employment outside the home. I 

am mindful of the possible reasons or underlying issues which may be 

behind her constant explications regarding her caring role.  

Divided loyalties - Feeling torn 

Susan in this storyline, emplots herself as being under pressure from her 

sister, her husband and her caregiving obligations. Additionally in her 

account she has depicted herself as having divided loyalties and ‘unable to 

please everyone’: 

“Our Linda thinks she does it all for my mum. She isn’t too happy 
with me; she thinks I should be doing more. I try to do my best but 
it’s not always that easy. I try to do right for everybody, but who 
should you put first; your husband and child, or your mum? 
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In this extract Susan expressed some resentment towards her sister. The 

way in which she said the words ’she thinks she does it all’ implied that 

although she has in this construction conceded that Linda is accountable for 

the larger amount of caregiving, she sees her own role as being undermined 

by Linda in some way.  There are some imbalances in the ‘shared care’ of 

Susan’s mother; which have been described by both sisters albeit in 

dissimilar ways. Inequities in caregiving responsibilities have been seen as 

the cause of resentment in sibling relationships by Ingersoll-Dayton et al. 

(2003) who discovered in their research that inequitable caregiving 

relationships often result in resentment which in turn results in feelings of 

distress, anger and resentment. The larger body of this research concerned 

the anger and distress experienced by the sibling who had assumed the 

majority of caregiving responsibilities. However a smaller body of this 

research literature examined the distress experienced by the secondary 

caregiver. A common feeling expressed by the secondary carer was found 

by Brody (1990) to be guilt. Additionally Kleban et al. (1989) found in their 

study, that the siblings who provided secondary care felt underappreciated 

for their contributions and resentful about the way in which their sibling who 

provided more care tried to make them feel guilty. Susan continued her 

account by describing sentiments regarding her position: 

 “Linda puts pressure on me one way and my husband another. It 
makes me feel torn. Kevin wants to move right away from here but 
I don’t really want to go. What should I do? I should put me foot 
down, but then Kevin will be really mad at me. He doesn’t want to 
share me; he just wants it to be me and my daughter. He’s selfish 
and possessive but in some ways he’s a family man and he cares 
about me”. 
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My first impression of Susan at the onset of this interview was of an anxious, 

tense individual. At this point in time I assumed that this may have been 

because Susan was concerned about the interview process, however I now 

began to appreciate Susan had other discomforts. A significant portion of 

Susan’s account focused upon her divided loyalties towards her mother, 

sister and her husband and daughter. In this construction she positioned her 

husband as ‘selfish and possessive’, while on the other hand and in contrast, 

she described him as being ‘good in some ways and a family man’. 

Nevertheless her narrative invokes imagery that she was afraid of what his 

reaction should be if she opposed him and refused to ‘move away’. 

“He can’t understand, how it is, he’s not close to his parents. They 
don’t get on, so he wouldn’t think about looking after them. So he 
can’t understand why I should have to look after me mum. We’re 
going through a funny time and I’m really torn over what to do”. 

In the wake of these last words there was quite a long silence and I begin to 

think Susan was not going to continue. However, finally Susan declared: 

“If we move its fifty miles away and I wouldn’t be able to visit my 
mum very much and I wouldn’t be able to help as I do now. 
Nothing is written in stone yet though. All I can do is try and talk 
him round. I’ll have to tread carefully though, once he’s dug his 
heels in I’ll not be able to change his mind” 

From this telling Susan gave the impression that she does not want to 

relinquish her ‘caring role’ and again her construction suggested her 

husband is a very controlling individual whom she is not likely to oppose. In 

her earlier narrative she stated, regarding his dominance, that ‘I should put 

me foot down’. Is Susan saying here that her husband would be ‘really mad 

at her’ for ‘putting her foot down’, or that she feared his temper and therefore 

unlikely to oppose him?  Susan has in this fluctuating narrative, endeavoured 
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to justify and defend her husband’s viewpoint. She has described him as 

being unable to understand the situation as he is ‘not close to his parents’. 

From this she seems to be saying her husband is not able to understand 

because of his previous relationship with his parents. She later rationalised 

his position by saying that it’s not just him wanting to move away from her 

mother. It was additionally the prospect of him having better paid 

employment which would enable him to provide more money for the family 

and an opportunity to improve his career prospects. This control by Kevin is 

of interest in this research as my initial research aims were concerned with 

the effect chronic illness had on family dynamics. I endeavoured to 

understand both Kevin and Susan’s positions here. Was Kevin trying to 

distance Susan from the ‘caring scene’? Or was his desire to move away, 

truly because of better prospects? A major theme here appeared to be 

Susan positioning Kevin as having considerable power. I reflected upon 

these circumstances and speculated whether if Susan had not been so 

involved in the caring of her mother whether Kevin would have been so keen 

to move away. 

 

Susan proceeded with her ‘story’ giving an explanation as to why the spare 

time that would be available to her if they move away would be a source of 

some self-reproach and guilt: 

“The money’s not so much more but it would mean I wouldn’t have 
to work. But then I’d have more time on my hands and I know I’d 
feel more bothered about not being there for my mum and our 
Linda. Linda’s suggested we ‘share’ my mum between us, and 
she lives with us for a bit and then Linda for a bit. I’m sorry but I 
can’t ever see my mum agreeing to that; even if Kevin did, and 
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he’s not very likely to do. You see my mum likes being in her own 
home and I don’t think she’d leave it. It would be a right upheaval 
for her anyway. So I don’t see it as a way out” 

The way in which Susan constructed her position in these circumstances 

was interesting. Previously she appeared to be saying that she was 

considering trying to ‘talk her husband round’ to the idea of not moving away. 

Here in this storyline, she seemed to be in some respects considering ‘a way 

out’ even if this was only an unintentional turn of phrase. Conceivably her 

words may imply that her caring responsibilities are too much for her and she 

was looking for some means of reducing these. Susan has in her on-going 

narrative, referred to ‘a way out’ does this mean that she was surreptitiously 

hoping or has an expectation or a desire to return at some point to the 

previous life she had despite the circumstances she has found herself in. 

Susan precipitously brushed aside her sister’s suggestion regarding ‘sharing 

their mum between them’ as not being a practical proposition, as it would not 

be realistic or acceptable to her mother even though she appeared to have 

considered it in some respects as ‘a way out’.  

Powerless and Vulnerable? 

A dominant theme in Susan’s life was not only about how her life was 

planned around her husband’s requirements; but additionally around her 

mother’s, sister’s and daughter’s requirements. In the case of her portrayed 

relationship with her husband, the concept of ‘patriarchy’ is brought to mind 

here and its use to describe social systems based on the authority of male 

heads of households. In some feminist theories it has come to mean male 

domination in general. Research by Rapoport & Rapoport (1980) has drawn 

attention to the ‘role conflict’ which confronts women and results in them 
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shouldering a ‘double burden’ of accepting not only the primary responsibility 

for housework but additionally holding down a paid job. Susan has 

constructed her story as not only shouldering responsibility for a ‘double 

burden’ but perhaps also a ‘triple burden’ as she is in addition undertaking 

caregiving to her mother. According to Susan’s account Kevin apparently 

behaves as the ‘head of the household’ and was positioned as holding power 

over Susan in their relationship, which may be seen as a form of patriarchy. 

“It’s not so easy. I have to work out how I can keep everybody 
happy, and sometimes it’s not easy. I have Kevin on me back if 
I’m not here when he comes home. He’s that sort of man; he 
thinks that’s how it should be. Then I work three evenings a week, 
six well ten. I don’t get back until half past ten, and then I have 
stuff to sort out for school. And Kevin expects me to sit and talk to 
him until he goes to bed. Myself, I’d go straight to bed when I’ve 
done what I’ve got to do but I stay and talk to Kevin”.  

Susan has constructed a narrative whereby she locates herself as 

obsequious, placing her own needs secondary to all other family members. I 

find this of interest to my research question which sought to understand what 

effect chronic illness had on the lives and identity of family members and 

how this was incorporated into the biography of the family. From this account 

by Susan, her life and her ’self’ and ‘identity’ may be observed to be affected 

not only by her endeavours to continue to care for her mother, but 

additionally by her trying to please her husband. As her story continued to 

unfold this scenario was maintained. I deliberated upon why this was so and 

if she had always placed herself secondary to ‘others needs’. Her claim here 

was to an identity of powerlessness and acquiescence towards others. 

Powerlessness has been defined by Anjoulat et al. (2007) as; a loss of a 

sense of control over one’s own life. These authors suggest that 

powerlessness is problematical to define positively only because it takes on 
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a different form in different people and contexts. They provide a description 

of how this may be: 

“Understanding that H 0 can be in liquid, gas or solid form and still 

be H 0 is like the realisation that empowerment for a poor, 

uneducated black woman can look very different for a middle 

class college student, or a thirty nine year old business man, a 

white urban housewife or a single elderly person resisting 

placement in a nursing home”. 

                                                                        Anjoulet et al. 2007:3 

Other definitions of powerlessness include: 

 “Thinking one has no control over events” (Davidhizar, 1994:156) 

 “The perception that one lacks the capacity or authority to act to affect 

an outcome” (Miller, 2000:4) 

 “Feeling of lacking influence over their own life” (Nystrem & Segasten, 

1994:128) 

 “Feeling of lack of power over your life or situation…the extent of 

power varies with the situation” (White & Roberts, 1993:127)  

 “Loss of control over one’s life as a whole, and all that this implies”          

(Bright, 1996:1)                                                           

Each of these definitions in some respect relate to Susan’s position. 

Charmaz (1997) contends that defining an emotion in an event or 

circumstances depends on the individual’s vulnerability, the intensity of the 
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experience, the relative power of the people who control it and the meanings 

the individual attributes to the other. From Susan’s narrative, it may be 

ascertained that she regards her husband in particular as having power. In 

her narrative she has emplotted herself as being vulnerable and powerless in 

her circumstances. By this Susan has given the impression she has a 

negative image of ‘self’. Charmaz (2006) has suggested that when an 

individual is in a vulnerable powerless condition (Charmaz particularly relates 

this in relation to the individual with chronic illness) this negative self-image 

can become melded to the self. Thus, when the boundaries of self are 

permeable, the individual more easily accepts the negative image; and such 

images can give rise to feelings of guilt, anger, resentment and grief.  

                                    

I have cause here to deliberate upon Susan’s position, her reaction to her 

caregiving obligations and her relationship with her husband. Brody & 

Schooner (1986) suggest there is a scarcity of conclusive research as to the 

nature of involvement of caregivers’ husbands care of in laws. However 

George (1986) found that the emotional support husbands provide may be a 

significant factor in alleviating the stress of their caregiving spouse. A study 

by Morton et al (1989) reported that the lives of husbands in their research 

were affected in several ways by their wives’ caregiving responsibilities. The 

majority of the men interviewed in this study reported feeling under strain for 

many years due to their wives’ care giving role. Most commonly described in 

this research were restrictions on personal and family times and activities. A 

further interesting finding in this research by Morton et al. (1989) was also 

the fact that they believed their wives care giving duties were the cause of 
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arguments and that the frequency of marital conflict was increased by their 

wives involvement with caregiving. Of further interest in the outcome of this 

research was that husbands considered their wives perceived themselves as 

‘caught in the middle’ between their partners and the care situation. This 

certainly seemed to concur with the way in which Susan has spoken of her 

own position and circumstances. However for Susan there are more factors 

implicated in her situation; her sister Linda and her responsibility as a parent 

to her daughter. Susan has constructed her own husband as being 

unsupportive of her caregiving role which had this been supportive, may 

have according to George (1986) and his research, served to alleviate the 

pressure. 

A performative self? 

It appeared from this telling, that as a result of the pressures Susan was 

experiencing she was unable to make autonomous decisions for either the 

present or the future. Her narrative performance prevaricated from on the 

one hand, wanting to care for her mother and continue to live in the area, 

while on the other hand considering her life may be improved if she was 

released from her caring obligations and her family moved away. Susan was 

here feasibly undergoing what Charmaz (1997) would describe, an erosion of 

trust in self, resulting in a diminished loss of control; which in turn diminishes 

a ‘self’ founded on assumptions of free choice and action. Loss of autonomy 

according to Charmaz (1997) undermines the actions, emotions and beliefs 

upon which the ‘self’ has been built. According to this hypothesis by 

Charmaz a loss of autonomy reflects a ‘loss of self’; as such Susan, by 

allowing herself to be pulled and torn in several directions, has resulted in 
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some loss of her previous ‘self’. Although these changes cannot be 

determined as wholly the result of her mother’s illness and possibly are also 

a result of her husband’s continual dominance. Nonetheless, both appear to 

have had an effect on Susan’s ‘’self’ and ‘identity’.  

 

Susan  incited an impression that she was experiencing a multiplicity of 

‘selves’ at different points in her life. This temporality is communicated 

through her narrative performance and her prevarication from one position to 

another; for example, trying to be ‘everything to everybody’, a good obedient 

wife, a good caring daughter, a good mother and a sister who participates 

fully in the care of her mother. Through examining the production of these 

different narratives of ‘self’, some access is gained to the processes involved 

in the taking up these different positions and the impact these have had on 

Susan’s ‘sense of self’. With positioning herself in her previous accounts in 

this way Susan (according to Charmaz 2005) was claiming a ‘moral self’ and 

a principled individual who tried to ‘do the right thing’. I reflected upon why 

this was so and how this assisted in achieving my research aims. Why does 

Susan give a performance which defined this aspect of her identity? Was this 

again a protective mechanism and a means of safeguarding herself from 

accusations that she is not fulfilling her role as a carer?  

 

I again recall Goffman’s (1959, 1981) assertion that ‘social actors’ stage 

performances of desirable selves to preserve ‘face’ in certain situations, I 

hypothesise if Susan is presenting these ‘selves’ to me as a ‘performance’, 
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and providing an ‘identity’ which may somehow appeal to me as an 

audience. I sensed Susan wanted me to be ‘on her side’ and perhaps 

understand and empathise with her circumstances. Young (2000:109) 

contends that ‘stories’ or ‘narratives’ are performed to appeal to an audience, 

and that the ‘performance is for others’. As such the response of the listener 

is implicated in the art of narrative. Again as in the previous interviews, I am 

positioned as interviewer, audience and interpreter. Riessman (2002) 

introduced the idea of a ‘performative self’ which she says opens up analytic 

possibilities which are missed with fixed conceptions of identity and by 

essentialising theories that assume the unity of an inner self. Reissman 

(2003) contends the narrator controls the terms of storytelling and that as 

such they occupy ‘privileged positions in story worlds of their own creation.’ I 

grappled here with trying to understand ‘the self’ Susan has presented to me, 

and I reflect upon a notion that the ‘self’ she has presented to me is again as 

Harre and van Langenhove (1999:17) suggest ‘a preferred self’. I deliberate 

upon ‘this self’ and the shifting form and different versions of the ‘self’ 

presented by Susan. One conclusion I am able to make is that due to the 

turmoil Susan’s narrative account has displayed of an unsettled life, this has 

possibly resulted in her ‘identity’ becoming mobile as is the ‘self’ rooted in 

those identities. 

A childhood best forgotten 

Susan’s account of her life did not have a linear chronological approach; 

rather she made links back and forth in time as her story unfolded. However, 

when the first interview was completed she sought to clarify her reasons for 

not discussing her childhood in any depth. Initially I had considered that 
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Susan did not speak of her childhood at the beginning of her narrative 

because it was not of as much importance to her as her later and present 

life. As her narrative continued I think that this deduction may have been 

amiss as I discovered childhood to Susan formed a prominent feature in her 

life, although it was perhaps not a phase of her life she was able to recall 

with pleasure.  Rather, her storyline suggested she had bad memories of this 

period in her life. She has declared her childhood to be ‘better put behind her 

as it was not a good time in her life and she didn’t really want to think of it’. 

This prompted me to ask why this was so, and Susan repeated again that it 

wasn’t a good time and she didn’t want to remember it. This statement was 

made with a great deal of fervour and intensity. In the wake of this there was 

an interlude when Susan did not speak for quite a while. I did not attempt to 

prompt or make conversation here, although I did deliberate upon the 

possible reasons why Susan was having such difficulty continuing her 

narrative. Charmaz (2002) contends that such ‘silences’ may be deliberate 

and enacted within a scene for an audience. Charmaz (2002) also maintains 

that ‘silences’ must be taken into account and that the juxtaposition of 

meaning and awareness comes into play here when we are trying to 

understand the silence. A further suggestion by Charmaz (2002) is that 

‘silences’ may result from the narrator’s failure to understand or find words to 

say something which in his or her past was at the time unclear or unstated, 

or that the recollection of the past event is one of distress and profound 

emotion. When Susan eventually continued her narrative I contemplated 

whether her childhood memories were to her so painful that she had a great 

deal of difficulty speaking of them. Later when I was no longer recording the 
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interview, Susan returned to this issue and made a statement which cast 

some light upon her childhood. I was quite taken aback by these assertions. I 

cannot guarantee that this pronouncement as quoted here is word-perfect as 

this is an unrecorded excerpt. However as I was taking notes at the time I am 

able to verify that the words were recorded in note form at the actual time 

they were spoken by Susan.  She stated that she:   

‘hated her childhood and this was probably because my Dad was 
such a pig and my mum was so down trodden and our Linda just 
stirred it all up. Our Linda was a so and so, she always had to 
have the last word. She always bossed me about, she still does. 
Anyway, I tried not to get involved because if you did it ended up 
coming back at you and then you were in bother”.   

Here I return to and consider Susan’s previous reluctance to speak of her 

past and I once again refer to Freeman (2010:68). He suggests when there 

is a reluctance to speak of past events, it may be because this is an attempt 

to ‘paper over it and hence render it innocuous’ as such giving an impression 

of the past which is entirely false. Initially and before this outburst I had 

assumed Susan began her account with speaking of present life and her 

employment, childhood was of no major concern in her life. However this 

assumption was not correct as Susan’s childhood appeared to be a 

prominent and unpleasant period of her life. Susan’s storyline was very 

different here from that in the recorded interview. (I must comment here that 

permission was given by all three participants to allow me to use the data 

from these unrecorded extracts). Her father here was being constructed as 

the villain in her childhood while her mother was cast as downtrodden. 

Moreover her sister Linda was constructed in this dialogue as a trouble 

maker and an individual who dominated Susan, both in her past childhood 

and in her present circumstances. Susan in this proclamation maintained a 



 

264 
 

storyline of her own role in her childhood as one of non-involvement, 

apparently to avoid trouble. The recorded account gave me some insight into 

a childhood that was not especially harmonious but did not provide me with 

reasons why she was apparently so reluctant to speak of this childhood. I 

began to consider the disparities between her account and those of her 

mother and sister. Susan had not up to this point revisited the past as Linda 

and Barbara had in their accounts done on many occasions. This supposition 

proved to be wrong as Susan now began to return to her past quite 

frequently. Here Susan provided more information regarding her younger life: 

 “My mum always looked after us, now that’s changed, we look 
after her. We owe my mum a lot; she did her best for us when we 
were kids, now I suppose we should do the same for her. Our 
Linda led her a right dance before she left home, and me mum 
was having a hard time with my dad as well. He was ok with me 
and Linda but he never left off me mum. He used to get us to side 
with him, and we did sometimes. We got to believing he was right. 
My mum and dad are better apart”. 

 

Susan in this telling constructed her mother as a good mum’ and saw this as 

a reason they should care for her now. However Linda’s character was again 

constructed as a reprobate and her father as a dominant character.  

Moreover I reflect here upon Mishler’s (1999:19) words when he says ‘We 

speak our identities, but much remains unspoken, and is shown in gesture 

and association, and in action. What narrator’s show without language 

constitutes a way of making claims about ‘self’’. I have to bear in mind just 

how much Susan was ‘not saying’ and ‘not telling’ in her narrative and why 

this was so and I recalled again her reluctance to speak of her childhood.  I 

speculated, was the disharmony in her childhood related to her mother’s 
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illness and her father’s disbelief of this? Self narratives are the way in which 

the individual constructs private and personal stories which connect various 

events of their life into cohesive and understandable wholes. Such stories 

are according to Polkinghorne (1988), about the ‘self’, the foundation of 

personal identity, self-concept and understanding which provide an answer 

to the question ‘Who am I?’ Polkinghorne (1988:145) contends that through 

this ‘the whole coherent self is created; however this ‘coherent self’ is often 

undermined in the narrating’. Thus and according to Polkinghorne (2007) we 

may be left with the question as to what is involved in constructing ‘the 

whole’ out of the diverse effects of life.  

 

Again I refer to Charmaz (1997) and how she considers an individual may 

have an image of a ‘past or discredited self’  and how this self may appear 

less real to the narrator and belong to a time which was as Susan contends 

‘better forgotten’ or ‘better put behind her as she didn’t really want to think of 

it’. My request for Susan to speak of her childhood may (according to 

Charmaz 1987) have caused the foundation of her earlier self to crumble and 

the past images she was speaking of to become real. I pondered upon the 

possibility that I had opened up a ‘Pandora’s box’ which may perhaps have 

resulted in an unwelcome situation for Susan.  However, I recall Riessman’s 

(1993) affirmation here which maintains that the function of narratives, apart 

from being of importance as a research tool, may additionally enhance the 

freedom and control of lives. Other research substantiates my belief that 

Susan’s narrative may prove to be of benefit to her. Authors such as Brody 

(1987) maintain ‘storytelling’ may serve to perform a healing function. 



 

266 
 

Nevertheless if I had considered that at any time Susan was in any way 

disturbed with her revelations and the exposure of her past I would have 

resisted any further probing of these circumstances.  

Acrimony and remorse  

Although Susan had some contact with her father, these meetings were not 

planned or on a regular basis: 

“I saw him a couple of weeks since and he was still as bad about 
her. He said ‘How’s your mum? Still moaning… I don’t have time 
to be sick!’ He doesn’t know how bad she is and he doesn’t want 
to know how she is. I don’t think he ever cared about her; well not 
as long as I can remember” 

As Susan spoke of her father she gave an impression by her body language 

and facial expressions that she does not regard him in any esteem or have 

respect for him. Previously she has described him as ‘a pig’ and stated that 

she was pleased when he left. Her allegiance appeared to be with her 

mother. Susan claimed she has ‘always got on with her mum’: 

“I don’t remember being as rebellious as our Linda, I was always 
the one that was led, not the leader. So I sort of went along with 
what Linda did when she was at home. She’s the eldest you see. 
She was my dad’s favourite. She says she wasn’t but she was. 
When he was at home she sucked up to him. She could twist him 
around her little finger when she wanted. So when he was ‘at my 
mum’ because she wasn’t well, she took his side. I ‘sat on the 
fence’, in some ways. I was close to my mum then” 

 

Here again Susan in her narrative has constructed a depiction of ‘herself’ as 

compliant, submissive, the led not the leader, unblameworthy and again a 

moral self. When she articulated the words ‘she’ (meaning Linda) and ‘Dad’ 

they are said with a great deal of definition and some acrimony, and the 

words were almost spewed out. Susan has described her position throughout 
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her account as one of passivity and amenability. Additionally, ‘Dad’ and 

‘Linda’ are here again cast as villains and as having little sympathy for 

Barbara and her illness. I question what is being achieved by Susan with this 

storyline and these constructions. What is the telling of these storylines to 

accomplish for her? Speaking of this past, may as Charmaz (2002) 

contends, help the narrator to gain images of a ‘self’ in the future; the rhetoric 

of self, according to Charmaz, may by contrasting this past self enable a new  

future self  to be formed.   

 

From Susan’s construction, I am able to ascertain that in the past she felt 

some bitterness and acrimony towards her father and possibly her sister as 

she described her as ‘sucking up to him’ and taking her father’s ‘side’. She 

has in her telling, described herself in these past circumstances as, ‘sitting 

on the fence in some ways’. It is difficult to understand exactly what Susan 

means by this metaphor. She has constructed herself as ‘passive’ in these 

situations; although she has not enlarged upon or provided an explanation as 

to why this is only ‘in some ways’. Moreover, Susan says here that she was 

‘close to her mum then’. By this she appeared to be acknowledging to me 

that her relationship with her mother has changed since she became 

involved in the care of her mother. As such and in the light of my research 

aims, this is possibly of significance. 

 

Susan once more visiting her past, continued to speak of her parents’ former 

relationship and how she had reacted to this: 
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“He’d say something to my mum and then he’d look to us to, sort 
of agree with him. He’d go on and on until you had to; at least 
you’d reckon you did…poor mum. I’d let him think I agreed with 
him, with whatever he was going on about, it was usually when 
she was tired and poorly he was worse. But I’d always be the one 
who’d go to my mum afterwards to explain why I’d done it. But she 
knew why I did. He could be nasty if he didn’t get his own way. So 
I was closer to my mum than Linda. It was bad when she’d left 
home. My dad got worse with my mum. Now we know he had 
another woman and wanted to leave; we can maybe understand a 
bit more why he was as he was but…” 

 

Freeman (2010) in his writing contends that by visiting the past we may be 

trying to bring about transcendence or escape from the initial suffering or 

damage that occurred. He further suggests that the lag or discrepancy 

between an experience and speaking of it allows the individual to be one 

step closer to understanding past experiences. Time has elapsed between 

the Susan’s childhood and the present; hence this may allow Susan to 

perhaps through this hindsight come to terms with her past life which has 

had some profound effect upon her. Of interest in Susan’s narrative 

construction is the fact that she seems to be pulled in different directions and 

seems to feel a lack of fit in the way in which she is positioned. Her narrative 

positions and repositions her family members in differing ways. In this part of 

her narrative Susan appeared to be articulating that she wanted to support 

her mother in her illness, but was reluctant and afraid to do so in her father’s 

presence. Again she has constructed her position as one of compliance, 

although she appeared to regret this ‘forced position’ as afterwards she ‘went 

to her mum’ to tell her why she had taken her father’s side’.   
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Susan in her telling has sought to make clear her reasons for wanting to care 

for her mother. She has depicted how her own and her sister’s past 

behaviour towards their mother have resulted in feeling remorse and an 

obligation to compensate for this: 

“Before she was poorly my mum always looked after us. Now 
that’s changed we look after her. We owe my mum a lot; she did 
her best for us when we were kids. Now I suppose we should do 
the same for her. I think my dad brainwashed us into thinking it 
was all in my mum’s head, her being ill. Anyway we doubted her, 
we were awful with her, our Linda more so than me. She’s sorry 
now. I am as well. All we can do is try to make it up to her” 

 

Susan continued in her storyline to position her future self as ‘a moral self’. 

Maintaining as Linda had in her account, that she let her mother down in the 

past and is regretful concerning her attitude towards her mother at this time. 

Previously she explicated her reason for this as because she was afraid of 

her father’s response had she given her mother more support at this time. In 

this she positioned herself as not having full responsibility for this past, 

blaming her father for these happenings. Again, with regard to my research 

aims, I question the consequences these past times have had on Susan’s 

present self and the outcome for her future ‘self’ and ‘identity’ 

 

These past events have, from the way in which Susan narrated her storyline, 

had a profound effect on Susan as at times, in her narration, in the telling of 

the events, she became very emotional. In considering this interpretation, I 

draw upon Goffman (1963) who contends that when retelling an emotional 

event the distance from the past flashes into the present. Max Scheler (1961) 
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has maintained that having to recollect the original event may etch it deeper 

into the structure of the self. Susan in recollecting these past events was 

perhaps in some sense reliving the feelings she experienced at this time. As 

such narrating this past experience of her childhood, which she has 

previously described as ‘not a good time’ and a time which she ‘didn’t want to 

think of’, has compelled her to relive the emotions of the past. On more than 

one occasion Susan has referred to the remorse she feels regarding her 

former attitude towards her mother. Once more I considered what Susan has 

gained from the ‘telling of these stories’? Charmaz (1997) asserts, that 

through recollecting profound memories it is possible for the narrator to 

develop solidity and reify a positive stance on these past events; and through 

this reflection of themselves in the event, become able to consider a present 

and future self. Thus the reluctant telling of these past events may possibly 

help lead Susan into a changed perspective regarding her present reality.  

Being ‘everything to everybody’ 

In her account Susan has presented herself  in several ways; firstly, as a 

daughter who must now help in caring for her mother as she believes she 

has to ‘make amends’ for her previous lack of support and behaviour towards 

her mother; secondly, she must try to be a ‘good wife’ to her husband who 

apparently from Susan’s account, is possessive and covetous of her 

attention; thirdly, she must be a ‘good mother’ to her only daughter; and 

finally, she must work to provide extra money for the ‘little extras in life’ that 

her family required. These overreaching demands have resulted in Susan 

becoming tense and anxious:  
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 “So as I’ve said I’m pulled in a lot of different directions. There 
doesn’t seem to be much ‘me time’ as they say. But it’s not just 
the physical bit, it’s the mental strain it puts on you. You can’t be 
everywhere at once. You can’t do that. It’s not possible. When I’m 
at work sometimes I’m not giving it what I should be. I forget 
things a lot, and I’m sure that’s because I’ve got too much on. You 
see our Linda hasn’t got a house of her own and a job outside to 
go to…and my child is a lot younger than hers and still needs a lot 
of attention. So yes I’m finding it hard. Mentally more so, I always 
feel stressed nowadays” 

 

This construction by Susan was of ‘life as a burden’. Susan has described 

herself as being pulled in different directions and hence being unable to 

perform these roles adequately because she had ‘too much on’. From her 

storyline she appeared to be trying to achieve a specific mode of being, by 

endeavouring to fulfil the roles of these many selves. In addition she has 

again compared her life with that of her sister Linda, and in this comparison 

has perceived her life situation as inadequate as she sees her life in a 

different way.  

 

This on-going account from Susan has depicted circumstances which appear 

to have affected her physical and mental well-being: 

“I just know I live my life now feeling stressed all the time, trying to 
keep Kevin happy, do right by my daughter and not row with our 
Linda. I just don’t know…except it’s making me ill. I’m finding it 
harder and harder to get to sleep at night, and if I do get to sleep I 
wake very early and can’t get back to sleep. I keep taking herbal 
remedies to help get me to sleep. You know Nytol and that; you 
can buy it without a prescription at the chemists. I’ve tried 
relaxation tapes as well but they’ve not been very helpful. I just 
switch off the music and get back to worrying. So…what more can 
I say” 

 



 

272 
 

There was yet again a very long silence from Susan following this extract; 

she appeared to be reflecting upon her circumstances. It was of concern that 

according to her telling she was suffering from health problems. Research by 

Vedhara et al. (2000) has found a causal relationship between stressful life 

events and adverse health outcomes, although other research has merely 

revealed a correlation between life events and stress (Russo et al. 1995). An 

abundance of past research regarding the burden associated with informal 

carers has been well documented and has acknowledged the psychological 

strain and detrimental effect on health caregiving it may cause (Gilhooly, 

1984; Russo et al, 1995; Henwood, 1998; Cohen & May, 1993; Schultz, et 

al., 1995; Kramer, 1993). Susan from her depiction has resorted to using 

several remedies to help reduce the symptoms of her stress and asserted 

her present circumstances are ‘making her ill’. Walker (1985) has suggested 

that a means of assessing the amount of stress an individual is likely to 

suffer from, is related to the life changes over time which the individual has 

undergone, these include; dyadic changes, social network changes and any 

changes that may result in the individual’s inability to respond to these 

changes effectively. Susan has portrayed herself as being unable to respond 

to the changes in her life in a positive way although it is questionable as to 

what life changes she has undergone.  

A lost future 

The present circumstances are proving to be a challenge for Susan.  Susan’s 

narrative has acknowledged she was aware her mother’s illness is 

degenerative and it is highly likely that in the future her care needs will 

increase and she will require more support. Moreover as the illness is not ‘life 
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threatening’ her mother may live for many years which in turn may result in 

Susan and her sister providing care and support for many future years 

ahead. In her narrative Susan has positioned herself as being under 

pressure from her sister, her husband, her parental responsibilities and her 

duty to care for her mother. Her present ‘self’ has emerged from the events 

which have happened in the present and the past; both are responsible for 

this ‘present self’. According to Freeman (2001:105), ’we are the terminus 

not only of our own unique history but also of the history which precedes us’. 

Nonetheless, Susan is remorseful regarding her past as she sees herself in 

this past as failing her mother as a result of at times ‘taking her father’s side’ 

when her mother was not well. However the notion of taking her father’s side 

and the subsequent guilt is not as apparent as it was with Linda. From 

Susan’s account she appeared to have been much more supportive of her 

mother than Linda was in these past circumstances. Yet because of this and 

also because her mother was ‘a good mum’ she sees herself having to make 

amends by helping to care for her mother in her present disadvantaged 

circumstances. Due to the pressure she feels Susan has turned to 

contemplating what the future may hold for herself and her family. Susan 

cannot see that the future previously planned by her husband and herself will 

now be available because of her caring responsibilities. Here she is possibly 

in this uncertain future seeing ‘self’ as a ‘lost self’ and a planned future that 

can no longer be expected. She appeared in her narration to be seeking or 

deliberating upon a means which may allow access to this future: 

“And well you see my mum is slowly getting worse. It doesn’t 
seem to matter what treatment she’s having she doesn’t get a lot 
better. When she started with arthritis she could do a lot more for 
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herself. It’s not a nice illness…it’s horrible. She’s always liked the 
house to be clean and tidy but her standards have had to go by 
the way. We try to do things as she likes but we don’t always get it 
right. She doesn’t exactly come out with it and say it’s not how she 
would have done it. But you know you can tell. Being independent 
meant a lot to her…she’s had to reconsider and have some help, 
partly because it took the burden off me and our Linda. Kevin says 
she should go into a home and that it isn’t fair of her to expect us 
to look after her. But as I’ve said he doesn’t think like us, he’s a lot 
harder than me and our Linda”.  

Susan’s construction provided a dismal picture of her mother’s future and an 

uncertain future for her and her family. She has recognised her mother’s 

condition is deteriorating and as her own and Linda’s lives are inextricably 

involved in caring for their mother their lives are also implicated: 

“I don’t think a care home would be right for my mum. But then 
again, well…you never know. She might get used to it. I haven’t 
told our Linda but I went to look round a nursing home, just to see 
what it was like. I did think it was nice …but then you think, well 
would you want to live there yourself…and I don’t think I would. 
You see my mum’s always been very, well, a private person 
(pause) well and in a care home you’d have to be, well…share, 
and your life wouldn’t be your own in some ways. I …well looked 
at people in the home and I couldn’t see my mum there. I…they 
had a man there the day I went he’d come to play the piano, and 
they were all sat round listening to him. Some of them were joining 
in, singing and that, and well I thought…well my mum would hate 
it. My mum wasn’t the sort who went and had a social life. She 
liked at home” 

Susan visited the home without informing either her husband or her sister 

that she had done this. From this it is possible that Susan had not lost all 

hope that life may return to how it was previously. Susan covertly considered 

her mother’s admission to a nursing home, while alternately she provided 

many reasons why this would not be possible. Was she still seeking ‘a way 

out’? I reflect upon whether this was an attempt to move to the level of the 

‘restored self’ described by Charmaz (1987) and she was persisting with an 
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expectation or an aspiration of eventually being able to return to her previous 

self, despite her present circumstances.  

 

Susan’s storyline continued to provide explanations as to why her mother 

would not want to live in a nursing home: 

“She’s embarrassed about how she looks, you know. Although 
people don’t generally say anything when they notice something 
different about you, do they? But children can be cruel, once a 
little girl we saw when we were outside looked at my mother’s 
hands and we heard her say to her mum, ‘why are that ladies 
hands all funny and twisted?’ I know my mum heard her although 
she didn’t say anything but afterwards she was very quiet. Anyway 
I think that makes her want to stay at home. She doesn’t like 
people to see her as she is now…so she’d rather stay in, out of 
sight. No…I don’t think a care home would be right for my mum. 
Then again well, you never know…she might get used to it.  

 

In this telling she explained how her mother fears and how others react to 

her disfigurement have in part been a cause of her mother’s social isolation 

(Volinn 1983). Here Susan used her mother’s perceived disfigurement and 

her fear of how people may react to her disfigurement as a means of 

supporting the reasons why her mother cannot reside in a nursing home. 

Though she sought a way (albeit in a covert manner) to relieve herself of her 

responsibilities by considering her mother going to live in a care home. She 

then proceeded to describe reasons why her mother may not like or be 

comfortable in such an environment, following these with ‘you never know 

she might get used to it’. It seemed that in some ways Susan was at variance 

with her own suggestions. McCarty (1996) in her study of daughter 

caregiver’s found that this pattern of fluctuation exists in many caregiving 
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situations. Participants in this research by McCarty defined themselves as 

‘being pulled in different directions’ as the caregiving process continued. The 

caregivers in this study by McCarty (1996) were described as undergoing 

different stages in this process. The caregiving phase was for these 

participants initially, grieving for the loss of; life consistency, parents’ lost 

identities, filial roles, and their parents’ former lifestyles. In the middle phase 

the daughters mourned the loss of their own prior lifestyles, social 

relationships, sibling and family relationships and tensions in spouse 

relationships. In the final phase daughters expressed a desire for their 

parents’ life continuation and happiness. There are some similarities here to 

the response described in both Linda and Susan’s narratives. However there 

are some differences, as in this study, the parents’ were suffering from 

Alzheimer’s disease.  

Cacophony  

This chapter is entitled cacophony as the issues involved in this section are 

concerned with disharmony and dissonance. One of the findings in the 

research by McCarty (1996) was of particular interest to me, was that prior 

conflicting relationships and sibling conflict were also a factor in how siblings 

responded to caring for a parent or parents. McCarty (1996) discovered the 

more a daughter found herself to be alone in decision making and torn within 

the family relationships the more she was likely to express a stress reaction 

from the caregiving process. Susan and her sister have both revealed 

disharmony in family relationships prior to them providing the care for their 

mother which is of specific interest regarding my research aim of 
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understanding relationship changes in chronic illness. Susan has spoken of 

the escalating problems between herself and her sister: 

“Linda’s being really offhand with me now. She doesn’t like Kevin 
and if we move away I think she’ll hold it against me. I think she’ll 
fall out with me totally. We’re on ‘shaky ground’ now, but if we go, 
I think that will be it”. 

From Susan’s earlier construction of her childhood she claimed Linda was 

her ‘dad’s favourite’ and she herself was ‘closer to her mum than Linda’. 

Linda in her narrative has indicated that she was envious of Susan and her 

present circumstances. Possibly it may be assumed from  these storylines 

there has been long term ‘sibling rivalry’ and the present dilemma as to ‘who 

does what’ and ‘who is responsible’ for the care of their mother has served to 

intensify this predicament. Susan depicted Linda’s life as one where she has 

it ‘easier than she does’ although Linda also has a child and undertakes the 

larger part of the caregiving. In her previous account Susan stated she sees 

Linda’s life as easier than her own, as she has not a home of her own to 

manage, a husband and an outside job. While Susan has depicted her own 

life situation as one of being ‘torn’ and unable to ‘keep everyone happy’. 

Linda has in her construction described Susan as ‘having everything’, a 

beautiful home, a husband, the opportunity for holidays and a more 

advantageous life style; while she sees herself as without her own home, 

unable to have relationships with the opposite sex because of her caring 

responsibilities and lacking the freedom Susan has in her life.  These 

altercations are possibly a source of their present tension. According to 

Susan’s telling, Linda has declared, ‘she cannot continue caring for her 

mother if Susan is not there to support her. However Susan does not believe 

this and supposes Linda will carry on ‘looking after mum whatever happens’’. 
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Nonetheless she has maintained, Linda should try to ‘understand her 

position a bit more’, as she has tried to see Linda’s view and how she 

feels…’ Susan continued to make it clear precisely how she views Linda’s 

circumstances: 

“Linda stays to look after mum because she lives with her. Linda 
has no money and nowhere to go, that’s why she feels trapped. 
And she wants more children before she’s too old. I think she’s 
jealous of me having a husband. But she’s got a lovely daughter 
and she doesn’t have to go out to work and she’s a roof over her 
head. I know she’s short of money but it’s the same for a lot 
nowadays.  

It is of interest to note how differently each sister has constructed her life 

circumstances. According to both Susan and Linda’s narratives they have 

both adjusted their lives to accommodate caring and supporting their mother. 

Susan has described Linda as being ‘jealous of her having a husband’ and 

should be grateful as ‘she doesn’t have to go out to work’ and has ‘a roof 

over her head.’ While Susan has conceded Linda is ‘short of money’ she 

counterbalanced this statement with stating that ‘a lot others’ are in the same 

circumstances. Her feelings are significant in that while from her standpoint 

she has positioned Linda as being in an more advantageous position, Linda 

from her differing viewpoint sees Susan ‘has it all’, a home, a husband and a 

financial position. As such Linda and Susan have both constructed an on-

going power struggle regarding who has the better life situation. In the final 

chapter I will compare the opposing ‘selves’ of these participants and how 

they feature in the overarching themes and outcomes of this research. 

‘Bottling things up’  

The metaphor ‘bottling things up’ possibly represents the way in which Susan 

has depicted herself as being unable to communicate with her mother and 
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her sister. Susan’s previous construction of her life has suggested a 

relationship with her sister that has not been particularly ‘close’. She claimed 

previously she was unable to converse with her sister without it resulting in 

an argument.   

“Most of the time now we don’t have a lot to say to each other and 
it’s all…well; we try to well…bury what we’re feeling. You know, 
keep it in, to ourselves. I know that’s not good but the other 
options not good either. “ 

This account by Susan again verified her previous claim that they are no 

longer able to communicate with each other in the same way as before. As 

children and in adulthood the two sisters, according to each of their 

narratives, do not appear to have ever had a very close relationship. In my 

earlier analysis, I discussed the effects of inequity in caregiving and the 

result this may have on the adult siblings. In this previous dialogue Susan 

described how her sister thought she did not give adequate help with caring 

for their mother. However Susan considers she helps as much as it is 

possible with her other obligations. I see this scenario as having caused a 

further rift between them and perhaps an ‘impasse’. Furthermore the 

altercation seems to have been intensified by Susan’s declaration that she 

and her family are contemplating moving away; this would subsequently 

result in Susan being unable to provide Linda with any support in caring for 

their mother.  

 

Susan once again in this representation perceived her relationship with her 

mother as having changed since her mother’s illness began. She compared 

her past self when she was younger as being ‘close’ to her mother:  
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 “Anyway I was close to her then, more than I am now. She 
‘bottles things up’ now. She doesn’t tell you how she feels now. 
It’s a bit like, well (pause) well, I go and say, ‘how are you mum 
today? And she says ‘I’m not bad, not bad’ or something like that. 
We don’t share any you know (pause) deep feelings. I don’t tell 
her my problems because it will upset her, and she doesn’t tell me 
her worries because she doesn’t want to worry me, so, we don’t 
talk. Well (pause) we only talk about things that don’t matter. So I 
would say my relationship with my mother has changed. Where I’d 
talk to her and tell her everything, well not everything, but, we’d 
talk a lot more than we do now. But I suppose when somebody’s 
poorly it does change it all; it has to, hasn’t it? 

I observed Susan looking very wistful following this statement; possibly she 

was grappling with trying to make some sense of what had happened to her 

family relationships. Or she may have been experiencing some regret with 

regard to these changes. There was also a period of silence in the wake of 

this account. Possibly narrating her experiences was allowing her to clarify 

her thoughts and her position in these ‘caring family circumstances’. Susan’s 

silence also gave me time to reflect upon and try to make sense of the 

hidden meanings behind her narration and her silence. I consider Glaser’s 

(2002:124) assertion that ‘people will tell you of what is of most concern to 

them’. Though Charmaz (2004) maintains individuals are not always able to 

do this and that the most important processes and thoughts often remain 

unspoken and that should we look closer this may reveal that another 

different process may be taking place. Additionally, Charmaz (2004) says 

how important it is not to place our own logic on respondent’s narratives, as 

this does not allow the participants meaning and actions to become clear. 

Goffman (1959) recognised that the observance of actions and listening to 

what people say in their natural setting are more useful than relying on the 

interview ‘words’. Hence I have to consider that there is a miscellany of past 

history between these family members. Susan has in her account spoken 
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with bitterness of her childhood and to some extent of her past and present 

relationship with her sister. Indeed she was initially reluctant to speak of her 

childhood at all. Here I again deliberated upon the effect her past family 

history may have had on the present relationships. Marks et al. (2002) 

discovered becoming a carer for a biological parent may often be associated 

with hostility and resentment between siblings and furthermore they have 

acknowledged that a history of conflict in sibling’s relationships prior to 

becoming caregivers exacerbates these feelings.  Susan and her sister have 

in their narratives described a complex and conflicting family history which is 

also supported albeit somewhat differently by their mother’s narrative 

account.  Nevertheless, without placing my own logic and interpretation on 

their stories, I am only able to conclude as Charmaz (2002) contends that 

‘silences and what is not said may reveal more than words’. 

 

Susan’s account persistently lacked a clear narrative progression, by this I 

do not suggest that Susan is in some way confused, but that she does not 

view her own life experiences in a way which has allowed the production of a 

narrative in this manner. There are some aspects of her life which she has 

continually returned to and some aspects of her life which she appeared 

reluctant to discuss. Perhaps Yoshida’s (1993) model of identity 

reconstruction may be considered a useful tool in assessing Susan’s ‘self’ 

and ‘identity’ reconstruction. Again as with Charmaz’s (1987) theories’ 

regarding ‘self’ and ‘identity’ the model is concerned with the individual with a 

chronic illness. Yoshida (1993) claims the use of the pendulum model is 

useful in situations in which identities may be under assault. For example, in 
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circumstances where there are unexpected life changes and loss and 

uncertainty. In such circumstances identities may be highly transitory or fluid 

and vacillating between identity states.  Yoshida (1993) in her research of 

reconstruction of self conceptualises the reconstruction of self and identity as 

a pendulum. The pendulum of self moving back and forth from the former 

self to the middle self. Then to an identity which is a part of the self, then to 

the final or total identity. In Yoshida’s construction the individual may or may 

not experience all these stages of identity and may be situated at any one of 

these identities with relatively little movement to another identity. In addition, 

the individual may oscillate between each of these identities depending upon 

their particular life situation. With Susan’s story it is easy to relate her swings 

back and forth to the metaphor of the swinging pendulum. Her account and 

her life have been narrated as one which appeared to be in a state of flux.  

When I was finally leaving the house and the interview was completed, 

Susan’s last words to me were ‘I don’t really know what I’m going to do. I 

don’t think I’ll ever be able to know what to do. Whatever I do there’ll be 

somebody I’ve upset’. 

Summary  

This chapter has been concerned with the telling of Susan’s story and the 

events that have been depicted by her as having taken place within her life. 

A number of noteworthy issues have emerged from her narrative account. In 

contrast to her mother and sister Susan did not commence her narrative with 

her childhood; this was not spoken of until much later in her story. Moreover 

when she did speak of her childhood it was at a point when I had stopped 

recording the interview. However this telling was with an intensity which was 
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surprising and unexpected. From this point Susan in her telling, returned to 

her past many times as both her mother and her sister had done previously. 

Childhood was not spoken of by Susan as an agreeable period in her life. 

Rather, she recollected her childhood with bitterness and resentment 

towards her sister and her father. From her construction of childhood she 

appeared to be more supportive of her mother and although she has 

expressed some feelings of guilt, this guilt is not as intense as Linda’s was 

regarding the disbelief of her mother’s illness.  

 

Susan recognised in her narrative that Linda has assumed the majority of the 

care and support given to their mother. Nevertheless, she has insisted that 

because of her own ‘responsibilities and duties’ she cannot manage to take 

on any more caring tasks. In addition Susan has perceived Linda as having a 

better life than her, while in her telling Linda sees Susan as having a life she 

wishes were hers. There has according to both their constructions been 

some rivalry between them. This seemed to stem from childhood, although 

this is viewed differently from their dissimilar standpoints. 

 

Susan has described herself as under pressure from her husband, her 

household and parenting duties, her work and her sister. This scenario is 

elucidated by her as having ‘divided loyalties. These circumstances are 

portrayed as having resulted in her suffering from related symptoms of 

stress. A situation spoken of by Susan which she see as causing further 

discordance and stress in her life is he husbands desire to move away from 
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the area. This would subsequently result in Linda being entirely responsible 

for her mother’s care. Linda from both her own and Susan’s accounts, is 

unhappy regarding this and all in all these factors are causing a further rift in 

their relationship. Additionally Kevin, Susan’s husband is a dominant 

character and in some ways Susan has in her account expressed her fear of 

‘upsetting’ him, through this she has considered moving away. These factors 

according to her storyline have caused Susan to consider nursing home care 

for her mother, although this has not been discussed with either her mother 

or her sister. 

 

Susan has, as Linda and Barbara, continued to revisit past and previous 

childhood occurrences. Is she by doing this, attempting to understand the 

present by recollecting the past (Freeman 2010)? The childhood depicted by 

Susan appeared to be a prominent factor in this past as she has spoken of it 

with such vehemence. Again as Freeman (2010) has asserted, the past 

shapes who we are today.  Thus we may consider Susan has been ‘shaped’ 

by her past. Susan as Linda presented a variety of selves in her narrative. As 

formerly debated regarding Linda, Goffman (1959) suggested we are 

continually creating impressions of ourselves and presenting different 

definitions of who we are and making claims about ourselves. Thus I reflect 

upon, as with Linda, the reasons why these varying identities were presented 

to me and I contemplate on the nature of these identities. Susan has also 

provided a ‘performative self’, a self or selves she wished me to see. Again I 

am only able to understand Susan’s life through her representation. 
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Additionally, of interest in the accounts of Susan, Barbara and Linda were 

the lack of reference to and omission of Susan’s daughter Grace. I am 

unable to see a reason for this omission though I find it perplexing. There 

has not been a point where it necessitated Grace being spoken of, however 

one would thought that at some point her presence in this research would 

have been noted. Moreover, another absent account which would have been 

of interest had he agreed to take part in this research would have been 

Kevin, Susan’s husband. However having come face to face with Kevin on 

one occasion, I concluded he was opposed to the research and deduced my 

presence was not welcome or accepted in his house. From this brief 

confrontation I was able to perhaps understand Susan’s ‘edginess’ and 

abrupt termination of the interview when he was due to arrive home. 

 

Susan’s, Linda’s and Barbara’s accounts all differ, and yet concur in many 

ways. These will all be discussed in some depth in the subsequent chapter. 
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Chapter 10:  Summary and conclusion.  

Introduction  

This research has examined the lives of a family which consisted of one 

woman suffering from rheumatoid arthritis and her two adult daughters who 

were closely involved in the care of their mother. I sought to understand from 

the research the effect chronic illness had on this family and the impact it had 

on relationships and family dynamics during their past and present lives. I 

additionally wanted to understand the stages through which the individual 

and the illness pass through, in other words the temporal nature of chronic 

illness and the changes to ‘self’ and ‘identity’ of these participants. This 

chapter explains firstly, why I considered the research was necessary, 

secondly, the lives of the women are discussed and compared with regard to 

the research aims, thirdly I discuss the appropriateness of the method used 

and finally I reflect upon the research study and look to the future with regard 

to further research. 

My rationale for undertaking the research  

I previously acknowledged in chapter one why the incidence of chronic 

illness is increasing (Office for National Statistics, 2003, Carrier, 2009).  

Additionally, the care of those with chronic illness is now seen to consume a 

large proportion of health and social care resources (Pickard et al. 2007). 

More than 17.5 million adults in the United Kingdom are estimated to suffer 

from a long-term chronic condition. Carrier (2009) maintains that although it 

is difficult to predict the prevalence and impact of chronic illness in the future, 

based on demographic trends is estimated that by the year 2014 there will be 

a 12 per cent increase in the number of adults with at least one chronic 
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condition and a 20 per cent increase in those aged over 65 years. Of interest 

to this study is that nine million people in the United Kingdom suffer from 

some sort of arthritis (Katz, 1995). The two most common forms of arthritis 

are osteoarthritis, where the cartilage between bones degenerates, leading 

to painful rubbing of bone on bone and rheumatoid arthritis in which the 

body’s immune system attacks and destroys the joint, resulting in pain, 

swelling, reduction of movement and deformity (Carrier, 2009).  

 

Furthermore as a result of the shift in recent years from institutionalised care 

to care in the community which is now much more likely to be undertaken at 

home with relatives of the ill individual having this responsibility (Aberg et al. 

2004). The relatives of ill individuals have been found to suffer from the 

consequences of caring, and have been seen to have an increased risk of 

developing mental or physical ill health as a result of caregiving (Ohman & 

Soderberg, 2004). Thus chronic illness not only affects the life of the ill 

individual but additionally the lives of the relatives and family undertaking the 

caring (Kuyper & Wester, 1998). 

 

However, as formerly asserted, although there has been an abundance of 

previous research undertaken regarding the chronic illness sufferer I 

observed that there was a deficit in the literature with regard to the 

understanding of the family of the chronic illness sufferer and how they 

responded to caring and supporting the ill individual. Hence I saw there was 

a need to gain more knowledge of such circumstances. 
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The women in this research 

Barbara 

Illness symptoms were spoken of in Barbara’s portrayal at an early stage of 

her narration and reached as far back as her early teenage years. However 

according to this depiction her symptoms were not then recognised as 

indications of rheumatoid arthritis. Barbara explained how in later years the 

intensity of these symptoms increased although they remained unrecognised 

as indicators of a specific illness. The lack of a diagnosis at this time was a 

problem according to Barbara in that it resulted in her family disbelieving in 

her illness, which subsequently gave rise to discord in the family. Additionally 

Barbara in her telling has maintained her illness was responsible for the 

breakdown of her marriage as she was too tired and unwell to have a social 

life with her husband which consequently led to him creating his own social 

life. Moreover Barbara has claimed she was unable to respond to her 

husband’s sexual demands due to her tiredness and sees this as resulting in 

him turning to another woman to fulfil his needs. Eventually Barbara’s 

husband left to be with this woman. From her position in the present Barbara 

has looked back to the past and concluded her illness was responsible for 

not only the breakdown of her marriage, loss of her employment, loss of 

friends and social life but also responsible for the unfortunate change in her 

relationship with her two daughters. Furthermore she sees her illness as 

taking away her previous life, independence, control over life, self-

confidence, self-image, self-respect and loss of the future life she hoped for 

and imagined. Barbara has depicted her loss of independence and having to 

be cared for as factors in a downward spiral of her life. Furthermore she has 
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recognised that as the course of her illness is degenerative it is likely her 

dependence will increase. The future is uncertain for Barbara as she cannot 

see her daughters being able, or wanting to, continue caring for her since 

she may have many years to live as her illness is not a life threatening 

condition. However, if Barbara’s daughters continue to care for her Barbara 

considers she would then be to blame for taking away her daughters’ 

planned for and previously expected futures. Barbara’s narrative has been 

one of fluctuation, vacillating from the negative to the positive aspects of her 

life many times over. I consider a reason for this this may be because 

rheumatoid arthritis also has a fluctuating and unpredictable pattern. Thus 

when Barbara has ‘good days’ she feels more positive, alternately when her 

illness has caused her distress, this results in her having negative thoughts 

and ‘bad days’.   

Linda 

Linda began her narrative with speaking of her childhood. This time was 

portrayed by her as a disagreeable period in her life for both her and her 

sister. She has depicted her mother’s ‘illness symptoms’ as having a 

negative effect on her life and being the cause of arguments between her 

parents. Moreover Linda in her storyline has described how in the past she 

took her father’s part in family arguments and treated her mother’s illness 

with disbelief. In some ways she has portrayed her father as to blame for her 

actions at this time. Linda has illustrated in her account how her feelings of 

guilt from this past behaviour have continued to affect her present attitude 

towards her relationship with her mother. The guilt Linda feels has continued 

to be expressed and entwined around the construction of her story. From this 
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guilt she has a belief that she must recompense for her past behaviour by 

caring for her mother. This has subsequently resulted in her feeling ‘trapped’ 

in her caring role (Adams et al. 2008). Moreover Linda took on the care and 

support of her mother when she had quite recently left her partner, thus she 

required a home for herself and her daughter Melanie. As such caring for her 

mother may not altogether be seen as a free choice. Furthermore according 

to her and her sister’s storylines, there was no discussion regarding who took 

on the majority of the caring tasks. In addition Linda in her storyline has 

regarded her sister as ‘having everything’ while she has perceived her own 

circumstances in a very different and negative way. Again Linda believes her 

relationship with her sister has deteriorated, partly because of caring 

inequalities and since Susan has informed her that Kevin, Susan’s husband 

wanted to move to another area of the country. This matter, according to 

Linda’s construction, has caused arguments and bad feeling between the 

two of them. Additionally Linda in her telling contends her relationship with 

her mother has changed and they are no longer able to communicate as they 

did previously.  This may be a result of the altercations depicted by Linda 

between herself and her mother. These altercations were perceived by Linda 

to be because she wanted some freedom from her caring duties and the 

opportunity to meet a possible future partner.  These times had occurred as 

on occasions her mother was left in the care of her granddaughter and 

required personal care which her granddaughter was unable to give, hence 

Linda was asked by her mother to return to undertake her caring duties. 

Linda alleged the demands for her to return were because her mother did not 

want her to have new relationships. Her mother’s telling does not fully 
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support these notions of Linda’s regarding their altercations. A further cause 

of the deterioration of their relationship and lack of communication may also 

be the result of the stress Linda had perceived herself to be experiencing. 

Additionally, Linda has in her telling expressed uncertainty regarding her 

present and future life.  Although she has in her storyline described herself 

as ‘trapped’ and ‘stressed’, she has continued to claim she wanted to support 

and care for her mother.   

Susan 

Susan began her narrative with speaking of her employment and not 

childhood as had her sister, Linda. Childhood was referred to much later in 

Susan’s account. I assumed at the time this was possibly as childhood held 

no particular significance to her present life. However this was a mistaken 

supposition. When she eventually did speak of this period in her life it was 

with profound acrimony and resentment towards Linda and her father. Susan 

in her telling sees herself as being supportive of her mother in her younger 

years and does not feel the guilt experienced by Linda regarding the disbelief 

of her mother’s illness. Although she has explained that at times she too took 

her father’s part in some family arguments.  

 

Susan has described her employment as a means to socialise and as ‘a 

breath of fresh air in her life’. Nonetheless she explained her working hours 

have been reduced to enable her to be more involved with her mother’s care.  

Susan does not want to relinquish her employment, even though, according 

to her depiction there are already too many limitations imposed on her life by 
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her husband, caring for her daughter Grace and household responsibilities. 

Susan has recognised in her account that she provides the lesser amount of 

care and support for her mother, but cannot see herself taking on more 

caring responsibilities since she already feels under pressure and is 

experiencing symptoms of stress. Moreover she has maintained that Linda 

taking over the major part of her mother’s care was an expected progression 

as at the time she required a home for herself and her daughter Melanie.  

 

Susan in her telling, sees Linda as having a better life than her, while Linda 

in her account, has perceived Susan as having a life she wishes were hers. 

There has according to both these sisters’ storylines been some past and 

continued rivalry between them. This rivalry appeared to stem from 

childhood, although this is viewed inversely from their different standpoints. 

Moreover Susan has described a change in the relationships between all 

three family members. Susan sees the ill feeling between Linda and herself 

as having increased. Linda’s behaviour towards her has been described by 

Susan as ‘offhand’. In addition she maintains her relationship with her mother 

is ‘not as it used to be’. Thus the communication between all three women 

has deteriorated. 

 

A situation spoken of by Susan which she see as causing further 

discordance and stress in her life is her husband’s desire to move away from 

the area. This would subsequently result in Linda being entirely responsible 

for her mother’s care. From Susan’s depiction her husband Kevin is a 
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dominant character and Susan has expressed her fear of ‘upsetting’ him by 

not going along with this, thus she has had to consider moving away. Susan 

has described herself as having ‘divided loyalties’. Such factors according to 

her storyline, have caused Susan to covertly consider nursing home care for 

her mother, this has not been discussed with either her mother or her sister. 

Susan informed me in her final interview that she was unable to make any 

decisions regarding her future life as she cannot please everyone. Hence 

Susan’s future is uncertain and indeterminate.  

 

The narratives of these women have fluctuated and veered from the negative 

to the positive aspects of their lives on numerous occasions. These varying 

patterns cause me to recollect Frank’s (1995) (see Chapter 2, p. 85) 

comparison of such narratives to the patterns in a kaleidoscope, with one 

moment the different colours being given a particular form then the tube 

moves giving rise to another form of energy. These women’s narratives 

vacillated in such a manner that I see this depiction by Frank as fitting 

A comparison of the three women’s lives  

Undoubtedly each of these women’s lives has changed as a result of illness 

and the caring role. Caregiving in this study was not a static phenomenon as 

Barbara’s condition has deteriorated over the years which has resulted in 

Linda and Susan subsequently being required to provide more assistance to 

their mother. Both daughters have found the caring role to be difficult and 

possibly a cause of the stress and health problems they are now 

experiencing. The caring role was shouldered by Linda and Susan with them 
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having little knowledge or experience of caring, or an understanding of what 

the role would entail either for the present or the future. Furthermore they are 

aware their mothers health is likely to deteriorate thus they may be called 

upon to provide more care and support. In addition caregiving is concerned 

with ‘caring about’ as well as ‘caring for’ and trying to provide love as well as 

labour. As such it is subject to the complexities of the relationships and 

involvement between family members. 

 

Each ‘self’ and ‘identity’ of the women has undergone a process of change 

albeit in different ways. There are changes in Barbara that are the result of 

the illness itself, which are perhaps expected with a degenerating illness 

such as rheumatoid arthritis. Barbara has found adapting to becoming 

increasingly dependent on her daughters difficult. Having to ask for help with 

her most personal needs and seeing her daughters’ as perhaps not fully 

understanding those needs are seen as a factor in changes to self- concept 

and a loss of self-esteem (Ohman et al. 2003). Barbara has illustrated 

instances where she was loath to ask for help as she saw herself as being a 

‘nuisance’ and a burden to her daughter Lubkin & Larsen (2002) maintain 

that when an individual is obliged to ask for help with the most fundamental 

of needs and feels that nobody understands one’s needs is to be denied the 

full dignity of a human being. As well as a loss of independence and human 

dignity, there are other factors described by Barbara which have brought 

about changes to ‘self’ and ‘identity’, these include; physical change, life 

restrictions, loss of control and social isolation.  
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Again Barbara’s illness has undoubtedly changed Linda and Susan’s lives. 

They too, as a result of their mother’s illness have had to make possibly 

resented changes in their lives. Each has suffered albeit somewhat 

differently, the feelings of restriction, powerlessness, stress, burden and at 

times loneliness, in their roles as carers. These women each in their own 

way have been intimidated by the expectations and demands of caring. As a 

result of illness they have each had to adapt and change their lives in 

remarkable and notable ways to accommodate illness and the caring role. 

Linda in particular has perceived her mother’s illness as having an effect in 

curtailing her ability to form new relationships and possibly meet a new 

partner. Susan is struggling to balance and offset her caring role with her 

other commitments to her husband and daughter. Linda and Susan are 

relatively young women and cannot now envisage having the lives they 

previously planned. The personal freedom they had previously and the ability 

to act as they did before does not now exist. Each of these two women is 

ensnared in caring roles not previously planned and expected.  

 

Possibly all three women have suffered the ‘biographical disruption’ so 

termed by Bury (1982) (see chapter 2, p.58) when he defined it as the sense 

of an individual’s life course being undermined due to illness. Many former 

aspects of each of these women’s lives have been lost. All the women are 

living and experiencing restricted and changed lives and have each in some 

ways lost ‘the self’ they were previously. These changes agree with 

Charmaz’s (1983) (see Chapter 2, p.48) depiction of a ‘lost self’ and how she 

asserts such individuals have to cope and adapt to the new self they are 
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becoming or have become. The women have all undergone changes which 

have resulted in changes to ‘self’ and ‘identity’ whether this is as a result of 

illness or as a result of being closely involved with the caring process. As 

such they each must now adapt and change to the new ‘self’ they have 

become. Adaptation to the new self according to Charmaz (1987) is 

dependent on many factors and the process is seen by Charmaz as being 

different for each individual. From this it may be ascertained that each of 

these women is likely to react to adaptation and to the circumstances in 

which they now find themselves in different ways. 

 

As discussed previously in chapter one, chronic illness is a condition which 

persists indefinitely with frequent exacerbations which requires treatment. In 

this past debate I referred to Verbrugge and Jette (1994: 126) who contend 

sufferers of chronic illness ‘must live rather than die from their condition’.  

This is so in Barbara’s case as her illness is not likely to end her life; hence 

she must continue living with the condition.  Referring again to the discussion 

in chapter one regarding health and illness, it may appear that Barbara has 

never had perfect health. Perhaps she has as Susan Sontag (1991) depicted 

spent most of her life dwelling in the country of illness and not in the country 

of health. Although this is debatable as others such as Blaxter (1990) 

maintain lay people may perceive health as a state of psychological well-

being and of happiness. We have gathered from Barbara’s account that she 

has been happy at times, particularly so in her early years of marriage. 

However Barbara has become one of the many chronic illness sufferers who 

as Davies (2005) asserts, are now beginning to dominate medical practice 
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with her on-going deteriorating health condition. From Barbara’s narrative I 

have also determined there has not been any suggestion for her to take 

some responsibility and involvement with her own care. Berzins et al. (2009) 

maintains health care policy in England has endorsed programmes such as 

the Expert Patient Programme (Department of Health 2001) for people with 

long-term conditions with the intention of lowering service costs and 

enhancing patients’ quality of life.  From the participants accounts in this 

research I understand there has been no reference from professionals to 

them being involved in such programmes of care. Embrey (2005) sees these 

self-management programmes are a means of as increasing patient’s power 

by encouraging them to make decisions regarding their lives and care. 

Possibly such programmes may have been helpful for Barbara by lessening 

her feelings of powerlessness to change her circumstances and additionally 

may have helped in providing her with a more positive outlook on life. 

Moreover indirectly these programmes may have also been a useful 

resource for Linda and Susan as they may have helped provide them with 

support. 

 

Again I have to conclude from these three women’s narratives that chronic 

illness has in various ways resulted in deterioration in relationships and 

changes in family dynamics. Unfortunately the emotional climate of the family 

has had a negative effect on Barbara. She has in her telling described how 

she has heard her daughters’ arguing over her care and other issues which 

are of concern to her. However these discussions between her daughters 

were covert, Barbara was excluded. These conversations were between her 
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daughters and were not intended to be overheard by Barbara. Such 

instances have resulted in Barbara feeling hurt, sad and discounted. My 

previous analysis has illustrated how each family member have in their 

accounts described other ways in which the relationships and communication 

in this family have changed in adverse and undesirable ways.   

 

Furthermore I consider it be of particular significance that each woman has in 

her narrative continually returned to the past to explain the future. In Chapter 

2, (p, 39) I referred to Taylor’s (1989) supposition that we are only able to be 

a self through what he describes as ‘interlocutors’ which he sees are crucial 

to our self-understanding. A further assertion by Taylor (1989) is his notion 

that in order to have a sense of who we are and what we have become we 

must move back to the past story of our lives. This somewhat parallels 

Freemans (2010) assertion that looking back to the past is very much 

concerned with the process of personal transcendence and self-

development. Possibly Barbara has returned to the past as Charmaz (1987) 

has intimated, to recapture the self she has lost, the self she was before 

illness. In Barbara’s case this may be to reflect upon the marriage and the 

husband she had in this past time. Barbara continued to speak of her ex-

husband as ‘my Jack’ even though it was many years previously since they 

divorced. When she spoke of her previous life and her relationship with her 

husband and her children and the events that had happened in this era, 

Barbara became very despondent and emotional. Linda’s childhood and her 

past are not voiced by her in favourable way. She narrated her childhood as 

unpleasant and leaving her with feelings of self-reproach. Susan in her telling 
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has spoken of her childhood with profound bitterness and resentment 

towards her father and her sister, although she perceived this time as her 

being close and supportive towards her mother. Karp (1999) in his work 

regarding the reformulation of identity has, as Freeman, looked to the past 

and the effect this had on the present.  From Freeman’s (2010) previous 

depiction the past appears to be shaping the present and the future of these 

women. The past of these three women both binds them together and yet 

separates them. Again as I have stated previously, these women locating 

themselves in the past may be preferable to an unpredictable present and an 

uncertain, ambiguous future. Finally I will once again refer to Freeman (2010) 

and his notion of ‘narrative foreclosure’ which I contend is relevant to all 

three women. The suggestion by Freeman (2010) that when the future is 

seen as bleak and disappointing and effectively dead; for the individual there 

is a challenge in this, as by understanding the past it may be possible to 

restart a story which has ended. This may be perhaps be a possibility for the 

three women involved in this research.  

 

A final word regarding the way each woman portrayed the ‘self’. I have 

previously discussed the way in which each woman presented to me 

‘different selves’. I had to consider whether these selves were constructed as 

a performance and if these ‘selves’ presented to me by the women were 

‘preferred selves’. The women’s narrative performances often equivocated 

and prevaricated from one position to another and I struggled in trying to 

understand each of these performances. Again each woman varied in the 

extent in which she provided a performance. I consider Susan provided a 
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narrative which was very much a performative narrative, particularly with 

regard to her childhood. However, Goffman (1959) maintains that we must 

not consider these selves which are presented and performed are ‘false 

selves’, rather they are situated and accomplished with the audience in mind 

which was of course myself and successively a much wider world. 

 

Worth mentioning is my perception of there being other characters involved 

in this research who I believe must be cited. The family (Barbara, Linda or 

Susan) were not agreeable with me speaking to either of the two 

granddaughters. Nonetheless Melanie, Linda’s daughter was a presence in 

this research, although her words are not included in this study. For Barbara 

she was referred to many times and is a very positive part of her life, she has 

described Melanie as ‘making her life worth living’. Grace, Linda’s daughter 

was to me only a name, and as I only saw a photograph of her I would find it 

difficult to provide a description of either her character or visually. 

Interestingly she was referred to very rarely by any of the participants. Her 

mother, Susan spoke of her only minimally and these times were infrequent. 

Grace was not actually mentioned by either Barbara or Linda in the recorded 

interviews, at least not by her name. The only reason I am able to provide for 

this situation is that Melanie lived with Barbara and thus was a much more 

visible and actual presence in her life. Jack, Barbara’s husband who left the 

family many years ago, remains ‘a presence’ in this family’s lives. For Linda 

and Susan, their references to their father are often hostile, yet from their 

accounts I am able to ascertain they occasionally meet up with him. Barbara, 

although she has accepted life with her husband in their later years together 
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was unhappy, continued to refer to him as ‘my Jack’ and recollected and 

focussed upon the ‘good times’ they had in earlier years. Possibly revisiting 

the past and recollecting only these ‘pleasant memories’ is as Freeman 

(2010) suggests and she is projecting meanings onto a past which is 

illusionary. Again these ‘good times’ may also help to detract from an 

unacceptable present and an uncertain future. The final character in this 

research study I refer to is Kevin, Susan’s husband. He was unwilling to take 

part in the research hence his words cannot be heard. Nonetheless, he has 

remained a dominant figure in the study. He has according to Susan the 

‘power’ in their relationship and by default he also has power over Linda, and 

to some extent Barbara, as the decisions he makes in his family life affect all 

other family members. Should Kevin insist his family move away, this 

decision will have an influence on all the participants in this research. From 

my brief face to face unplanned encounter with Kevin, I deduced my 

presence was unwelcome and perhaps also that he was not amenable to his 

family members participating in the study. Nonetheless in defiance of this, 

Susan had agreed to take part and participate in the research. This is of note 

as Susan from her account, was typically reluctant to go against his wishes. 

 

The analysis of the data in this study was performed in accordance with the 

notion of Gestalt (Hollway & Jefferson, 2000). Subsequently I have in this 

research considered the topics and issues raised and the order in which they 

were raised by the participants, particularly with regard to what was of 

importance to them and prominent in their lives. Each of the participants in 



 

302 
 

their accounts have placed some importance on their past lives by constantly 

revisiting the past and have used the past in implicating and accounting for 

the present and the future. Thus I contend that the past, present and future 

are significant in that they are interwoven and intertwined around each 

woman’s narrative and I contend provide the gestalt and the form of this 

research study. As such I see this as ‘an order or hidden agenda informing 

each individual’s life’ (Hollway & Jefferson, (2000: 34). 

Summary of main research findings 

According to the narrative accounts of these three women: 

 Chronic  illness has impacted on the lives of each woman either as a 

direct or indirect result of chronic illness 

 The ‘self’ and ‘identity’ of each woman has undergone a process of 

change albeit in different ways as a consequence of the illness 

 Relationships within all family members has been affected in a 

deleterious way as a result of illness 

 Of significance is the way in which the women have looked to the past 

as a means of interrogating and understanding their present and 

future lives.  

 The past history of these women has been found to have an effect on 

the present and future of these women 

The appropriateness of the BNIM in this research 

My journey to a decision to use method was described in Chapter 3 and 

began with considering other narrative research approaches the number of 

which has seen rapid growth in recent years. As I have explained previously 
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my rationale for selecting the BNIM (see Chapter 4) hinged upon the fact that 

it uses a single, initial narrative-inducing open question to generate an 

extensive uninterrupted narration (Wengraf, 2001). Thus I considered the 

stories would be personally constructed by the participants and any 

perceived notions I may have had regarding their experiences would not be 

affected by my own personal knowledge and involvement with chronic 

illness. Subsequently I considered the BNIM (Wengraf, 2001) would allow 

identification of issues and themes which I was quite unaware. Using the 

method has allowed the acquisition of abundant, rich biographical material 

from each participant’s account. Initially I had some doubts as to what 

response the single narrative inducing question would have from the 

participants. However my doubts were unjustified, as the initial probe 

appeared to encourage the participants to go far beyond what my 

expectations were and they revealed in their accounts far more of their lives 

than I would ever have ever thought possible. A further concern I had was 

regarding Wengraf’s (2001) assertion that the researcher must not on any 

account interrupt the participant’s response to this initial question. I was 

concerned here with following the directives of this concept and whether I 

would be able to control and suspend my inherent compulsion to ask 

questions during the participant’s narrations, hence interrupting the gestalt of 

the story. Fortunately this was not a problem as the participant’s willingness 

to talk countered this compulsion. 

 

Moreover the BNIM of analysis combines both the notions of narrative 

understanding and contextuality, as it considers the distinctive textual and 
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naturalistic experiences of an individual from the perspective of the told life 

story, and examines this in relation to the biographic data of the individual 

(Hollway & Jefferson, 2000; Wengraf, 2001). However there was a negative 

element of the method in that I found the analytic processes, although 

amazingly illuminating, to be lengthy, intense and time consuming. As I have 

elucidated previously, I did not use a team approach in the analysis of the 

data. I relied upon my sole interpretation of the participants’ stories. 

However, I have deliberated upon this issue and whether the process would 

have been more straightforward and opened up more possibilities of 

interpretation had I used the ‘reflecting team approach’ suggested by 

Wengraf (2001). Although Jones (2003: 167) found that the ‘reflecting teams’ 

concentration on the TSS categories became a problem as they appeared to 

be changing with each new publication by its authors. Thus Jones, (2003) for 

practical reasons, made the decision to background the text sequentialisation 

process and fore-ground the micro-analysis of text selection within the team 

setting (p.67). I understand the problems Jones (2003) had with this facet of 

the analysis, as I also found this process challenging and unproductive. I 

discovered the rigidity of the TSS onerous and cumbersome in the producing 

of workable data. Thus, after struggling with this component of Wengraf’s 

(2001) analysis for a quite a long period of time, I as Jones (2003), made the 

decision to concentrate upon the Micro-analysis of text segments, which 

subsequently I found to be more productive. Overall, I consider the BNIM has 

enabled an in-depth insight into the participants’ lives. The method provided 

an understanding of the inner subjective world in which the participants live.  
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The sample size was small due to the restrictions of this PhD and as the 

nature of the BNIM requires intensive interviews and intricate and laborious 

analytical procedures. As I was undertaking the analysis procedures alone 

and I was aware the amount of data generated may be substantial, this 

unfortunately had to be taken into consideration when selecting a sample. 

Nonetheless the small sample size may be considered by some to be a 

limitation of this research. However this research was concerned with the 

depth and richness of the data rather than breadth. As Patton (2002: 245) 

maintains, ‘the validity, meaningfulness and insights of qualitative inquiry 

have much more to do with the information richness of the case selected and 

the analysis/observations of the researcher than sample size’. On the 

conclusion of this research, I have no doubt that my sample has provided the 

rich, informative, data I hoped for. 

 

Regarding the generalisability of this research, qualitative research such as 

this is more concerned with social processes than unchanging social 

structures. Lincoln and Guba (1985) prefer the word transferability to the 

word generalisability and maintain findings in a particular context are 

transferable to comparable situations with a similar type of setting. However 

they contend that the knowledge and theory which have been developed 

should be pertinent and applicable to other settings. Additionally they see it is 

as essential that these settings have a related context as the ‘context 

stripping’ of quantitative research is not appropriate in a qualitative inquiry. 

Thus I see the findings in this study may be transferable to another 

analogous setting with a comparable group. 



 

306 
 

Contribution to knowledge 

Firstly the BNIM has been further extended in its usage by this 

research, although possibly it is distinctive in that ‘reflective panels’ as 

proposed by Wengraf (2001) were not used in the analysis of the 

research. Moreover the research has taken into account the views not 

only of the ill individual but additionally those of the family involved in 

the care of a chronically ill individual. Frequently other research studies 

have focused upon either the ill individual or alternately the family who 

undertake the caring role and have not also explored the two as a 

collaborative project (Charmaz, 1983; Frank, 1995; Barber, 2007; 

Chamberlayne & King, 2000). Importantly using the BNIM and the 

single, uninterrupted narrative inducing question has disclosed in-depth 

information regarding what is of importance to this family and has 

meaning and is of importance in their lives. Of particular significance is 

that the research has illustrated how the past and previous 

relationships of this family have had an effect on the present and the 

expected futures of these participants. This in turn, has affected the 

way in which chronic illness has been dealt with and managed by the 

family. Additionally, the research has revealed how the ‘self’ and 

‘identity’ of each woman and the relationships and biography within this 

family have changed in a negative way as a result of illness. I consider 

the case study approach and the use of the BNIM have in this instance 

provided a unique detailed contextual analysis of this family. Moreover 
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by using a case study approach I maintain the research has been able 

to deepen our knowledge and understanding of the complexities 

involved in those experiencing chronic illness in a family situation. 

Furthermore I believe the findings from this study, although not 

generalizable to the wider population, are transferable to a similar 

setting with a comparable group (Lincoln & Guba, 1985). I contend 

there are messages to be learnt from this family which are transferable 

to another similar family. Particularly regarding the effect chronic illness 

may have on family relationships and biography. I consider this 

knowledge may be of use to all professionals involved in the care and 

support of such families. Only by undertaking detailed studies of 

families and sufferers of chronic illness is future help and support likely 

to be appropriate and adequate. 

A final reflexive pause 

Reflexivity may be described as thoughtful conscious self-awareness, which 

encompasses a continual evaluation of subjective responses, intersubjective 

dynamics and the research process itself (Finlay, 2002). At the outset of this 

research I examined my motivations, assumptions and interests in the 

research as a means of helping to identify influences which might cause the 

research to deviate in particular directions. I am very aware that my own 

ontological and epistemological position may have implications for my choice 

in the research topic, adoption of the research method and the construction 

of data. I am also aware that the choice of the research topic is a topic of 

which I am very enthusiastic and of significance to my own situation. Hence I 
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have to be concerned how this has affected the participant and the outcome 

of this research.  

 

Thus my own circumstances and history cannot be separated from the 

research, they are inextricably linked. Ellingson (2006: 308) considers that 

when we detach ourselves from the knowledge we produce, we deny our 

own bodily vulnerability and how our bodies influence all aspects of the 

research process. Moreover, she asserts that embodiment is crucial to 

qualitative health research, because the body is the site of knowledge and 

production, and that the mind is not apart from the body but a part of it. I 

found it impossible to separate my own ‘body’ from this research as the 

participants in the research were obviously aware that I had some problems 

with mobility as I use a walking stick and have some difficulties climbing 

steps etc. The only participant to confront me with questions regarding my 

predicament was Barbara. Hence in retrospect I have had to consider 

whether she would have been as ‘open’ and provided as much information 

as she did concerning her own health and situation had this not been the 

case. Nevertheless, just because Barbara referred to my disability quite 

openly and because her daughters did not does not mean they had not 

considered my situation. 

 

Orit Karniel-Miller et al. (2009) assert the relationship of researcher and 

researched changes according to the researcher’s personality, ethnic and 

social background, the researcher’s professional discipline, the theoretical 
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base of the research, the type of research and its goals, the research 

methodology and the researcher’s own perception of the place and the role 

of the participant in the research process (Malacrida 2007). I tried to be open 

and honest regarding my own position and answer any questions put to me 

before and after the research commenced. From this the participants were 

aware that my previous professional life was as a nurse. This in itself may 

have had an effect on the research process as in general people are often 

more forthcoming (particularly concerning health matters) when they are 

speaking to a nurse. 

 

The choice of the BNIM and the single narrative inducing question has 

allowed me to obtain facts pertaining to the participant’s own interests. 

Although I had at times to control an urge to impart some remark during the 

participants ‘stories’ which had I done so, may have changed the direction or 

course of the narration. Wengraf’s (2001) method and its insistence that the 

researcher did not interrupt kept a check on this possible interference and 

was valuable in this instance. 

 

I was conscious that my own personal characteristics, such as my 

educational and professional qualifications while in some respects helping to 

achieve more narrative (as previously discussed the fact that I was a nurse) 

might well imply a different cultural background and hence be a cause of 

different power relationships within the interview itself. Ribbens (1989: 581) 

asserts that ultimately, research interviews inexorably encompass power 



 

310 
 

inequalities resulting from such characteristics; thus the researcher will 

ultimately have some power over the research process. According to Miczo 

(2003) feminist researchers have discarded the inevitability of such a power 

hierarchy between researcher and researched. While at the same time they 

are clearly cognisant that the reduction of the power dynamics in interviews 

is not a simple thing to do and it is acknowledged that it is doubtful that the 

power dynamics in research interviews can ever be eliminated entirely 

(Tang, 1992). Furthermore feminists give emphasis to the way in which the 

subordination of women can be reproduced in the research relationship; in 

that women’s accounts can be constrained by the power of the interviewer 

(particularly should the interviewer be male). Thus, it has been suggested 

that achieving equilibrium in the social identities of the researcher and 

researched is important (Hollway & Jefferson, 2000). Oakley (1998: 713) 

maintains that when a non-hierarchical relationship does manage to exist the 

resulting data is more valid.  Empowerment has been suggested as a means 

of achieving a non-hierarchical researcher/researched relationship (Karniel-

Miller et al. 2009). One of the means of empowering participants in research 

has been by allowing them to analyse and reflect upon some social issue; or 

reflecting upon the process of them being interviewed (Opie, 1992). 

However, it has been suggested that debates such as these regarding the 

empowerment of participants, produce new categories of power relationships 

which possibly might result in having a detrimental effect on the research 

(Bowes: 1996 ).  
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I reflect upon the relationship with myself and the participants in this research 

and how they may have perceived ‘me as a researcher’. Particularly in the 

case of Barbara where she may have perceived me as someone with a 

disability who was achieving while she was not. Moreover, perhaps Linda 

and Susan also saw me as ‘an achiever’ with a life that was continuing 

despite a disability, while their own mother with her ‘disability’ was becoming 

more dependent. Possibly this is an unfair comparison as Barbara is 

considerably more disabled than I.  

Beyond this research 

The care of those with chronic illness has now in some respects been 

recognised by planners and policy makers (Thorne, 2006). There has been 

recognition that much of the care of the individual with chronic illness occurs 

outside the context of what is typically considered the healthcare system as 

much of this care is undertaken by family (Lorig & Holman, 2003).  However, 

I maintain the present health care system often focuses upon giving care to 

the chronically ill individual or possibly just the illness itself and frequently 

ignores the family and others within the social circle. Thus in order to support 

not only the ill individual but additionally, the family, a more open system 

which is available to support all family members involved in the care of the ill 

individual would perhaps be more fitting. The National Service Framework 

(Department of Health, 2005) has in some respects recognised this in its 

underpinning aims by promoting independence, autonomy and quality of life 

for both the individual with chronic illness and their carers. Again this 

framework has identified a need for the provision of support for both the 

carer and the long-term illness sufferer. I maintain access to support services 
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for these families must preferably be available as and when necessary, since 

with chronic illness there are often exacerbations of illness when services are 

required sporadically. Preferably chronic care providers must become 

partner’s in care rather than just distant authorities (Kendall et al. 2003). 

Changes such as these along with a shift from provider dependant 

orientation towards one of self-care management might help empower 

patients and families and thus help sustain relationships and autonomy. 

However, there is a need to consider such changes in a rapidly changing 

health system and along with the present cost cutting circumstances 

 

It would possibly be beneficial for a similar type of research to this, which is 

concerned with not only the ill person but additionally the family, to be 

undertaken on a much larger scale. Future research might also include a 

wider variety of chronic illnesses. With respect to gender, one further 

limitation of this study is that both carers were female; and the individual with 

a chronic illness was female. It would perhaps be advantageous if future 

research involved a male carer, or carers; additionally, it would be useful to 

investigate a male individual with a chronic illness and his carers in future 

investigations. 
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Appendix 1: Letter of introduction to participants 
 

Date 

 

Dear 

I am a research student at the University of Bradford in the Centre of School of Social 
Science and Humanities. I am contacting you to ask if you would be willing to take part in a 
research study concerning families who have experience of chronic illness. My research is 
entitled ‘Living with chronic illness: A families’ biographical account. You are being contacted 
as I understand you have experience of chronic illness. 

The research is subject to the ethical guidelines outlined by United Kingdom of Nursing 
Midwifery and Health Visiting and the Social Research Council. As such, you will retain your 
anonymity throughout the research and all the information you give will be confidential. You 
have the right to change your mind and withdraw from the research at any time and without 
giving a reason, even though you have given your consent to take part in the study.  

I am enclosing some information for you to read about the research. However, if you require 
any further information, or have any queries, please contact me at 01484 646572. 

If you decide you are willing to be involved in the study, please return the slip attached in the 
prepaid envelope. 

Thank you 

Susan M. Arnfield 

Researcher 

University of Bradford 

 

Please tear off this slip and return to researcher in pre-paid envelope provided 

I confirm that I am willing to take part in the research study and wish the researcher to 
contact me. 

 

Name of Participant                                               Date                                                
Signature 

..........................................                             ........................                            
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Appendix 2:  Information sheet for participants 
 
You are being invited to take part in a research study. Before you decide to take part it is 
important for you to understand why the research is being done and what it will involve. 
Please take your time to read the following information very carefully and discuss it with 
others if you wish. The researcher Susan Arnfield will be happy to explain anything that is 
not clear or you do not understand. Take your time in deciding whether or not you wish to 
take part. Thank you for reading this. 

The purpose of the study is to gain some understanding of how chronic illness affects the 
person with the illness and the family members involved in their care. Susan is interested in 
any changes that have occurred in the family unit and other changes the illness has brought 
about. It is anticipated that the information generated may assist in helping professionals 
and service providers in understanding how people cope with chronic illness which, in turn, 
may help to provide improved support. 

One family will take part in the research. The family selected must consist of at least three 
people, the person with the illness and two family members who are involved in giving care 
and support. You and your family have been chosen as you fulfil these criteria. 

It is up to you to decide whether or not you wish to take part. If you do decide to take part 
you will be given this information sheet to keep and asked to sign a consent form. Consent 
will be an on-going process throughout the research where your consent is constantly 
renegotiated. You can decide not to take part and you can withdraw from the research at 
any time without giving a reason or an explanation. Your family members are all to be given 
the same information and the same criteria applies to them. 

If you do all agree to take part in the research, Susan, the researcher will ask each family 
member to take part in at least two interviews (possibly three). The interviews will be tape 
recorded, with your permission. 

All the information that is collected during the interviews will be kept in a safe place and any 
identifying material such as names, places or addresses will be removed or changed. The 
only person who will know your name and personal details will be the researcher Susan 
Arnfield. The research forms part of the researcher’s doctoral studies and it is anticipated 
that the research may at some time be published in a book or journal. If this happens your 
anonymity will be ensured and all the information will remain in a secure place. 

The interviews will take place in where there are no interruptions foreseen, at a convenient 
time to you and where you feel comfortable. This may be in your own home if you are happy 
about this.  

If you require any further information about the study please contact the researcher Susan 
Arnfield (Mobile telephone and email address) 
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Appendix 3:  Consent Form 
Name of researcher:  Susan M. Arnfield 

Title of thesis:  Living with Chronic Illness: A Families’ Biographical Account 

Thank you for considering taking part in this research study. Please could you read through 
the following questions and indicate your response by ticking the appropriate boxes. The 
purpose of this is to confirm that you have been informed of the purpose of the research and 
are willing to take part. 

1. I confirm that I have read and understood the information sheet given to me 
regarding the research study. I also confirm that I have been given the opportunity to 
ask any questions 

 

2. I confirm that I am aware I am taking part in a research study 

 

                                                                                                                                            

3. I confirm that the details of the procedure/interviews, and the frequency and length of 
time they will take has been explained to me.                                                     

                                                                                                                                        

4. I understand that my participation is voluntary and that I am free to withdraw at any 
time. 

 

5.  I confirm that I understand that I do not have to give a reason for withdrawing from 
the research study and my legal rights will not be affected. 

                                                                                                                                       

6. I understand that all the information collected in the study will be kept in a secure and 
safe place and treated in the strictest confidence in order to protect your anonymity.                              

                                                                                                                                       

7. I understand that the research forms part of the researcher’s doctoral studies and 
give my permission for the research words or extracts from the interviews to be used 
in the presentation or publication of the research study. 

 

8. I understand that any identifying factors in extracts from the interviews will be 
changed or distorted to ensure my anonymity 

                                                                                                                                       

9. I also give my permission for the interview tapes to be audio-taped and transcribed 

           by the researcher. 
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10. I understand that all family members are to be given the same information and sign a 
consent form. 

 

 

I give my consent to take part in the research. 

 

Name of Participant                                           Date                                                Signature 

 

 

Name of Researcher                                           Date                                                Signature 
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Appendix 4: Extracts from Barbara, Linda and Susan’s micro-
analyses 

 Barbara                                   
 DATUM      EXPERIENCING NEXT WORDS 

IN TEXT 
EFFECT ON 
HYPOTHESES -
LATER DATA 

1. 
 I started not 
being well 

Recollecting past a long time 
since 

Partially 
supported by 
datum 2 

2. 
 It’s hard to 
remember 

Difficult remembering 
when 

exactly when  

3. 
 I can’t say 

Trying to describe 
situation 

I was poorly or 
anything 

 

4. 
 I just had 

Trying to describe how 
it was at the time 

some aches and 
pains 

 

5. 
 I can probably 

Believes she is able to 
recall this 

go back to when 
I was a teenager 
before I had the 
girls or got 
married 

Partially 
supported by 
datum 3 

6. 
My mother 
used to say 

Remembering her 
mother’s explanation re 
her illness.  

I had growing 
pains, they 
might have 
been.  

 

7. 
If there is 

Considering/questionin
g this explanation 

such a thing as 
growing pains 

 

8. 
 My mother 
took me to the 
doctor’s 

Thinks the doctor was 
not particularly 
concerned/interested  

as far as I can 
remember he 
didn’t make 
much of it 

 

9. 
 I think 

Poor recollection but 
thinks he gave her 
some sort of 
medicine/tonic 

he gave me a 
‘tonic’ or 
something 

 

10. 
After this my 
mum 

Remembers mother 
giving her this to try 
improve her health 
problems 

kept giving me 
cod liver oil 

Strengthened by 
datum 9 

11. 
 I don’t know 

Cannot remember it 
this helped 

if it helped or 
not, it’s a long 
time since now 

 

12.  
I always had 

Believed the aches and 
pains she suffered from 
were ‘normal’  

aches and 
pains, I thought 
it was 
normal...well...fo
r me 

 

13. 
It’s hard to 

Difficulty remembering 
how she became so 
unwell 

remember how I 
got to this 
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14. 
It’s happened 
slowly 

Sees it as being a slow 
process 

over the years  

15. 
When I think 

?comparing past and 
present self/situation 
and changes that have 
occurred  

what my life is 
now, things 
change don’t 
they? 

 

16. 
I try not to 
think 

Concerned/ saddened 
when  
remembers this 

how it was when 
I could walk and 
go out on my 
own 
 

Partially 
supported by 
datum 15 

17. 
If I do 

Does not wish to think 
about these times 

it brings back 
memories and 
makes me think 
too much 

Supported by 
datum 16 

18. 
I know 

Accepts there are good 
memories 

there are a lot of 
good memories 

 

19. 
But it still  

Melancholy  makes me sad Partially 
supported by 
datum 17 

20. 
The whole of 

Sees illness 
progression as 
protracted and 
injurious 

getting to where 
I am now is like 
an erosion...bits 
of you keep 
stopping 
working 

Supported by 
datum 14 

21. 
Bits of my life 

Considers her life has 
been changing but not 
improving 

have kept 
changing...and 
not for the better 

 

22. 
I suppose it’s 
getting older 
as well 

Comparing the 
changes in her life with 
those experiencing 
aging 

you expect to 
lose some of 
your 
faculties...or do I 
mean abilities? 

Strengthened by 
datum by 21 

23. 
I’ve got good 
memories 

Thankful she has these 
good memories 

of my children 
when I was 
young, when 
they were 
born...birthdays.
..Christmas and 
all that 

 

24. 
I remember 

Appreciative of these 
memories 

there were good 
times with Jack 
my husband 

Supported by 
datum 22 

25. 
We  don’t see 
him now 

Uneasy  well...I never see 
him. I think they 
might, in fact I’m 
sure they do 

 

26. 
They don’t tell 
me 

Believes  daughters 
think she will be 
saddened/distressed if 
she knows they see 
their father  

I think they think 
it will upset me 
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27. 
I hear them 
talking when 
they think I 
can’t hear 

Doesn’t want daughters 
to know she has heard 
them talking about their 
meetings with their 
father 

my hearing 
hasn’t gone yet 

Partially 
supported by 
datum 25 

28. 
They have a 
lot  

Concerned   of conversations 
when they think 
I can’t hear them 

 

29. 
They talk to 
each other 

Concerned re these 
conversations and their 
differences 

and sometimes I 
think they are 
talking about 
me...well I know 
they are talking 
about me and 
arguing who 
should do what 

Partially 
supported by 
datum 27 

 
30. 
I’m not 
included  

 
Distressed/concerned 

 
in these 
conversations 

 

31. 
It’s odd but 

Sees their relationship 
as having changed 

nowadays 
things between 
me and them 
just aren’t the 
same 

 

32. 
It’s as if  

Sees daughters as the 
adults and herself as 
the child  

they are in 
charge of 
me...like I’m a 
child and they’re 
the adults 
 

Supported by 
datum 31 

33. 
Things are 
kept away 
from me 

Despondent/dislikes 
this behaviour 

they think 
they’re looking 
out for me 

 

34. 
I’m not a child 

Wants to be treated as 
an adult 
 

I’m a grown up Partially 
supported by 
datum 33 

35. 
One day I’m  

Considers she must at 
some point address 
this  

going to have it 
out with both of 
them 

 

36. 
But you see 
it’s hard 

Concerned that 
speaking to them re 
this will upset them 

because they 
care about me 
really 

 

37. 
How can I say 
something 

Anxious/concerned when they’re so 
good 

Strengthened by 
datum 36 

38. 
After my early 
problems I had 

? trouble-free years a lot of years 
passed after 
these first aches 
and pains. I got 
married, had 
children and 
they went to 
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school 
39. 
After a month 
or two 

Exact time difficult to 
recollect.  

I can’t remember 
just how long, I 
started part-time 
work. We 
needed the 
money. 

 

40. 
Jack hadn’t a 
big wage 

Experiencing financial 
restrictions 

so it was 
difficult to 
manage 
financially  

 

41. 
I think the 
work  

Physical difficulties 
with work ? 

was too much 
for me 

 

42. 
I felt a bit soft 

Concerned re this because I 
couldn’t cope 
with it 
all...cooking, 
cleaning, 
shopping and 
work as well.  

Supported by 
datum 41 

43. 
Jack didn’t 
help much 

Husband unhelpful not at all really. 
He left it all to 
me 

 

44. 
It was worse 

Concerned not able to 
deal with situation as 
‘others’ were able to 

because I had a 
lot of friends 
who worked and 
had a 
family...they all 
seemed to 
manage 

 

45. 
When I said I 
was tired 

Concerned/anxious they always 
agreed they 
were as 
well...but I think 
they thought I 
was a bit of a 
witters 

Supported by 
datum 44 

46. 
I can still  

Distressed at these 
memories 

remember how 
bad I felt 

 

47. 
I didn’t want to 
feel like that 

Concerned at being 
unable to cope as the 
‘others’ could 

I wanted to be 
able to ‘keep up’ 

 

48. 
You sort of 
know 

Believes ‘others’ were 
discussing her failures 

when people are 
talking about 
you and thinking 
you are soft 
 

Supported by 
datum 47 

49. 
Sometimes it’s 

Believes ‘others’ 
discussing her failures 

just a look, or 
the way they 
look at one 
another 
 

Partially 
supported by 
datum 48 

50. Concerned    
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The machines 
I used  

meant you had 
to use your 
hands a lot 

51. 
You have to 
pick up 
bobbins 

Caused difficulties for 
her 

and you have to 
use a knotter to 
tie the ends 
together 

 

52. 
I was a twister 
in a mill, a 
winder as well 
for a bit 

Experienced difficulty 
doing this 

sometimes I 
found it very 
hard 

Supported by 
datum 51 

53. 
At the end of 
the day 

Experiencing physical 
problems 

my hands were 
sore and stiff 
and ached a lot 

 

54. 
Look at my 
hands now 

Bothered  they’re ugly, 
they’re 
deformed and 
useless 

 

55. 
I can’t do 
simple things 
now 

Inability to do simple 
tasks 

like fastening 
buttons and that 

 

56. 
The ‘others’ 
just got on 
with their work 

Unable to be ‘like’ 
others 

it didn’t seem to 
be a problem for 
them 

Strengthened by 
datum 55 

57. 
You don’t 
want 

Not wanting to be 
‘different’ 

to make a fuss 
and be different 

Partially 
supported by 
datum 56 

58. 
I kept quiet  

Concealing  about how I felt 
for a long time 

Supported by 
datum 57 

59. 
I just had  

Continued trying to be 
‘the same’ until she 
was unable to do 

to get on with it 
until it really got 
too much 

Supported by 
datum 57 

60. 
Another thing, 
it was  a job 

Found this demanding where you had 
to stand up all 
the time, there 
wasn’t time for 
sitting and that 

 

61. 
Sometimes it 
meant 

Found this difficult lifting heavy 
bins 

Supported by 
datum 60 

62. 
Anyway what 
can you do? 

Had to continue 
although it was 
challenging/ 
demanding 

we needed the 
money 

 

63. 
So...you 

Had to continue just had to carry 
on 

 

64. 
My legs ached 
and my back 

Felt exhausted and 
experienced pain 

I can remember I 
was ...so tired 

 

65. 
When I got 

Experienced extreme 
tiredness 

after I’d made 
the dinner and 

Strengthened by 
datum 64 
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home washed up, I 
just wanted to 
lie down 

66. 
I hadn’t 

Extremely tired the energy for 
anything else 
 
 

Supported by 
datum 65 

67. 
At about this 
time 

Memories unclear everything gets 
a bit muddled up 

 

68. 
Jack started 
going out 
more 

Concerned  spending money 
we didn’t have, 
he was drinking 
more 

 

69. 
It worried me  

Anxious but relieved in 
a way 

but in a way I 
was glad 
because I could 
go to bed 
without him 
nattering on 

Strengthened by 
datum 68 

70. 
Jack said that 
I’d  

Hesitant re this to go to the 
doctor’s if I 
wasn’t right 

 

71. 
He’d get very 
nasty with me 

Afraid? Anxious when he’d been 
drinking 

 

72. 
He used to  

Afraid emotionally 
upset 

shout and throw 
things about. He 
made my nerves 
bad 

Supported by 
datum 71 

73. 
One time he 
tried to 

Afraid/anxious when 
recollecting this  

drag me out of 
bed...said I was 
an idle bitch 

Supported by 
datum 72 

74. 
He was a 
bugger 

Poor opinion of 
husband 

sorry...but I 
could say a lot 
worse 

Strengthened by 
datum 72 & 73 

75. 
Anyway I went 
off to see the 
doctor 

Visited doctor? to 
comply with husband’s 
wishes 

more to shut 
him up than 
anything 

 

76. 
But I didn’t 
know what 

Concerned that doctor 
would not understand 
her ‘vague unrelated 
symptoms’ 

to tell him, you 
see all the 
things I had 
wrong with me 
were...well 
vague and they 
didn’t seem to 
be related to one 
another 

 

77. 
You see  

Concerned symptoms 
unconnected and 
vague...that doctor 
would not understand 
her 

I had pain in my 
hands, my back 
and I was 
always so tired 
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78. 
I told him 

Thought doctor was 
not interested in her 
problems 

how stiff I was in 
the mornings. 
He didn’t seem 
too interested 

 

79. 
The problem 
was 

Difficulty explaining her 
symptoms/illness to 
doctor 

I didn’t know 
which pain to 
tell him about 

Partially 
supported by 
datum 76 
 
 
 

80. 
If I’d gone into 
the surgery 

Unable to disclose all 
her symptoms as she 
was afraid she would 
not be believed 

and said this 
hurts, and that 
hurts, and oh 
yes my knees 
hurt as well. He 
would have 
thought I was a 
right one 

Partially 
supported by 
datum 78 &79 

81. 
Anyway he 
said 

Not convinced this 
explanation of her 
problems correct 

I was working 
too hard and 
that I should 
find another job 
that wasn’t as 
healthy 

Supported by 
datum 78 

82. 
He arranged 

Sees as a positive 
action by doctor 

for me to have a 
blood test to see 
if I had anaemia 
 

 

83. 
I hadn’t  

Undiagnosed/concerne
d re what is ‘wrong’ 
with her 

anaemia when 
results came 

 

84. 
I think he 
thought 

Concerned re doctor’s 
negative opinion of her 

I was a bit of a 
hypochondriac 

Partially 
supported by 
datum 78 

85. 
Yu can tell, 
can’t you? 

Believes this treatment 
confirmed doctor’s 
negative opinion of her 

he sort of 
hurried me on 
as if he couldn’t 
wait to get rid of 
me 

Strengthened by 
datum 78 

86. 
He just  

Considered this advice 
as not being very 
constructive 

told me to rest 
when I was tired 
and to try get 
some fresh 
air...or 
something like 
that 

Partially 
supported by 
datum 81 

87. 
He asked me 

Considered her diet 
was acceptable even 
though she had lost 
some weight 

if I was eating 
alright. I told 
him I wasn’t 
doing too badly. 
I had lost  bit of 
weight 

 

88. 
He said 

Saw this as a futile 
response to her 

I’d need some 
more tests if I 

 



 

384 
 

predicament wasn’t any 
better 

89. 
Told me to  

Saw this as being of 
little use to her 

to make another 
appointment to 
see him later 
on...I didn’t 
bother 

Partially 
supported by 
datum 88 
 

90. 
When I told 
jack 

Concerned that jack 
held her to blame for 
the outcome of her 
consultation 
 

he wasn’t very 
happy...not with 
what the doctor 
had said...he 
wasn’t very 
happy with me 

 
 

91. 
He said I’d  

Concerned re Jack’s 
attitude towards her 

better get on 
with it then if I 
hadn’t got 
anything wrong 
with me 

Supported by 
datum 90 

92. 
I think  

Believes if she had 
been found to have an 
illness Jack may have 
been more sympathetic 
towards her 

if I’d been 
anaemic or 
something I 
would have got 
a bit of 
sympathy 

 

93. 
I didn’t get  

Concerned/ 
Disheartened 

any help or 
support 

 

94. 
If I’d only 
known 

Regret /despondence that it was the 
start of this 
lot...but I 
didn’t...so I just 
had to carry on 

 

95. 
My 2 girls 
were 
teenagers by 
this time 

? Justifying their 
behaviour 

they were 
well...like 
teenagers are 

 

96. 
Not bad girls 
you know... 

? justifying/explaining 
their behaviour 

but you know 
how teenagers 
can be... 

 

97. 
Sometimes 
they 

? explaining their 
behaviour/actions 

sided with their 
dad when there 
were arguments 
and he was 
going on at me 
 

 

98. 
They agreed  

? agreed with their 
father 

I’d to pull myself 
together 

Supported by 
datum 97 

99. 
They were 

Justifying/explaining 
their behaviour 

concerned with 
their own lives 

Supported by 
datum 96 

100. 
Anyway  

Continued managing 
her life as well as she 
was able to do 

life goes 
on...doesn’t it? 

 

101. 
I carried on 

Experiencing 
difficulties trying to do 

trying to hold 
things together, 

Strengthened by 
datum 100 
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this work and that 
but it wasn’t 
easy 

102. 
I didn’t have 
anything 

Seeing some positive 
aspects of work which 
were useful in 
providing a distraction 
from her health 
problems 

other really than 
my work, at 
least I’d people 
to talk to 
there...and it 
took my mind 
off myself 

 

103. 
It was all work 
then 

Make a great effort to 
manage her life 

and just getting 
through what 
you needed to 
do 

Partially 
supported by 
datum 100 

104. 
Other couples 
and families 

Resentful of these 
‘other families’ would 
like to be able to have a 
similar lifestyle 

went out at 
weekend and 
had holidays 

 

105. 
We didn’t go 
out 

Despondency  very little 
anyway 

 

106. 
Or should I 
say 

Discontented  I stayed in...he 
went out 

 

107. 
You could say 

Sad/remorseful my life started to 
go even further 
downhill at 
about this time 

Supported by 
datum 105 & 106 

108. 
Jack started  

Despondent/concerned started staying 
out at 
night...first it 
was just now 
and again...until 
he began to be 
away more than 
he was at home 

 

109. 
I thought 

Suspicious/concerned there might be 
somebody 
else...you 
know...another 
woman, or 
women 

Strengthened by 
datum 108 

110. 
There were 

Sceptical/distrustful/co
ncerned 

a lot of things 
that pointed to 
that  

Strengthened by 
datum 108 & 109 

112. 
He started 
packing 

Distraught/troubled/ups
et 

his bag and 
sorting his stuff 
out...he said  
 
he’d met 
somebody else 

 

113. 
He tried to  
 

Sad/troubled 
 
 

put all the blame 
on me, said he 
couldn’t carry 

Supported by 
datum 114 
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114. 
He said she 
was different 
 

 
 
 
 
 
 
Despondent /sorrowful 

on looking at my 
miserable face 
anymore, that I 
wasn’t a wife to  
him anymore 
 
that she cared 
about him and 
how she looked 

115. 
He said  

Dejected  I looked like a 
witch and had 
lost all interest 
in how I looked 

Supported by 
datum 114 

116. 
 

Partially blaming 
herself for his leaving 
her 

I blame him  

117. 
I wasn’t  

Self blame  being much of a 
wife to him...not 
even in the 
bedroom...sex 
and that...not 
any more 

Strengthened by 
datum 116 

118. 
We didn’t 

? accepting this now get divorced 
straightaway...b
ut later we did 

 

I119. 
It ended up 
being 

Concerned this 
happened 

a very messy 
business 

 

120. 
I think it was 

Protracted process about three 
years before the 
divorce came 
through 

Supported by 
datum 119 

121. 
By then  

Regrettable/concerned one of my girls 
had got 
pregnant and 
had a baby 

 

122. 
She was only  

Regret /concern seventeen, she 
was too young 

Supported by 
datum 121 

123. 
She didn’t get 
married 

Pleased re this and I’m glad she 
didn’t 

 

124. 
She lived with 
the man 

Anxious/concerned/reg
retful 

I worried about 
her...he was a 
bad lot...a swine 
in fact 

 

125. 
They got 
engaged 

Cynical but to honest I 
don’t think he 
wanted to get 
married 

Strengthened by 
datum 124 

126. 
He was on 
drugs 

Cynical I could tell you 
some tales 
about him 

 

127. Unconvinced to stop but he  
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He did try couldn’t 
128. 
She caught 
him 

Untrustworthy with the needles 
and that...when 
the baby was 
there 
 
 

Strengthened by 
datum 124 

129. 
So ...she didn’t 
want 

Relieved  to stay with 
him...she came 
home 

 

130. 
The other one 

Sees relationship as 
acceptable/ 
straightforward  

she’s married 
now...it seems 
to be alright for 
them, they seem 
to be steady 
enough 

 

131. 
But you 

Unsure  can never tell. 
Can you? 

 

132. 
 I don’t know 

Reflecting on the onset 
of her illness 

whether it was 
my husband 
leaving me or 
what...but I got a 
lot worse from 
then on 

 

134. 
I went  

Distressed emotionally/ 
uncomfortable with 
‘others’ knowing of her 
predicament 
 
 

on the sick, I 
couldn’t face 
going back to 
work 

Strengthened by 
datum 132 

135. 
It wasn’t really 

Believes that RA wasn’t 
the cause of her not 
returning to work 

from having this 
RA thing though 

 

136. 
I went to the 
doctor again 

Stress/ anxiety/ he thought I was 
having a 
breakdown 

 

137. 
I told him 

Stress/anxiety I wasn’t 
sleeping...nor 
eating come to 
that 

Supported by 
datum 135 & 136 

138. 
I was in a lot 
of pain 

Experiencing 
pain/stress/anxiety/sad
ness 

and my energy 
had all up and 
gone. I kept 
crying a lot as 
well 

 

139. 
Anyway from 
then on 

Turning point in life I haven’t worked 
again 

Strengthened by 
datum 138 

140. 
I just about 
managed 

Sees this time as 
upsetting/ dire 

to cope...it was a 
nightmare, bills 
and money 
problems 

 

141. 
There didn’t  

Desolate/lonely seem to be 
anybody to turn 
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to 
142. 
My girls said 

Indignant/hurt I had to pull 
myself together 

Supported by 
datum 140 & 141 

143. 
They knew  

Indignant/hurt I wasn’t well 
either 

Supported by 
datum 141 

144. 
I remember 

Indignant/hurt/distress
ed 

Linda, my eldest 
daughter saying 
she knew 
somebody with 
cancer and she 
was ‘getting on 
with her life’  
was working, 
and had no 
husband 

 

145. 
I don’t know 
why 

Hurt/upset/wounded but her saying 
that really hurt 
me, it went deep 

Supported by 
datum 141 &143 

146. 
She’s no idea 

Indignant/hurt what I feel like  

147. 
It’s very easy  

Cynical /disparaging for somebody to 
tell you to ‘get 
on with it’ 

 

148. 
They don’t 
know 

Cynical/disparaging they haven’t any 
idea, have they? 

Supported by 
datum 146 

149. 
Things came 
to a head 

Concerned/? 
Humiliated at the time 

when I went to 
the shops and I 
fell 

 

150. 
I dropped my 
bag 

Self-conscious / 
Humiliated 

and all my 
shopping went 
rolling all over 
the place...don’t 
think I ever got it 
all back 

 

151. 
It was 

Self-
conscious/humiliated 

embarrassing  Supported by 
datum 148,149 
&150 

152. 
A woman 
helped me 

Self-
conscious/humiliated 

and somebody 
brought me a 
chair 

 

153. 
They asked 

Self-conscious / 
Humiliated 

if I had had a 
funny turn 

 

154. 
They wanted 

Reluctant  me to go to 
hospital 

 

155. 
They thought  

Misunderstood  I’d fainted...but it 
was my leg...my 
knee that gave 
in...my hand as 
well 

 

156. 
The woman 
took me home 

Accepting  attention 
perhaps reluctantly! 

after I’d had a 
cup of tea 

Supported by 
datum 155 
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 Linda                                                     
DATUM EXPERIENCING PREDICTION OF 

(TYPE OF) NEXT 
WORDS IN 
TEXT 

EFFECT ON 
HYPOTHESES 
OF LATER 
DATA 

158 
I do 
remember 

Effect on relationship that it caused 
my mum and 
dad to have a lot 
of arguments 

 

159 
Not so much 
arguments 

Aware of problems in 
relationship 

as my dad 
constantly 
going on at my 
mum 

Strengthened 
by datum 158 

160 
She was 
always saying 

Aware mother ? not well she was too 
tired for 
this...and too 
tired for that 

 

161 
He wasn’t  

Father not sympathetic 
towards mother 

having ant of it  

162 
He used to  

Father very 
unsympathetic of 
mother’s problems 

tell her to stop 
being pathetic 
and to sort 
herself out 

Partially 
supported by 
datum161 

163 
He never 
believed 

Aware father unbelieving 
of mother 

she was poorly  

164 
He said she 
was 

Aware father ? hostile 
towards mother’s 
problems 

well…he used a 
lot of bad 
language 

 

165 
Me and Susan 
could hear 
them 

Aware of parents marital 
discord 

carrying on after 
we’d gone to 
bed 

Supported by 
datum 164 

166 
It was no 
wonder 

Some understanding mum was so 
tired 

 

167 
He kept her 
waken 

Aware of prolonged 
arguments and discord 
and Father drinking 

for a lot of the 
night especially 
when he’d been 
drinking 

 

168 
So we didn’t  

Unhappy childhood 
memories 

have a very 
pleasant 
childhood...not 
really 

Strengthened 
by datum 165 

169 
My dad  

Aware father was 
drinking quite a lot and 
more agreeable when 
sober 

could be alright 
when he wasn’t 
drinking and 
going out 
boozing 

 

170 
When he’d 
been out to 
the pub 

Aware he gave them 
attention after he had 
‘been to the pub’ 

he could be 
quite funny, he 
bothered with 
us 

 

171 Aware alcohol could when he’d been Partially 
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He could be 
nasty  

make him aggressive out as well supported by 
datum 164 

173 
I can’t say 
whether 

Unsure what caused 
father to go out drinking 

it was my 
mum’s being 
poorly that 
caused my dad 
to be difficult 
and go drinking 
or whether he 
would have 
gone to the pub 
anyway 

 

174 
Who can tell  

Cannot say why father 
was difficult 

what caused 
him to be an 
awkward so and 
so 

 

175 
He could be  

Aware father’s moods 
fluctuated 

sometimes be 
nice and funny 

 

176 
He’s the sort 
of person 

Aware father could be 
very persuasive 

who can talk 
you round to his 
way of seeing 
things. Make 
you believe he’s 
right 

 

177 
The 
experience 

Unhappy memories of 
childhood 

of growing up 
wasn’t a very 
good experience 
for me and 
Susan 

Supported by 
datum 168 

178 
Mum tried  

Aware mother had 
difficulties coping with 
marriage/health 

to make things 
better but she 
never managed 
to cope with it 
all 

 

179 
My childhood 
memories are 

Remembers mum being 
tired and unwell 

of mum lying on 
the settee and 
my dad out 
somewhere, 
probably the 
pub 

 

180 
There wasn’t 
much 

Remembers childhood 
as a unhappy time 

in the way of 
family life. I 
can’t say it was 
a happy time 

 
 
Supported by 
datum 168 & 
177 

181 
There were 
some good 
memories 

Good memories some of the 
Christmases 
were happy 

 

182 
Until my dad 

Memories of Christmas 
spoiled by father.  

came home 
drunk, then he 
could ruin 
Christmas  

Partially 
supported by 
datum 168 & 
177 

183 Father’s drinking and he’d come back  
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Sometimes  moods problematic to 
happy family life 

from the pub all 
happy 

184 
Sometimes  

Father’s changeable 
moods affected  
childhood 

he’d fall asleep, 
when he did that 
at least we got 
some peace and 
quiet 

 

188 
Now I don’t 
think it was 
her fault 

Considers father’s 
expressed opinions 
dubious now 

he could always 
talk people 
round to his way 
of thinking 

 

189 
He managed 
to make me 

Considers now that it 
was probably not mother 
who caused the 
problems 

and Susan think 
it was my mum 
who had the 
problems, not 
him 

 

190 
I just think 

Considers mother ‘too 
tired’ to retaliate and 
explain the situation 

she hadn’t the 
energy to bother 
to try make us 
see things her 
way 

 

191 
I never really  

Cannot recollect mother 
ever being disparaging 
re father 

heard her say 
anything wrong 
about him then 

 

192 
She bottled 
things up 

Believes mother’s health 
made worse by not 
speaking of problems 

I think by doing 
that it made her 
health worse 

 

193 
I don’t think 
it’s any good  

Considers mother tried 
to not speak of problems 
to help improve life for 
daughters 

‘bottling’ things 
up. I think she 
did it for me and 
Susan. 

Strengthened 
by datum 192 

194 
He (dad) was 
such a 
charmer 

? regretting doubting 
mother 

he got us to 
believe he was 
in the right and 
it was my mum’s 
fault for not 
being well 

 

195 
But my how 
my mum was 

? mum’s health had a 
detrimental effect on 
family 

had a bad effect 
on our family 

 

196 
 don’t think 

Believes it was father 
who was to blame 

it was my mum’s 
 fault that he left 
her  

 

197 
I think 

Considers father blamed 
mother because he felt 
guilty 

he has tried to 
blame it on mum 
because he felt 
guilty 

 

198 
I can see 

Changed perception 
since becoming an adult 

more clearly 
now...since 
we’ve grown up 

 

199 
So...was it 

Questioning cause of 
unhappy childhood 

my mum’s 
health that 
caused us to 
have an 
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unhappy 
childhood, or 
was it my dad’s 
drinking? 

200 
Really I think 

Considers both mother’s 
health and father’s  
drinking had a 
detrimental effect on 
childhood 

it was both Supported by 
datum 199 

201 
And it’s had  

Believes these have both 
affected them up to 
present time 
 

an effect on us 
up to this day 

 

202 
And all that 
happened 

Guilt/regret and my dad has 
made us feel 
guilty about how 
we felt about 
mum...when we 
blamed her 
 

 

203 
I think  

Guilt has helped in 
making her take on 
mother’s care 

it’s made me 
more 
determined to 
look after her 
now 

 

204 
Then again 

Guilt increases when 
she cannot ‘cope’ with 
caring for mother 

it’s made me 
feel more guilty 
when I can’t 
cope with 
looking after her 

Supported by 
datum 157 

205 
Especially 
when 

Guilt increased I think about 
putting her in a 
home 

 

206 
I thought at 
first 

Changed view of caring 
role 

looking after 
mum would be 
easy, but it isn’t 

 

207 
I suppose that 
I feel tied 

Cannot not care for 
mother as she loves her 

because I love 
my mum and 
love can tie you 
to somebody 
more than 
chains can 

 

208 
I might be 
feeling tied as 
well 

Guilt/regret also makes 
her feel she should care 
for mother 

because of what 
I used to think 
about her before 
I knew she was 
ill 

Supported by 
datum 157 

209 
Mum 
complained 

Regret  of all sorts of 
things before 
and I thought 
she was a 
hypochondriac 

Supported by 
datum 146 & 
157 

210 
I thought it 

Guilt/regret I feel bad about 
thinking that 

Strengthened 
by datum 204 
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was all in her 
head 

now 

211 
You could say 

Regret/guilt sees this as 
perhaps justifying why 
she cares for her mother  

that it’s both 
love and guilt 
that ‘ties’ me to 
looking after 
 

 

212 
It doesn’t help 

Aware she behaves in 
this way towards her 
mother 

when I’m tired 
and stressed I 
still get snappy 
and I’m awful 
with my mum 

 

213 
One day when 
she knew I 
was upset 

Concerned and guilty 
that mother knew she 
was not happy 

she said ‘look 
Linda you don’t 
have to be here 
looking after me 
if you don’t want 
to’ 

 

214 
She said we’ll 
have to think 

Concerned/guilty of some other 
way if it’s not 
working out. 

 

215 
It might  

Guilty and regret be better if I go 
into a nursing 
home or 
something 
 

Strengthened 
by datum 213 

216 
She hasn’t 
said 

Thankful in a way anything like it 
again 

 

217 
I wanted  

Remorseful  to cry when she 
said that 

 

218 
I did try 

Incapable of explaining 
her feelings 

to explain how I 
felt without 
hurting her 
 

 

219 
I sort of 

Aware the explanation 
she gave was 
inadequate   

skimmed over 
the surface 
about how I felt  

 

220 
I tried 

Concerned  to reassure her 
and said I 
wanted to look 
after her 

 

221 
When I was 
saying this 

Realisation of actual 
feelings 

I realised I did 
want to look 
after her 

 

222 
She tried to  

Increased guilt tell me how she 
felt as well, that 
she felt useless 
and hadn’t a 
purpose in life 
anymore 

 

223 
I had the 
feeling 

Remorseful  that I had hurt 
her a lot and 
done some 
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damage I 
couldn’t repair 

224 
In some ways 
though 

Optimistic our talk did help 
things a bit 

 

225 
Then time 
passed 

Aware that problems still 
remain 

and I began to 
feel pressurised 
again 

 

226 
Sometimes I 
feel  

Stress/anxious/burdened that I’m going to 
explode 

Supported by 
datum 225 

227 
I’ve always 

Stress/anxious/burdened had migraines 
but they seem to 
be getting worse 
now 

Supported by 
datum 226 

228 
I try to  

Unsupported tell Susan but 
she doesn’t 
want to know 

 

229 
She starts 
talking 

Unsupported about 
something else 

 

230 
It’s obvious  

Aware sister does not 
want to be told of her 
feelings 

she doesn’t 
want to know 
how I feel 

 

231 
My mum 
would be 

Aware her mother would 
be compassionate 

sympathetic 
with me 

 

232 
But she’s the 
last person 

Aware how mother 
would feel 

I could talk to  

233 
But I can’t  

Concerned/anxious put any more on 
her shoulders. 
she’s got 
enough 

Supported by 
datum 232 

234 
So...I keep 

Unsupported/anxious my feelings from 
her 

Supported by 
datum 233 
 

235 
So there is 

Cannot see a solution no  way out  

236 
Your mother 
is the first 
person 

Changed relationship you’d want to 
talk to, tell your 
problems to, 
and I would 
have been able 
to talk to her 
before she was 
ill 
 

 

237 
But not now 

Changed relationship ? 
due to illness 

that’s all 
changed 

Strengthened 
by datum 236 

238 
I can see now 

Understanding and 
regret for her previous 
feelings 

that she was the 
anchor in the 
family, the one 
who held things 
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together 
239 
I didn’t think 

Regret that at the time 
but I can see 
now that it was 

 

240 
Now she can’t 
be 

Aware that perhaps it is 
Susan and herself who 
have to resolve 
problems 

The anchor for 
us, we have to 
sort it out for 
ourselves 

Partially 
supported by 
datum 238 

241 
So you know 
you just 

Sees herself  trapped in 
situation 

You just have to 
carry on, and 
that makes it 
worse 

 

242 
It’s not really 

Despondent  re her 
feelings 

that I don’t want 
to look after my 
mum 

 

243 
It’s knowing 

Trapped/burdened I haven’t got a 
choice that 
makes you feel 
tied 

Supported by 
datum 243 

244 
I start to think 

Trapped/unable to 
resolve 

life is passing 
me by 

 

245 
Then thinking 
that 

Guilt  makes me feel 
guilty again 
 
 

 

248 
If I did 

Believes that if she 
doesn’t continue to look 
after her mother she will 
not be able to cope with 
her guilt 

I couldn’t live 
with myself 

 

249 
When you 
look back 

Recollecting past times you remember 
how it used to 
be 

 

250 
Me and my 
mum 

Perception of previous 
relationship 

we never had a 
close 
relationship 

 

251 
Although at 
times 
 

Some ‘closeness’ in past we were close Not supported 
by datum 250 

252 
But we 
weren’t  

Changed relationship like we are now  

253 
Her being 
poorly 

Changed relationship 
due to illness 

has changed 
that 

Partially 
supported by 
datum 252 

254 
Me and Susan  

Relationship with sister 
in past seen as ‘normal’ 
s 

we were mainly 
alright like 
sisters are 

 

255 
We were  

Relationship in past ? 
seen as ‘normal’ 
 

mainly close Strengthened 
by datum 254 

256 
 

Aware there are changes 
to relationship when 

when you have a 
husband and 
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partners/ kids enter 
relationship 

kids 

257 
Even when  

Sees sisterly 
relationship unchanged 
when kids/husbands 
entered scene 

they came on 
the scene we 
were still alright 

 

258 
Though I 
think 

Perceives Susan’s 
husband has an 
influence on Susan 

Kevin has a lot 
of influence on 
her 

 

259 
He’s very 

Aware Kevin very 
possessive of Susan 

possessive of 
her...wants her 
to himself 

Supported by 
datum 258 

260 
But he should 

Of situation he lacks 
understanding  

understand the 
situation 

 

261 
My mum 

Believes Susan and 
herself should have 
equal responsibility in 
caring for mother 

needs looking 
after and she’s 
Susan’s mother 
as well as mine 
 

 

262 
I’ve had 

Has tried to speak to 
Kevin to help resolve 
situation 

words with 
Kevin about how 
I feel 

 

263 
He thinks 

Unresolved/disagree It’s my place to 
look after mum 
because I live 
there 

 

264 
When I’d  

Sister’s relationship 
changed/ worsened  

spoken to him 
our Susan was 
mad at me she 
hasn’t been the 
same since 

 

265 
She said  

Does not agree with this I hadn’t the right 
to speak to him. 
He’s nothing to 
do with it 

 

266 
But he has 

Believes Kevin 
preventing Susan from 
undertaking her 
responsibilities to 
mother 

he’s stopped her 
doing her share 

Supported by 
datum 261 

267 
I’m willing 

Unsupported/unhappy to do the lion’s 
share, but I do 
need a bit of 
support and 
help 
 

 

268 
We do talk 

Aware their relationship 
‘at odds’ 

to one another, 
but we argue a 
lot 

 

269 
We’re not 

Changed relationship like we used to 
be 

 

270 
There’s lots  

Conflict between them of bad feeling 
between us 

 
Supported by 
datum 268 & 
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269 
271 
We don’t 

Unable to discuss some 
‘things’ 

bring things into 
the open...not all 
the time 
 

 

272 
If we try 

Unable to discuss 
‘things’ 

to talk about it(? 
caring 
responsibilities) 
we end up 
falling out again 

Strengthened 
by datum 271 

273 
It’s sad 

Aware of relationship 
problems ? relationship 
deterioration 

but I feel as if 
I’ve lost my 
sister, she’s not 
the same now. 

 

274 
I know 

Believes she knows 
what is to happen 

what’s going to 
happen.. 

 

275 
They’re going 

Anxious re this to move away 
and then ...it will 
be all up to me 
to look after 
mum 

 

276 
I won’t 

Cannot understand 
sister 

leave mum...and 
I don’t know 
how she can 
think of doing 
 

 

277 
But I don’t 
think 

Blames Kevin for 
circumstances/possible 
happenings 

she would if it 
wasn’t for Kevin 

 

278 
She’s alright 

No reason for concern with my mum...  

279 
They don’t 

Sees mum/sister 
relationship as 
acceptable 

talk much but 
she’s not 
snappy with her 
or anything 

 

280 
I think though 

Sees as inappropriate Susan 
sometimes talks 
to mum as if she 
were a 
child...and treats 
her like a child 

 

281 
I’m not saying 

Accepts that sister’s 
behaviour to mother is 
acceptable 

she’s not good 
with her 

Partially 
supported by 
datum 279 

282 
It’s hard to 
describe 

Doesn’t endorse this 
behaviour towards 
mother 

but she puts on 
a silly voice as if 
she’s talking to 
a child 

 

283 
But she’s 

Resentful of her sister’s 
situation. Relationship 
problem between 
sister’s 

nice with her, 
but it’s easy to 
be nice if you 
haven’t been up 
half the night 
and you can go 

 



 

398 
 

home to your 
own bed and 
your own house 

284 
When she 
comes to stay 
with mum 

Not always present to 
observe sister’s 
behaviour with mother 

it’s usually well.. 
when I’m going 
out 

 

285 
My mum says  

Believes she doesn’t 
‘talk to mother’ enough 

she does the 
ironing or bakes 
but she doesn’t 
sit down much 

 

286 
I think 

Believes sister’s time 
would possibly be better 
spent ‘talking to mum’ 

my mum would 
rather she sat 
and had a talk 
with her 
 

Supported by 
datum 285 

287 
But then 

Guilt I don’t talk to 
mum much 

 

288 
Maybe  

Thinks Susan trying to 
help 

Susan thinks 
she should try 
to do things that 
would help me 

 

289 
I do know that 

Agrees with mother re 
this 

my mum thinks 
Kevin is the 
boss in their 
marriage 

 

290 
My mum 
thinks  

Agrees with mother.  she’s changed 
since she met 
him 

 

291 
My mum 

Wanted mother to have 
help apart from family 

didn’t want 
home care, she 
was all for 
saying no but I 
talked her round 
 

 

292 
They are 
alright 

Sees them as giving her 
some support 

as I’ve said them 
coming makes 
me feel less on 
my own 

 

293 
They sort of 
help 

Sees them as giving her 
emotional support 

me in that way, 
not just the 
physical care 

Supported by 
datum 292 

294 
We’ve been 
offered 

Reluctant to accept 
respite care 

respite care but 
neither of us 
wants that...not 
yet anyway 

 

295 
The hospital 
has 

Doubtful as to what this 
is for 

given us a 
number to ring if 
we need...well I 
don’t really 
know what it’s 
for 

 

296 
I think it’s if 

Unsure - ? hasn’t been 
given adequate 

mum’s not well 
between 
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explanation appointments 
297 
I think 

Dissatisfied with 
explanations/advice 
given 

it would help if 
they explained 
things more 

 

298 
Another thing 

Problem understanding 
Doctor’s accent 

even when the 
Doctor at the 
hospital talks to 
us, I can’t 
understand him 

Partially 
supported by 
datum 297 

299 
He’s not 
English 

Problem understanding 
Doctor’s ? 
information/advice 

when he says 
something I’m 
not always sure 
what he’s on 
about 
 

Supported by 
datum 298 

300 
Once we’re 
out of the 
room 

Concerned no one 
appears to have time to 
explain ‘things’ to them 

nobody else 
seems to have 
the time to talk 
to us and 
explain it all 

 

301 
The 
consultant is 
a woman 

Doubtful re helpfulness 
of any of the ‘staff’ 

she’s 
nice...helpful, 
more than most 
anyway 

 

302 
They don’t 

Concern regarding 
hospital staff’s attitude  
and their inability to 
‘listen’ 
 

really listen  

303 
They have 

Perceives most ‘staff’ as 
being patronizing 
towards them 

this way of 
making you feel 
small as if you 
are stupid 

Partially 
supported by 
datum 302 

304 
Mum never 

Worried as mother never 
understands or hears 
what she is told 

hears what they 
say to her 
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Susan 
          DATUM    EXPERIENCING  NEXT WORDS 

IN TEXT 
EFFECT ON 
HYPOTHESES -
LATER DATA 

1 
It means that 

Change  I’ve had to make 
some changes 

 

2 
I’ve stopped 
working 

Trying to help as many hours 
so I can help a 
bit more 

Partially 
supported by 
datum 1 

3 
I don’t do so 
much 

Sees Linda as 
helping more 

I know our Linda 
does a lot more 

 

4 
But she lives 
there 

? Because of this 
Susan sees it as 
Linda’s position to 
take on the greater 
part of the ‘caring 
role’ 

that’s how it’s 
worked out 

Partially 
supported by 
datum 3 

5 
Linda hadn’t  

Seen as Linda’s 
position to take on 
the greater part of 
the ‘caring role’ 

got anywhere to 
live when she 
broke up with 
her boyfriend 

 

6 
She had a 
baby 

Because of this sees 
it as Linda’s 
responsibility to take 
on greater part of 
‘caring role’ 

and she was in a 
bit of a spot 

Strengthened by 
datum 5 

7 
So she 

As mum gave her a 
home Linda was 
there to care for 
mother 

went to live with 
my mum 

 

8 
My mum 

Concern for mother was going 
through a bad 
time herself 

 

9 
So it was good 

Relieved mother had 
someone to care for 
her 

for my mum 
Linda living there 

 

10 
I do my best to 
help 

Believes she tries to 
help as much as is 
possible 

I do the ironing 
when I can...and I 
do some baking 
when I can 

 

11 
My mum  

Pleased she is able 
to help in some way 

likes home 
baked cakes and 
pies 

 

12 
She misses  

Pleased she is able 
to help 

being able to 
bake herself 

Partially 
supported by 
datum 10 & 11 

13 
Sometimes I 
give her little 
things to do 
herself 

Believes this helps 
mother feel useful 

things like letting 
her have a go at 
mixing 

 

14 
She can’t 

Sees this as enabling 
mother to feel useful 

manage to do it 
right but it 

Partially 
supported by 
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makes her feel 
she’s helping a 
bit 
 

datum 13 

15 
My mum’s 
done well 

Sees herself as 
understanding how 
mother is feeling 

accepting how 
she is but 
sometimes I can 
see she feels 
useless and 
wants to be 
involved in 
things 

 

16 
Once or twice  

By doing this 
perceives herself as 
helping mother 

she’s asked if 
she can help 
with something, 
so I try to let her 

Strengthened by 
datum 15 

17 
I think it’s 
important 

Understanding of 
how mother is feeling 

to feel valued as 
a person and 
keep a bit of 
dignity 

 

18 
She has  

Believes mother has 
lost ‘being valued’ 
and ‘dignity’ 

lost so much of 
that 

 

19 
I wouldn’t 
want 

Understanding of 
mothers situation 

to have 
somebody wash 
me and toilet me 
like she has to 
do 

Supported by 
datum 17 

20 
I do think 

Sees mother as 
appreciative of her 
help 

my mum 
appreciates my 
baking 

 

21 
I always try 

Understanding of her 
mother’s needs 

to see she looks 
nice as well, I 
always do my 
mum’s hair and 
put her some 
make up on 

Strengthened by 
datum 20 

22 
She still has 
some pride 

Pleased at this in how she looks  

23 
There are 
times 

Concerned re this when she 
doesn’t want to 
bother 

 

24 
When she 
feels bad 

Concerned/anxious She just wants 
leaving alone 

 

25 
I try  

Sees  this as the best 
approach for mother 

to let her be 
quiet then 

Partially 
supported by 
datum 23 & 24 

26 
Sometimes 
when I’m not 
working 

Pleased she is able 
to help 

I come round 
and help her get 
to bed 
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27 
Linda can  

Pleased she is able 
to help 

go out for a bit 
then 

 

28 
But I have  

Accepts she is only 
able to ‘do so much’ 

a husband and a 
child as well 

 

29 
There is  

Accepting that she is 
only able to help 
when convenient to 
her own family 

only so much I 
can do 

Partially 
supported by 
datum 28 

30 
I know  

Justifying her 
situation 

Linda’s got a 
child as well...but 
they live there as 
well 

 

31 
I have a job as 
well 

Justifying her 
situation 

I have to work. 
The extra money 
I earn makes a 
difference 

 

32 
Kevin doesn’t  

Justifying her 
situation 

earn so much at 
work 

Partially 
supported by 
datum 30 & 31 

33 
What I earn 

Justifying  just lets us be 
able to have a 
better life 
 

 

34 
You know 

Justifying  go out for a meal 
now and then, 
and have the 
occasional 
holiday 

Partially 
supported by 
datum 33 

35 
Linda’s 
getting upset 

Concerned  because she 
thinks I should 
do more 

 

36 
But I do my 
best 

Explaining her 
perspective 

and it’s not easy  

37 
I have to work 
out 

Stress/anxiety how I can keep 
everybody happy 

 

38 
Sometimes  

Stress/anxiety it’s not easy Supported by 
datum 36 & 37 

39 
I have Kevin 
on my back 

Stress/anxiety/strain if I’m not here 
when he comes 
home 

 

40 
He wants his 
dinner 

Does this to maintain 
marital harmony 

when he comes 
home, he’s that 
sort of man 

 

41 
He thinks  

Accepts/tries to 
understand 

that’s how it 
should be 

Supported by 
datum 39 & 40 

42 
Then I work 

Obligation to work three evenings a 
week, six well 
ten. I don’t get 
home until half 
past ten 

 

43 Maintaining marital sort stuff out for  
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Then I have to harmony school...then 
Kevin expects 
me to sit and talk 
to him until he 
goes to bed 

44 
Myself  

Not really her choice 
to stay up so late 

I’d go straight to 
bed when I’ve 
done what I’ve 
got to do 

Strengthened by 
datum 43 

45 
I stay and talk 

Maintaining marital 
harmony 

to Kevin because 
he doesn’t see 
me much on the 
nights I’m 
working 

Partially 
supported by 
datum 44 

46 
But I do go  

Trying to support 
mother 

round to my 
mum’s as soon 
as I can in the 
mornings...when 
I’ve done my 
own jobs 
 

 

47 
Home care 
has gone 

Trying to help and 
support mother 

by then...so it’s 
just a matter of 
tidying up a 
bit...and that 

Strengthened by 
datum 46 

48 
Sometimes 
our Linda  

Supporting mother goes out 
shopping while I 
stay with my 
mum 

 

49 
I don’t think 

Aware of Linda’s 
problems. Trying to 
understand. 

it’s as much as 
doing all the 
physical things 
for my mum that 
gets our Linda 
down 
 

 

50 
I think it’s the 
mental 
pressure 

Trying to understand 
how Linda feels 

the feeling that 
she’s 
responsible for 
looking after my 
mum 

 

51 
I think  

Seeking answers to 
Linda’s problems 

she feels trapped Supported by 
datum 49 & 50 

52 
Before she 
was poorly 

Relationship 
change/role reversal 

my mum always 
looked after 
us...now that’s 
changed...we 
look after her 

 

53 
We owe my 
mum a lot 

Believes they should 
now repay her by 
caring for her now 

she did her best 
for us when we 
were kids.  

Partially 
supported by 
datum 52 

54 
Linda led her a 
right dance 

Perhaps seeing this 
as another reason 
why Linda should 

before she left 
home, and my 
mum was having 
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make amends and 
care for mother now 

a hard time with 
my dad 

55 
My dad wasn’t 
any good for 
her 

Recalling father’s 
attitude and 
behaviour towards 
mother 

he was ok with 
me and Linda but 
he never left off 
my mum 

 

56 
He used to try 

Guilt  and get us to 
side with him, 
and we did 
sometimes 

 

57 
We got to 
believing 

Guilt/regret he was right Supported by 
datum 56 

58 
He used to say 

? guilt for believing 
father at the time 

my mum was an 
attention seeker 

 

59 
She was in a 
way 

? regret and guilt for 
taking father’s ‘side’ 

but I really don’t 
think she was 
well now 

Supported by 
datum 58 

60 
My mum and 
dad are better 
apart 

Believes mother and 
father are happier not 
living together 

she’s better off 
without him 

 

61 
I saw him 

Sees father’s attitude 
to mother as 
unchanged 

a couple of 
weeks since and 
he was still as 
bad about her 

 

63 
He doesn’t 
know  

Father unaware of 
their mother’s health 
status 
 

how bad she is, 
and he doesn’t 
want to know 

 

64 
I don’t think  

Believes father has 
never cared for their 
mother 

he’s ever cared 
about her, well 
not as long as I 
can remember 

 

65 
I think my dad 

Guilt/regret brainwashed us 
into thinking it 
was all in my 
mum’s head, her 
being ill 

Partially 
supported by 
datum 56 

66 
We doubted 
her 

Guilt/regret. Thinks 
Linda treated their 
mother badly 

we  were awful 
with her, Linda 
more than me 

 

67 
She’s sorry 
now 

Accepts they cannot 
change the past. 
However they can 
make amends with 
helping her now. 
Guilt/regret 

I am as well...but 
well all we can 
do is try to make 
it up to her now 

Partially 
supported by 
datum 66 

68 
But you see 

Aware Linda is 
probably more 
involved in their 
mother’s care 

our Linda thinks 
she does it all for 
my mum 

 

69 
I know  

Unresolved cannot 
see a solution 

she isn’t too 
happy with me, 
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she thinks I 
should be doing 
more 

70 
What can I do 

Unable to resolve I try to keep 
positive and do 
my best but it’s 
not always that 
easy 

 

71 
I try to do right 

Unresolved/unable to 
find an answer 

for everybody, 
but who should 
you put first, 
your husband 
and child, or 
your mum? 

Strengthened by 
datum 69 & 70 

72 
Linda puts 
pressure on 
me one way 

Stress/strain and my husband 
the other way 

Partially 
supported by 
datum 71 

73 
It makes  

Difficult to decide 
where 
responsibilities lie 

me feel torn Partially 
supported by 
datum 71 

74 
My husband 
wants 

Divided loyalties wants to move 
right away from 
here, what do I 
do? 

 

75 
I don’t  

Not happy re moving 
away 

really want to go  

76 
I know I 
should 

Believes she should 
make a stance and 
refuse to go 

put my foot 
down and say I 
don’t want to 
move 

Supported by 
datum 75 

77 
If I do 

? afraid of husbands 
response to this 

Kevin will be 
really mad at me 
 

 

78 
I think in a 
way 

Believes she 
understands 
husbands reasoning 

he’s doing it 
because he 
doesn’t want to 
‘share me’ 
 

 

79 
He’s very 
possessive  

Aware and accepting 
of her husband’s 
‘faults’ 

I know you’ll 
think he’s 
selfish...and he 
is in a way...but 
what can you 
do? 

Strengthened by 
datum 78 

80 
He’s good in a 
lot of ways 

Sees her husband as 
having some positive 
qualities 

and he is a 
family man, he 
cares about me 
and our.......a lot 

 

81 
He doesn’t 
understand 

Explaining/justifying how it is for me, 
him and his 
parents aren’t 
close 

 

82 Believes if husband I know for a fact Supported by 
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They don’t get 
on at all 

in similar situation he 
would not care for 
his parents.  

that he’d not 
look after his 
mum and dad if 
they couldn’t 
look after 
themselves 

datum 81 

83 
So he can’t 
understand  

Explaining husbands 
perspective/justifying 
his behaviour 

why I should 
have to look after 
my mum 

Partially 
supported by 
datum 82 

84 
Me and my 
mum and 
LInda 

Explaining/justifying  are a lot closer to 
one another than 
him and his mum 
and dad 

Strengthened by 
datum 81 

85 
My loyalties 

Comparing  aren’t the same 
as his 

Partially 
strengthened by 
datum 84 

86 
How we were  

Trying to 
compensate for past 
behaviour towards 
mother 

in the past with 
my mum, makes 
it more important 
that we do our 
best for her now 

 

87 
Kevin’s never 
been poorly 

Explaining/justifying and he doesn’t 
understand what 
it’s like 

 

88 
We’re going 
through a 
funny time 
now 

Does not know what 
will happen in the 
future. Unable to 
decide where her 
loyalties lie 

and I can’t say 
what will happen 
in the future. I’m 
very torn 

 

89 
If Kevin  

Aware what 
husbands actions 
may be in the future  

gets his way we 
shall move away 

Strengthened by 
datum 88 

90 
He wants us 

? reluctant to move 
away 

to move to ...and 
that’s 50 miles 
away 

 

91 
It would be 
hard 

Aware visits to see 
mother would not be 
very often 
 

To come and see 
my mum 

 

92 
I wouldn’t  

Aware she would be 
unable to care for her 
mother if they move 
away 
 

be able to help 
as I do now 

Supported by 
datum 91 

93 
In fact 

Sadness  I don’t know 
when I’d get to 
see her 

 

94 
Up to now 

Undecided re move we’ve only 
looked at one or 
two houses 

 

95 
So there’s 

Undecided re move nothing written 
in stone yet 

Supported by 
datum 94 

96 
All I can do 

Doesn’t want to 
move away 

is keep trying to 
talk him round 
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97 
But I have to 

Sensitive re 
communicating with 
husband/doesn’t 
want to displease 
him 

tread very 
carefully 

Strengthened by 
datum 96 

98 
I know 

Hoping she is able to 
persuade husband 
not to move 
away/afraid to 
antagonise him 

once he’s really 
dug his heels in 
there’ll be no 
changing him 

Partially 
supported by 
datum 96 

99 
He has 
another 
reason 

Aware husband sees 
this as another 
constructive reason 
for them moving 
house 

he’s the chance 
of a better job 
with more money 

 

100 
It’s not so 
much more 

Another reason 
husband wants to 
move away 

but it would 
mean I wouldn’t 
have to work 

 

101 
But then I’d 
have 

Despondency/guilt more time on my 
hands and I 
would feel more 
bothered about 
not being there 
for mum and 
Linda 

Strengthened by 
datum 100 

102 
Linda has 
suggested 
that 

Doesn’t see this as 
feasible 

we ‘share’ my 
mum between 
us. 

 

103 
I can’t see  

Sees mum unlikely to 
agree to this 
suggestion. Sees 
husband as unlikely 
to agree 

mum agreeing to 
that, even if 
Kevin did, and 
he’s not likely to 
do 

 

104 
Mum likes her 
own home 

Believes mother 
wants to stay in her 
own home 

and I don’t think 
she’d leave it 

Partially 
supported by 
datum 103 

105 
It would be 

Arrangement not 
practical for mother 

a right upheaval 
for her 
 

 

106 
So I don’t  

Rejects idea as 
unworkable 

see it as a way 
out for me to 
‘share’ looking 
after my mum if 
we move away 

Partially 
supported by 
datum 105 

107 
My mum 

? sees this as 
another reason for 
mum being moved 
from ‘home to home’ 
repeatedly 
 

is slowly getting 
worse 

Partially 
supported by 
datum 106 

108 
It doesn’t 
seem  

Sees treatments 
mum having as 
ineffective 

to matter what  
sort of treatment 
she’s having, 
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she doesn’t get a 
lot better 

109 
She does have 
times 

Aware illness 
fluctuates 

when she feels 
better than 
others 

 

110 
When she 
started with 
arthritis 
 

Aware mother’s 
health has 
deteriorated 

she could do a 
lot more for  
herself 
 
 

Supported by 
datum 109 

111 
Now she has 
problems  

Mother’s health has 
deteriorated 

doing anything, 
she can’t get 
dressed, can’t 
manage to have 
a bath or shower 
on her own, and 
can’t make a cup 
of tea 

Supported by 
datum 110 

112 
It’s not a nice 
illness 

Sees RA as an 
appalling illness 

it’s horrible  

113 
I know 
sometimes 

Defending mother’s 
behaviour 

she can get a bit 
demanding, but 
then who can 
blame her 

 

114 
You see 
before 

Previous standards 
now changed 

my mum always 
liked the house 
clean and tidy 

 

115 
But her 
standards 

Mother has had to 
change her 
expectations re 
house cleanliness  

had to go by the 
way 

Supported by 
datum 114 

116 
She’s always 
liked things 
done her way 

Mother has had to 
change her 
expectations re 
housework 

she had a certain 
way of doing 
things  

 

117 
We try to 

Unable to always do 
housework  as 
mother would have 
liked 

do things as she 
likes but we 
don’t always get 
it right 

Partially 
supported by 
datum 116 

118 
She doesn’t 
exactly  

Mother does not 
openly criticise their 
efforts 

come out with it 
and say it’s not 
how she would 
have done it, but 
you can just tell 

Partially 
supported by 
datum 115 

119 
It’s not that 
easy for us 

Aware and 
understanding of 
mother’s 
circumstances 

but it must be 
worse for her, I’d 
find it hard in her 
place 

 

120 
She’s adjusted 
a lot 
 

Understanding  but it still gets to 
her 

 

121 Sees medication as it  doesn’t seem  
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She’s in a lot 
of pain 
sometimes 

ineffective  to matter what 
tablets and stuff 
she takes, she 
still gets a lot of 
pain 

122 
The tablets  

Concerned that 
medication has side-
effects 

give her more 
problems...like 
constipation 

Strengthened by 
datum 121 

123 
When I say 

Mother not fully 
come to terms with 
illness 

my mum has 
come to terms 
with how she 
is...well 

 

124 
She has done 

Mother not fully 
come to terms with 
her illness 
 

in a lot of ways 
but then not in 
others 

Supported by 
datum 123 

125 
She didn’t 
want to 

Changed now have any help at 
first, she’d try to 
manage to do 
things 

 

126 
Being 
independent 

Aware of mother’s 
loss 

meant a lot to 
her 

 

127 
Now she’s had  

Changed – now 
accepts help 

to reconsider Supported by 
datum 125 

128 
I think she did  

Believes this change 
and acceptance is to 
help relieve her and 
Linda 

partly because it 
takes a lot of the 
burden off me 
and our Linda 

 

129 
Not that we 
have much 
help 

Appreciative and 
hopeful 

but we do get 
some in the 
mornings...and 
we might get 
more if mum 
would agree 

 

130 
But you can’t 

Cannot yet persuade 
mother to have more 
help 

make her have 
help 

 

131 
Kevin says 
she should go 
into a home 

Does not accept this and that it isn’t 
fair to expect us 
to look after her 

 

132 
As I’ve said 

Believes husband 
has a different 
perspective than her 
and Linda 

he doesn’t think 
like us 

 

133 
I haven’t told 
Linda 

Guilt re this I went to look 
round a nursing 
home, just to see 
what it was like 

 

134 
I did think it 
was very nice 
but 

Doubt as to 
suitability for mother 

then you 
think...would you 
want to live there 
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135 
I don’t think  

Sees home as 
unacceptable  

I would  Supported by 
datum 134 

136 
My mum  

Doubts homes’ 
suitability for mother 

has always been 
a very private 
person...and in a 
care home you’d 
well...have to 
share 

Supported by 
datum 134 & 135 

137 
Your life 

Sees home as 
unsuitable for mother 

wouldn’t be your 
own in some 
ways. 

Supported by 
datum 134, 135 
& 136 

138 
I looked at  

Cannot envisage 
mother in ‘a home’ 

the people in the 
home and I 
couldn’t see my 
mum there 

 

139 
They had a 
man there the 
day I went, 
he’d come to 
play the piano 

Believes mother 
would dislike the 
communal life in a 
care home 

they all sat round 
listening to him. 
Some were 
joining 
in...singing and 
that, and I 
thought my mum 
would hate it 

Supported by 
datum 138 

140 
My mum 
wasn’t the sort 
of person 

Sees mother as a 
‘private person’ who 
does not want to 
socialise very much 

who had a busy 
social life 

 

141 
She was 
always 

Believes mother has 
never wanted 
anything other than 
to be at home. 
Although Father did 
not make her home 
life happy 

happy being at 
home, except for 
my dad 

Partially 
supported by 
datum 140 

142 
She always  

Believe mother really 
liked ‘at home’ 

wanted to ...just 
stay at home, 
most of the time 

Supported by 
datum 141 

143 
It doesn’t 
matter  

Mother very reluctant 
now to ‘go out’ 

what we’ve 
tried... we 
haven’t found it 
easy to get her to 
go out 

 

144 
You see she’s 
very sensitive 
about things 

Aware and 
concerned re 
mother’s 
embarrassment  

she hates being 
in a wheelchair 

 

145 
She’s 
embarrassed 

Aware and 
concerned 

about her hands 
and how she 
looks 
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