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ABSTRACT 

This thesis presents a social study of childhood cancer treatment in a group of British 

Bangladeshi children living in one city in the United Kingdom. 

It draws on theoretical perspectives that see childhood as a social construction and 

children as active contributors to the social world, whilst acknowledging that their 

contributions are mediated by their dependence on adults. 

British Bangladeshi children represent a significant minority group whose cultural 

heritage may challenge the underlying assumptions of biomedical paediatric cancer 

care. An ethnographic study was undertaken to develop a detailed description of the 

social and cultural needs of this group of children. Fieldwork was conducted in home 

and clinical settings to provide an account of how day to day social relations for 

children, families and health care professionals are experienced. 

The analysis indicates that cancer service organisation, the dual language of families 

and clinical implications of the disease simultaneously contributed to the social 

impact of childhood cancer treatment on the daily lives of children. The data themes 

on childhood, cancer treatment and culture: language and power reveal that children, 

parents and professionals differentially constituted vulnerability in childhood cancer. 

Central to this thesis is the role of relationships between children, parents and 

professionals in the production of childhood cancer treatment including their 

ambiguous and borderline nature. I conclude that this produced a day to day reality 

of diminished power and agency for participants and led to children in particular 

occupying positions of liminality. 
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This work challenges the assumption that membership of the social category of 

childhood has equivalent meaning to all social actors. It calls for further exploration 

of the taken for granted ideas of childhood during illness that professionals employ in 

their clinical practice from a perspective that acknowledges the structures that frame 

adult child relations and the context of care delivery. 
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Chapter 1- Introduction 

The last decade of childhood research has seen a shift in emphasis with children 

increasingly becoming research subjects and participants in their own right rather 

than the objects of research (Christensen and Prout 2005). Incorporating the views of 

users into health service planning is a high profile aspect of current health care 

policy. It is part of a philosophy that argues for patients, rather than institutions or 

professional groups, to be central to health care delivery (Department of Health 

1999). This study follows on from these research and policy drivers, to demonstrate 

how a social study of childhood cancer can generate data useful to developing theory 

and knowledge on the impact of cancer treatment on the lives of a specific group of 

children. 

1.1 Children as a minority group 

The framing of children as a specific social group is discussed from a historical 

perspective in the literature review chapter. James, Jenks and Prout (1998) have 

argued that one analytical perspective is to see children as a `minority' group as 

different, with particular needs, and having a marginal status. Within health care 

children have increasingly constituted a distinct group with specialist doctors 

(paediatricians), children's nurses and bounded spaces within hospital care settings. 

Children's hospitals and children's wards signify their differing healthcare needs and 

supports. The benefits to children in health care settings of this perspective have been 

well documented and continue to be outlined in policy documents (Department of 

Health 2003). In advocating for children's health needs as substantially different 

from those of others (adults) internal stratifications within the group are minimised 

and continuity and shared needs emphasised. This implied universality requires 
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challenging as has already occurred in childhood cancer through the creation of 

cancer services to meet the needs of teenagers (Kelly et al 2004). Studying a specific 

cultural group of children with cancer aimed to produce data that further tests the 

universal aspect of the minority child discourse. An examination of the day to day 

experiences of this group of children at home and in health care settings following 

their diagnosis with cancer will address in part the absence of data on minority ethnic 

children's experience of health care. The relevance of social and cultural issues in 

childhood cancer has received little consideration to date (Thibodeaux & Deatrick 

2007) and the nature of childhood in paediatric oncology settings is under-examined 

(Dixon-Woods et al 2002). In order to understand children's ideas about cancer 

treatment it is vital to develop an understanding of the peopled environment in which 

their ideas are created. British Bangladeshi children with cancer make meaning about 

their treatment from a diversity of sources in home, specialist and generalist hospitals 

and school settings. An exploration of this process was the purpose of this study. 
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1.2 Cancer in childhood 

Childhood cancer represents a spectrum of conditions (Appendix 1) with a wide 

range of prognoses. The incidence is rare, with one in 514 children in Britain being at 

risk of developing the disease during their first fifteen years'. The type of tumours 

and their location differ from adult cancers, and although potentially life threatening 

the overall chance of survival is greater than for the majority of diagnosed adults 

(Appendix 2), with an overall survival rate of 75% for 0-14 year olds (National 

Institute for Health and Clinical Excellence, NICE 2005). This "minority" illness is 

diagnosed and treated within a "majority" world that constructs cancer as one of the 

most profound threats to the person (Stacey 1997). The reality of this threat and 

uncertainty of recovery is played out repeatedly through the structures of paediatric 

oncology services during treatment. The increase in survival rates is contextualised 

alongside the overall rarity of death in childhood, continuing to make cancer an 

important cause of death amongst children and young people. 

The management of care through specialist centres indicates the rarity and the 

serious nature of childhood cancer. In England and Wales seventeen Paediatric 

Oncology Centres (POC) and seven Teenage Cancer Trust (TCT) units are currently 

Stiller and Draper (2005), represent this as an age standardised annual incidence of 134 per 
1,000,000 children or 1-2 children per 10,000. The incidence pattern is similar to those of other 
industrialised populations of Europe and North America. The most common childhood cancers 
are the leukaemias dominated by acute lymphoblastic leukaemia. The highest incidence occurs 
in the first five years of life although there is variation within types of childhood malignancy. 
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established (NICE 2005). The management of childhood cancer requires a wide 

range of treatment modalities, including, surgery, radiotherapy and chemotherapy 

(Gibson & Evans 1999). The treatment of childhood cancer is often long term, for 

example the current protocol for treating boys with acute lymphoblastic leukaemia, 

the commonest childhood cancer, is three years (Chessells 2000). In seeking to 

eradicate cancer the treatment modalities need to balance this imperative with other 

effects of treatment. Surgical excision of a tumour may result in loss of a limb 

(because of the presence of cancer in a bone), or part of an organ (such as a kidney or 

liver). Radiotherapy may result in diminished cognitive function as a side effect of 

treating a brain tumour. Chemotherapy has a profound effect on the child's ability to 

respond to infection during treatment; this limits the frequency of treatment episodes, 

since recovery for `normal cells' must be allowed before `abnormal' cancer cells can 

again be targeted. This vulnerability may be life threatening, itself accounting for 2% 

of cancer related mortality in childhood (Eden 2000). In addition radiotherapy and 

chemotherapy are increasingly recognised to have `late' effects including infertility 

and organ toxicity (Jenny & Levitt 2002). 

The expertise which is required to plan and administer these complex and potentially 

life threatening regimes is focused within a small number of highly specialised 

centres. Whilst the value of specialist centres is recognised (Stiller 1994), the long 

term nature and intensity of cancer treatments have led to some aspects of care being 

devolved to more local hospital and community services (Sepion 2004). This concept 

of shared care which is variously applied by different oncology centres (NICE 2005) 

requires families and children to develop relationships with a wide range of health 

care professionals and services. Whilst there are some data on the "clinical 

outcomes" such as infection rates, associated with shared care, the social 
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implications for children and families have received minimal attention. Clarke et al's 

(2004) study on the support services for children with cancer indicates that shared 

care is one of the areas of variable satisfaction for children and parents. 

Children's views on cancer care provision are a relatively new area of investigation 

in British cancer care as indicated by the literature review (Clarke et al 2004: Datta et 

al 2005: Young et a! 2003). Whilst these initiatives are welcome the focus on 

methodologies that seek to answer questions of satisfaction (Clarke et al 2004) or 

rely on single interview data (Datta et al 2005: Young et al 2003) provide little 

insight on the processes that led children to develop these views. This study adopted 

a methodological approach more common to the social sciences, anthropology and 

sociology, rather than traditional health service evaluation methods (Green and 

Thorogood 2004). Since ethnography emphasises the process of social phenomena 

and demands that they are examined within their own settings this study also 

provides data on the contemporary context of paediatric oncology care. 

Contemporary sociological and anthropological writings on childhood are 

underpinned by three related themes. Firstly that childhood is a social and cultural 

construction; that is the term `childhood' should be seen as an analytical category 

akin to gender and class rather than a `natural' or fixed entity always associated with 

a specific set of experiences (James et al 1998). Therefore any examination of 

children's experiences of particular social worlds such as illness should seek to make 

explicit the specific ideas about childhood used by participants in that social world. 

Secondly, children are seen as active contributors to the social world rather than 

passive recipients of adult socialisation (Christensen 2000). This challenges the idea 

that child development is an inevitable step by step progression to adulthood within 
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which the role of a particular child is only to develop with their growing biological 

body. Green's (1997) work on children's ability to negotiate and determine risk in 

relation to accidents is an empirical study that supports this theoretical premise. 

The focus on children's own accounts in this study will provide more complete data 

recognising that children make sense of their experiences in distinct ways (James 

1993; Toren 1999; Christensen 1999a). These accounts are approached not in 

isolation as adult illness biographies have been in the medical sociology literature, 

but rather as an integral part of children's everyday lives. There is a need to undertake 

a close examination of the day to day experiences of children during treatment, 

including opportunities to examine their interactions with parents and other key social 

actors involved in their care (Christensen 1999b; Lauritzen 1997). 
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Finally, this active role is mediated by children's relatively dependent and controlled 

position within, families, schools and wider society (Mayall 2002). 

"Joanne: We are children. Because children are the 
lowest. Like there's adults and children but the adults are 
over you, on top" (Mayall 2002: 113). 

Children's responses and contributions to the dynamic constitutions of childhood in a 

range of settings are mediated by the specific set of power relations in which they 

find themselves involved with adults. Children's compliance with treatment, through 

attendance at hospital appointments, depends on their adult carers transporting them 

to the health care setting. 

Children's social positions as relatively dependent and controlled potentially impacts 

their responses to cancer treatments and investigations. This issue of dependence has 

not been fully addressed in the cancer specific literature and there are no data to 

indicate how ethnicity may impact on children's emerging identity or sense of self 

during treatment for a life threatening illness. 

In addition this approach moves away from a purely biomedical framing of health 

and illness experience as being located in the individual (Good 1994). It argues for 

the relevance of personal, social and political histories (Lock & Scheper- Hughes 

1987) in framing illness reality. Accounting for this illness experience should further 

recognise the specific interplay of these elements with the structures of paediatric 

oncology services. 

1.3 Research contexts 

The data collection methods of the study, described in the methodology chapter, 

incorporate the historical and social context brought by the researcher as a children's 
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nurse and anthropologist, alongside the micro historical contexts brought by research 

participants played out in the forum of current paediatric oncology practice. It is not 

the aim of this study to attempt to measure and compare the influence of these 

aspects. They are not considered variables to be controlled and monitored as in a 

quantitative research paradigm, rather as an integral part of the research process to be 

examined, analysed and made explicit. 

The study is informed and influenced by my own clinical and academic background. 

As a children's nurse I have assumed that the experience of childhood cancer for 

families related to specific symptoms and the response of the disease to treatment. 

The children's reactions to aspects of treatment such as blood tests or clinical 

observations were also expected to relate in part to the developmental stage and the 

personality of the particular child. This perspective was challenged whilst 

undertaking a master's degree in social anthropology. Reading of the anthropological 

literature suggested that not only were models of child development lacking in cross 

cultural validity but children's responses were likely to be more interactive. That is 

they make sense of their social worlds, in this case the particular world of childhood 

cancer treatment, through their experiences in that world rather than as a direct 

function of their biological immaturity. Working clinically with British Bangladeshi 

families caring for sick children at home and conducting research on mothers 

experiences as care providers (Kelly 1998) illuminated that material resources and 

the structures of care provision constantly interacted with families ideas of childhood 

and illness. 

The 2001 census enumerated 283,063 Bangladeshis living in the United Kingdom, 

representing 0.5% of the total population ( www. statistics. gov. uk). This smallest of 
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the minority ethnic groups from the Indian Sub continent are mainly settled in 

English urban areas, most notably London, Oldham, Birmingham, Luton and 

Bradford (Garbin-Cronem 2005). The largest Bangladeshi population in the United 

Kingdom is in East London where this study was conducted2. Here as elsewhere they 

comprise a young population repeatedly characterised by the prevalence and 

persistence of socio economic problems (Social Exclusion Unit 2004), poor 

educational achievement (Gillborn 2000) and more recently by their religious 

practice (Abbas 2005). 

This study was conducted at a time when British Muslims were experiencing 

challenges to their status as legitimate British citizens. Post September 11`h, during 

the war with Iraq and the `war on terror' they expressed fear about their safety and in 

particular the implications for their children's future. Media stories of a Muslim girl 

winning the right to wear Islamic dress to school through the courts were discussed 

alongside the detaining of Islamic terror suspects without trial, in family homes with 

anxiety, anger and fear. 

These fears intensified after the London bombings of July 7th 2005 and the high 

profile pursuit of `Islamic terrorists' amongst London Muslim communities. The data 

collected during this study and the fact that a non-Muslim woman is collecting it 

In Tower Hamlets the 2001 census calculated 33% of the population as being Bangladeshi 
(Office of National Statistics: Neighbourhood statistics online 2007). The age profile shows one 
quarter of the population as under twenty and between the ages of 0-19; higher proportions of 
Bangladeshis than any other group (Tower Hamlets Public Health Report 2005). Eade (1997) 
illustrates one of the implications of these demographics through noting that over half of the 
areas school population is Bangladeshi. 
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should be considered with the above context in mind. 

1.4 The structure of the thesis 

A selective review of the literature on childhood cancer will be presented, indicating 

an over-reliance on particular methodologies and a focus on physiological and 

psychological aspects. Few researchers have integrated the more recent empirical and 

theoretical insights from the social sciences, limiting the understanding of the 

interplay between a chronic and life threatening diagnosis such as childhood cancer 

and the way in which childhood is conceptualised in contemporary settings. 

In the methodology chapter the design will be justified and challenges identified 

within the literature of data collection with children and minority ethnic groups will 

be re-examined using the experiences of this study. In addition the research 

relationships developed during the study are critically examined for their potential to 

inform the debate on participant involvement in contemporary social research. 

The majority of the thesis is contained within the findings chapters where the context 

of the research field is described in detail to provide the reader with a sense of the 

environment within which children lived and cancer care was conducted. 

The findings chapters are divided into three sections, cancer childhoods, cancer 

treatment work and finally culture: language and power. The childhoods of this 

group of children were conceptualised as compromised, transformed and requiring 

restoration. I will suggest that this conceptualisation provides a more complex 

account than the emphasis on normalisation frequently presented to interpret 

responses to chronic and serious illness. 

Parental protectors carried out the treatment work of children's cancer care from a 
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position of considerable isolation that was compounded by the organisation of 

services. Children's work also received limited recognition being valued largely for 

the contribution it made to the real work of adults. Tensions were identified between 

the active constructions that each group of social actors brought to their cancer care 

work. 

The final finding section illustrates the interrelationship between ethnicity, language 

and power for this group of children, resulting in a situation of powerlessness and 

uncertainty for children, parents and the professionals providing care. 

I conclude that the differential constitution and management of British Bangladeshi 

children's vulnerability in childhood cancer placed them in a position of liminality, 

framing them both as vulnerable and transgressive. 

Illuminating the process of cancer treatment that comprised the daily lives of British 

Bangladeshi children and their families has provided a rich data source that offers 

potential for theoretical interpretation and service organisation. 

24 



Chapter 2- Literature Review 

The purpose of this literature review is to clarify the relationship between this study 

on the social processes involved in being a British Bangladeshi child with cancer and 

previous published work. The review is selective with a focus on literature that 

relates to the key themes of the research. Firstly the notion of childhood as a social 

subject will be explored to outline the theoretical underpinnings of the study. 

Literature in relation to Bangladesh will be examined to provide an overview of how 

children and childhood are described and the applicability of this literature to British 

experiences, where children live in a context of minority ethnic status. A brief 

examination of illness in childhood in general will be presented to contextualise the 

limited literature on illness experiences of Bangladeshi children. 

Literature on childhood cancer that explores the broader consequences of the 

diagnosis and treatment for children and their families will be critiqued for its 

reliance on a particular psychological perspective that implies associated pathology 

as the focus for inquiry. 

The review will demonstrate that there is little specific published material on the 

contemporary social experiences of children with cancer, particularly those with a 

minority ethnic background. I will argue that the lack of research in this field relates 

in part to a tradition that assumes dependence and passivity for all children and 

particularly for those who are ill. The effect of this is a failure to examine the nature 

of children's agency and how this is mediated by their dependent positions in 

contemporary society including health care settings. 
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2.1 Childhood as a social subject 

The conceptualisation of childhood as a point in the life course, when people engage 

in particular activities, is supported as a distinct period of human development in 

Western industrial nations through child development theory, government policy and 

the media (Prout 2005). Contemporary Western childhoods can be characterised as 

distinct from adulthood and adult concerns, a period of minimal responsibility, 

school attendance and dependence (Jenks 1996). Implicit within this ̀ time' bounded 

nature of childhood, is the recognition of children as a distinct social group. They are 

characterised as having separateness from adults in terms of the spaces they are 

expected to occupy and the activities appropriate to their status such as attending 

school rather than working (Edwards 2002). 

This study includes two settings, which structurally acknowledge childhood as a 

social group: school and a paediatric oncology unit. In other settings such as adult 

hospital areas and on public transport during school hours, their presence is 

questioned, (sometimes with hostility or exaggerated fascination). The latter 

observations provide support for the idea that children belong in a separate and 

specific time and space (Qvortrup 2005). In the home setting children in Mayall's 

(2002) London based study recognised differential opportunities for negotiating their 

home lives. Participation in family life was part of creating a social position for 

themselves within an adult framed power structure. 

The state of childhood, since it indicates immaturity and incompleteness, lacks value 

in its own right, but retains importance for the influence it has on the developing 

adult, the real purpose of childhood. Childhood is therefore constituted as a stage 

before adulthood, or `real' personhood, rather than children being seen as members 
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of a social group with particular needs (Christensen and Prout 2005). 

The premise that childhood is historically constructed, rather than a natural timeless 

phenomenon was introduced by Aries (1962). Citing the absence of written material 

on child rearing and the relatively few depictions of children in medieval art, Aries 

argues that in European medieval society there was a lack of awareness of childhood 

as distinct. Whilst acknowledging the physical dependence of young children on 

their parents for survival, a child was seen as part of adult society and enmeshed in 

this world. Critiques of Aries have suggested that the evidence to support his claim is 

weak, paying insufficient attention to the social and political context in which artistic 

representations are produced (Archard 1993; Gittings 1998). 

Other medieval historians have argued that children's involvement in adult life 

cannot be cited as evidence of the absence of a concept of childhood (Shahar 1990). 

Documentary evidence states that close proximity in terms of living conditions meant 

that although children were not `sheltered' from adult activity, childhood was 

conceived as a distinctive stage of human development. For Qvortrup (2005) the 

value of Aries' work lies in its highlighting the historic shift in childhood from the 

public sphere to the private sphere of family. 

A central problem for Aries and others wishing to examine comparatively how 

childhood is conceptualised is the difficulty of sharing definitions either across 

history or cultures. 

Gittings (1998) suggests that it is possible to surmount this problem by drawing a 

distinction between childhood and child. Child could be defined as a "biologically 

embodied being" (Gittings 1998 p 21), a non-adult with a measure of dependency, 

whereas 'childhood' is a social and cultural concept, an idea as well as a category. For 
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Gittings, a culture may have a concept and word for child, but not necessarily have a 

concept of childhood which suggests a separate and different other group. This view 

suggests, that children, at some stage are biological rather than social. Ingold (1990) 

rejects this notion arguing rather that: 

"Every human infant comes into the world already situated 
within a field of social relations" Ingold (1990: 221). 

Implicit within Gittings' (1998) argument is that the embodied child is a universal 

fact. Whilst not disputing the universal existence of `children', ethnographic work 

demonstrates that they may be conceived and represented in different ways (Bissell 

2003; Briggs 1970; Briggs 1998; Howard & Millard 1997; Morton 1996; Scherper 

Hughes 1992; Toren 1999) This evidence would indicate that even the notion of 

child as well as childhood is seen to vary across historical time and cultures, 

indicating that an application of a universal model of childhood (James et al 1998) is 

inadequate for studying childhood cancer. 

2.2 Bangladeshi childhoods 

Ethnographic studies of village or urban life in Bangladesh seldom have children as a 

major feature. Studies of women's experiences have marriage and sex roles as a 

dominant theme and focus on the status children bring to women's lives (Gardner 

1995; Hartman & Boyce 1998; Kotalova 1993; White 1992). Blanchets (1996) study 

of the application of the United Nations Convention on Childhood is a notable 

exception to this. 

In attempting to examine Shishu adhikar (Rights of the child) within the context of 

Bangladeshi society, she articulates the way in which chronological age for the term 

child shishu has very different meanings to those laid down in the United Nations 
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Convention (1989) where a child is taken to mean anyone from birth to eighteen. 

Shishu means something quite different, someone who needs milk, evoking the 

image of small children possibly in the age band birth to five years. This is not a 

static phenomenon, varying according to life circumstances. For example it may be 

shortened by responsibilities such as for younger siblings, or it can be extended up to 

the age of twelve for middle class children. For older children Bangla speakers 

would not use the term Shishu. This term indicates not a knowing and responsible 

person, but an innocent and protected dependant. She also draws attention to the lack 

of homogeneity in childhood experience of children from differing economic 

backgrounds. 

Aziz and Maloney (1981) also identify two stages Sisukal: (babyhood and early 

childhood) and Balyakal (school age). Although these authors assign age spans to 

these categories it is clear from their detailed descriptions that there is considerable 

flexibility. In attempting to relate their data to other South Asian perspectives and 

child development constructs from within Western psychology and psychiatry these 

authors have missed an opportunity to consider local explanations of how 

perceptions of child development come to be held. 

Bose (2000) suggests that although puberty is recognised as a distinct stage in the life 

course in Bangladesh and an important developmental stage towards sexual maturity, 

it lacks the emphasis on separateness and autonomy prevalent in Western constructs. 

Notions of age and dependency cannot be assumed to be equivalent to categories 

based on theoretical constructs from other cultures (Bose 2000). Childhood in terms 

of an age span is not conceptualised in the same way as it is in the West. Although 

life stages and age relationships are recognised; years of age are not counted with 
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precision. Furthermore they may be manipulated when required for example a girl's 

age for marriage, or raising the age of the child to comply with work regulations. 

Bissell's (2003) study of former garment workers caught up in the globalisation of 

childhood rights following the UN Convention (1989), provides some data on how 

children saw themselves and their childhoods in Bangladesh. In this ethnographic 

study 225 children participated in interviews and focus groups over a six-month 

period of fieldwork. Data collection took place in Dhaka with children aged 9-14 

years, the majority of whom were girls. Children explained themselves as big or 

small in relation to the contribution they felt they made to the family economy and 

the responsibilities taken for others, their participation in decision-making and the 

reactions of adults to them. 

`Small' children saw themselves as making only a limited contribution to their 

family incomes and had no say in decisions made about how the money they brought 

in (from work or school attendance compensation) was used. ̀ Big' children in 

contrast saw the contribution they made as significant, 

"if I could help my family more I'd feel even bigger.... he 
listens to me (father) he makes me feel so big" (Bissell 
2003: 62). 

These ways of constituting themselves were situational: `middle', was for children 

who stayed alone whilst their mothers left the village they became ̀ big' as a result 

but they returned to `small' when their mother came back and took over things again. 

These categories did not relate to physical size, age or birth spacing, rather the social 

situations that children found themselves interacting within at the time of the 

interviews. 

The relevance of this data for Bangladeshi children born in Britain is less clear. Since 
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schooling has long been compulsory in Britain few families will have experienced 

either the loss of income or help in the home that is described by the children in the 

study above. British Bangladeshi children's work contributions to family life through 

translation and family work have been explored (Mayall 2001 a: Green et al 2005). 

Hillier and Rahman's (1996) study of Bangladeshi parents in East London indicated 

that mothers' expectations of their children's responsibilities retained and adapted 

the approaches outlined by Bissell. The caring responsibilities for younger children 

reveal both a flexible approach to age differentiation and the importance of relational 

behaviours within families and households. 

Bose (2000) drawing on her experiences of working as a child psychiatrist, suggests 

that the practice of early socialisation into perceived adult roles of responsibility for 

young people has led to concerns about denial of children's rights, particularly for 

girls. 

These potential tensions with Western conceptions of childhood (and personhood) as 

interpreted by healthcare professionals in particular are also highlighted in Gantley's 

(1994) study of infanthood in Bangladeshis living in Cardiff. She describes 

Bangladeshi households and children's home lives as organised in relation to 

particular constructs of kinship, space and time. Of particular note is the concern that 

infants should not be alone, so that the idea of being put to sleep in a quiet separate 

room as advocated by health visitors was shocking. 

"It is not safe and he is happy as long as we can see him" 
(Gantley 1994: 218) 

The importance of family support to Bangladeshi children is illustrated by 

participatory research undertaken with children and young people living on the 
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streets in Dhaka (Khan 1997). Lack of adult relatives prevented children making any 

representations in relation to work injustices or sexual abuse and for young women 

the absence of family made it difficult for them to marry and consequently 

marginalised them further. 

Bose (2000) illustrates the Bangladeshi construct of personhood as one of 

interrelatedness with significant others through the kinship relationship of BoroBhai 

(eldest brother). Children from a young age recognise this specific relationship and 

the roles and responsibilities that go with it. A BoroBhai feels love and responsibility 

for someone younger and has an expectation that his authority will be respected. 

Thus childhoods are both gendered and hierarchal in nature with an emphasis on the 

primacy of kin (affinal, blood, geographically close and distant) and mutual 

interdependence. Conceptions of childhood in British Bangladeshi communities also 

appear to be embedded within close and complex networks of kin, suggesting the 

importance of including family networks in any explorations of children's everyday 

lives during cancer treatment. 

2.2.1 Migration childhoods 

The experiences of Bangladeshi adults as migrants from rural Sylhet3 to urban 

Britain are well chronicled (Adams 1987; Choudhury 1993; Gardner 1995; Gardner 

2002) with the chronological sequence of Bangladeshi migration to Britain examined 

The state of Bangladesh was established in 1971 after East Pakistan separated from West 
Pakistan. The history of migration from the mainly rural Sylhet district predates this. 
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through the categories of gender and dependence. Although male migration from 

Sylhet to Britain has been documented from the 1800s (Choudhury 1993), with 

significant increases between 1960 and 1970, wives, females and children remained 

in Bangladesh until the late 1970s (Gardner 1995: chapter 2). The migratory patterns 

of the late twentieth and early twenty first century have not remained static. Changes 

in migration law and the decreasing opportunities for manufacturing employment in 

Britain interact with an unstable economic and political structure in Bangladesh 

alongside complex kinship obligations and concerns about the appropriateness of 

forming alliances through marriage with young people fully exposed to Western 

traditions. Khanum (2001) outlines the effects on households in a study of 

Bangladeshi women in Manchester, where migration resulted in complex household 

formations structured by racism and low incomes for the majority. Gantley (1994) 

reveals a lack of homogeneity, with the Bangladeshi women in her study outlining a 

range of categories of identity expression in relation to ethnicity which included 

tensions between rural and urban heritages, Sylheti and Bengali speakers and the 

differences between the British educated women and those recently arrived as 

marriage partners. 

The shifting demography of the British Bangladeshi population clearly also has 

implications for childhood experiences Garbin-Cronem (2005) estimates that half of 

the Tower Hamlets Bangladeshi population are ̀ born and bred' in the area but makes 

no distinction between adults and children. 

Although children's migration histories are seldom acknowledged their status as 

children of migratory parents has been extensively examined in relation to their socio 

economic status, educational achievements and identities within British culture, 
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usually with reference to a comparative approach with the general population and 

other minority ethnic groups. 

Platt (2007) in a comprehensive literature review on poverty and ethnicity reported 

that Bangladeshis were the poorest group in Britain, with rates two thirds higher than 

all other groups. These differentials held for the sub-population of children, 74% of 

whom were found to be living in poverty after accounting for housing costs. Platt 

highlights the importance of considering Bangladeshi children as separate from other 

South Asian groups including Pakistanis with whom they are traditionally 

amalgamated, to enable an examination of within group differences not captured by 

current data. Platt's analysis also reveals that children were poorer than adults in the 

same minority ethnic group and argues that this and some evidence of within-group 

diversity challenge explanations of inequalities based around ethnicity and religious 

affiliation alone. Rather she argues that there is a persistent ethnic penalty for British 

born Bangladeshis compared to their first generation migrant parents which 

mitigated against educational achievement in the employment market. 

A number of studies of educational performance have challenged the implications 

that ethnicity and education have a straightforward relationship (Bahatti 1999: Haque 

1999: Walters 2003). Haque's (1999) review of statistical evidence of secondary 

school performance of Bangladeshi pupils in relation to other minority ethnic groups 

suggests that quite small differences in migration histories and poverty may create 

differences in educational achievement. 

Although girls achieved better results than boys staff persisted in their concerns that 

parents valued their education less and burdened them with domestic responsibilities. 

Teachers cited early marriage of girls (not mentioned by parents) and frequent 

34 



absences (not substantiated by examples) as contributing to non attainment. 

Walters concludes that social class and length of schooling of parents and children 

should be accounted for in analysis to avoid the Bangladeshi influence being 

mistakenly overplayed. She also suggests that teachers convictions about parents' 

limited ability to help their children, was a reflection of a school system that 

disempowered parents from involvement. 

In a critique of the perspective of ethnic minority children as "between two cultures" 

Gardner & Shukur (1994) illustrate how young British Bangladeshis living in East 

London have constructed new and varied lifestyles of their own. A return to rural 

Sylhet is not necessarily a primary goal, rather changing work aspirations for girls in 

particular, shape future concerns (Gavron 1997). This is argued to represent a 

dynamic change rather than a weakening of cultural values. 

This does not imply that the migration experiences of their parents or grandparents 

are irrelevant. As informants in Gahaill and Haywood's (2005) study of young 

Bangladeshi's experiences of transition to adulthood show, migration from 

Bangladesh was amongst a number of transitions made and ongoing for young 

people and their families. These young people offered a sophisticated analysis of 

their situation, identifying positively and critically with Bangladeshi culture as 

represented by their parents. They described empathically their parents' demands on 

them, suggesting that school staff in particular lacked sufficient understanding of 

their additional responsibilities for religious practice and supporting parents in every 

day encounters with British officialdom. 

Relationships with school staff were further structured by religion and class, 

providing further evidence of the layered nature of the young people's experiences 
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and the meanings they attributed to them. 

"Yeah some of the teachers have the simple stereotype, if 
you're a Muslim woman, you are oppressed, wearing the 
veil and all that and, of course you won't go to university. 
But you notice other things as well. Like teachers always 
prefer posh girls Asian or white...... they divide us up into 
the traditional ones and the more Western ones, like them. 
And I think they give support to the ones they think of as 
more Western ". (Gahaill and Haywood 2005: 17) 

Younger Muslim children in Mayall's (2001a) study highlighted the centrality of 

religious learning as part of their daily lives, this participation took place as part of 

their project of self formation and included a recognition that `free' time for children 

was a desirable but limited commodity. Smith (2005) indicates that for Muslim 

children in East London and Northern England in addition to social observance 

religious identity was an important context in their perspectives on believing and 

belonging. 

This political and economic context forms an integral part of how Bangladeshis 

dynamically construct their identities (Baumann 1996: 81: Gardner and Shukur 

1994). Gardner (1995) emphasises that any study of migrants needs to account for 

the individual and structural impact. Rather than consider these as separate forces I 

suggest that the literature illustrates that children are continually experiencing and 

influencing the social forces of racism, religious identity, child rearing practices and 

economic hardship in their daily lives. 

2.3 Illness in childhood 

There is a strong tradition in the study of ill health in childhood for data to relate 

primarily to the meanings that parents (usually mothers) attribute to ill health in 

childhood and their management strategies. 
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Cunningham-Burley & McClean (1991) investigated the cultural context of 

children's illness through a series of unstructured interviews and health diaries 

completed by fifty mothers living in a new town in Scotland. They argue that health 

and illness are embedded in everyday life. Mothers were aware of their skills in 

recognising changes in their children as a potential precursor to illness. In this study 

a notion of normality underpinned the mother's assessment in relation to an 

individual child and culturally approved knowledge. Health and illness were shown 

to be morally laden categories that related to maternal competence in maintaining a 

culturally appropriate experience of childhood for their child. Concerns such as a 

child not eating or sleeping caused particular anxiety whereas ̀ childhood illnesses' 

were regarded as normal and non-threatening to health. 

Kai (1996) in a study of parental concerns when their children are acutely ill 

suggested that parental monitoring and management of fever symptoms were an 

attempt to maintain control of a situation which had the potential to move beyond 

their control and bring the threat of harm nearer. 

These studies set childhood illness within the context of parental responsibility for 

protecting the child from harm. Although increasing understanding of childhood 

illness conceptualisations from an adult perspective, they are weakened by the 

absence of data from children or consideration of the active role played by children. 

Lauritzen (1997) illustrates that culturally appropriate ways of reading children's 

bodies in illness and health are learnt interactively. In ethnographic interviews with 

mothers of young babies in Britain and Sweden she illustrated how their `readings' of 

their babies' bodies, appearance and reactions were central to their health assessments. 

These assessments take place crucially within the dynamics of the close relationship 
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between mother and baby. Lauritzen describes this as a "spiral" process, where 

mothers account for their babies' health and take responsibility for their wellbeing in 

spite of uncertainties. The mothers' accounts were intertwined with their presentations 

of themselves as "worthy" parents. 

Studies of ill health in childhood that consider clinical consultations have largely 

focused on the interactions between adults (parents and professionals), either in the 

outpatient clinic setting or in the inpatient ward where parents are uneasy co-workers 

alongside health care professionals (Callery 1995). Derbyshire illustrated how 

parents who were resident with their child in hospital were acutely aware of their 

parenting being under staff scrutiny. 

"The ward was a public area, with what parents believed 
to be a pervasive set of moral assumptions, namely a 
professional ethic of correct child care practices" 
(Darbyshire 1992: 98-99) 

The work of Strong (1979), Baruch (1981) and Silverman (1981) in studying 

interactions in outpatient clinics revealed how professionals and parents evoked 

moral agency to legitimise their sometimes competing agendas. White (2002) has 

suggested that there is an increasing tendency for "morally good parenting" to be 

more centre staged in paediatric clinical reasoning. 

How children themselves conceptualise illness and their own responses to it has 

received less attention in the literature. Studies of children's explanatory models of 

illness are located within the psychological literature, where they are classified as a 

developmentally immature approach to illness conceptualisation, moving toward 

adult (biomedical) explanatory models through successive, usually Piagetian, stages 

of cognitive development (Eiser 1989). Hogan (2005) argues that the focus on age 

related competency or deficits rather than a child's subjective experience although 
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critiqued within developmental psychology has yet to be reflected in empirical work. 

Collaboration between nursing and psychology researchers offers the potential to 

take this forward (Carter et al 2002). 

There are a number of studies of children's illness experience from a 

phenomenological perspective (Miller 2001; Mulderji 1996; Noyes 2000 and Wise 

2002). Whilst providing insights into the lived experience of children with diabetes, 

physical disability, dependence on technology and liver transplantation, they 

demonstrate little on the dynamics of experience between children and other social 

actors, such as parents, siblings and health care professionals. Carter (2002) 

demonstrates the importance of eliciting children's views (in addition to their 

parents) in developing more appropriate understandings of medical encounters for 

children experiencing chronic pain. 

Christensen (2000), drawing on data from an ethnographic study of Danish school 

children aged six to thirteen years, illustrates how illness for these children was an 

embodied experience not distinct from their person. Their concerns were not damage 

to their body as a result of minor illness or accident, as it was for adults, but rather 

how this interrupted their body in its interaction with the social and material world. 

Christensen suggests that parents, on the other hand, made distinctions between the 

interior and exterior body. In managing fever they attended to the exterior body, 

through tepid sponging and paracetamol administration, with the explicit aim of 

controlling the inner body. The child's ill body was represented as requiring rest and 

adult supervision for recovery. Children experienced this restriction of activity as 

increased control over their social worlds. 

In a previous analysis of this data Christensen (1999a) proposes that children learn 
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about everyday illness through interpreting their own subjective experiences and the 

cultural models practised by adults. Younger children were hesitant to mark out 

illness as significant; they incorporated it into the flow of their everyday lives. In 

their descriptions social positions, and who cared for them were more important than 

bodily sensations. The adult centering of illness on the body had to be learnt. Older 

children paid more attention to their experiential symptoms of body and mind and 

also regarded illness as a social event. This work, as well as demonstrating children's 

active role in the social world and the material differences in their perspectives to 

those of adults, suggests the value of examining how children learn a cultural model 

for a particular illness such as childhood cancer. 

Alongside the way in which children influence and are influenced by their social 

circumstances in illness it is also important to be able to determine how children's 

dependency on adults for the validation of their illness experience is played out in 

day to day interactions with parents and others responsible for children's care. 

Prout's (1986) ethnographic study of school absences, details the process by which 

children were or were not able to have illness episodes legitimised. Prout observed 

that the majority of children were unsuccessful in their bids for illness legitimation, 

defined as being sent outside the class to the school secretary and then home. 

"The children put it on a lot, but it's got better since I 
brought the thermometer. I make them sit with it for five 
minutes, if its high OK they can go home, otherwise they 
are not so keen to come to me" (Prout 1986: 126). 

This objectification of symptoms was particularly needed with girls, who were 

labelled as "wet"; boys' reports of illness were felt to be more reliable. Although 

boys were more successful in being sent to the secretary and then home, histories of 

the children could mitigate against these gender stereotypes. 
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Prout's work illustrates both the dependence of children on adults to verify their 

illness reports and that adults adopted specific criteria. For children diagnosed with a 

chronic health problem, validation may be a substantially different process and result 

from an adaptation to a different `norm' of childhood framed within a particular 

disease model. 

Alderson (1993) conducted a study of 120 children receiving care for orthopaedic 

problems in four different hospital locations. Using in depth qualitative interviews 

with parents and children she explored the role of children in participating in the 

process of consent for surgery. She suggests that the context of decision-making was 

as important as the age of the child in determining the level of involvement they 

desired in the consent process. In later research focusing on young children with 

diabetes Alderson et al (2006) argue that children's knowledge of a complex disease 

and its management indicates their potential as partners in medical care. Their work 

suggests further research is required on how the competencies of children with 

chronic conditions are responded to by parents and professionals. 

Davis et al's (2000) study of the lives of children with disability in a school setting 

provides further justification for making explicit the models or underlying 

assumptions (in this case notions of disability and normality) used by adult and child 

informants in their day to day interactions. A chronic and life threatening illness such 

as childhood cancer requires understanding in terms of the implicit and explicit 

understandings of `childhood' and `cancer' used by key social actors (children, 

families and health care professionals) in the everyday processes involved in giving 

and receiving treatment. 

23.1 Illness in Bangladeshi children 
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Studies of ill health amongst children in Bangladesh are often focused on the uptake 

of biomedical health services as opposed to using traditional and religious modes of 

healing (Chowdhury et al 2007; Rashid et al 2001). These studies, carried out in the 

context of high infant and child mortality with very scarce and often prohibitively 

costly health resources focus on the health beliefs of mothers in assessing and 

managing children when ill. I suggest that a simple causal relationship between 

illness meaning and illness management may not be entirely accurate. Some studies 

of illness meaning and management in Bangladesh highlight the heightened 

vulnerability of young children and women during particular periods, (neonatal: 

Winch et al 2005; childbirth: Leppard 1997). For women this implied in addition a 

lack of understanding, preventing their participation in decisions. Data obtained from 

a study of Bangladeshi women's experiences of caring for sick children at home 

(Kelly 1998) provides some support for the extension of this idea to illness states in 

children. One informant in this small ethnographic study articulated how illness had 

affected her child's behaviour. When she was first ill with leukaemia her mother 

described how difficult it was because she didn't understand. The child's lack of 

understanding did not relate to her developmental stage but the effect of the illness: 

"She just didn't understand, she stopped listening. Illness 
stopped her listening ". 

Thus understanding was not linked to age or developmental status as argued for in 

child development theory but could be developed through experience or a specific 

state of the person, during serious illness or pregnancy. 

The syncretic nature of explanations of illness and misfortune as articulated by South 

Asians, is described by a number of authors (Arhihenbuwa 1995; Helman 2000) and 

includes, religion, magic, herbal remedies, Ayurvedic and biomedical systems. Eade 
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(1997) and Gardner (1995: 249) describe the way in which people use sometimes 

conflicting and competing models within a complex and changing experience of 

social relations. In Bangladesh, Gardner's work suggests in relation to exorcism that 

local methods of healing defined as herbal and Ayurvedic medicine are increasingly 

undermined and replaced by biomedicine and Islamic healing. In Britain Rozario 

(2005) indicates the potential for closer examination of the role of Islam in 

understanding responses to genetic disease and counselling. 

Eade's review of beliefs and practices among Bangladeshis in Tower Hamlets 

indicates that although `experts' will often demarcate the differences between, 

medical, Islamic and folk models `ordinary people', operate with less rigid 

boundaries. Dein (2006) has also demonstrated the frequent evocation of spirits 

particularly Jinns in the explanations of misfortune including ill health offered by 

British Bangladeshis in East London and the frequent use of traditional healers. Each 

of these authors firmly locates the response to illness within a particular set of social 

relations and makes explicit the power relations of the context. 

Greenhalgh et al (2005) suggest the benefits of an approach that focuses on shared 

values and meaning systems, in their study of Bangladeshi adults with diabetes. In an 

innovative action research project they demonstrated subtle but significant 

differences in the patient groups' approaches to blood glucose readings. Rather than 

as expected and advocated by health care professionals comparing readings with 

their own previous readings, they compared them with those of other patients also 

attending the group. 

This approach prompted effective discussions around diabetes management amongst 

participants. This sharing of cross patient information is however a fundamental 
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challenge to the confidentiality constraints of biomedical practice, suggesting that a 

research approach that only considers health beliefs in investigating illness 

experiences may not offer the fullest explanation for the individual behaviour choices 

of a cultural group. 

Following from Gardner's (2002) work on illness narratives with elderly 

Bangladeshi men and women, it is suggested that the responses to illness in different 

generations are likely to be specific. Although difficulties in both accessing services 

and benefiting from them to the same extent as majority population groups has been 

documented for South Asian, including Bangladeshi adult patients (Culley et al 

2004, Infertility; Khanum 1994, Women's Health; Lodge 2001, Cancer; Rhodes et al 

2003, Diabetes; Shajahan 2006, Cardiology) there is more limited research on the 

health of South Asian and British Bangladeshi children. 

Nazroo et al (2001) report a relatively lower burden of ill health amongst children 

and young people from Bangladeshi communities than in the general population 

(Appendix 3). Further analysis of this data (Cooper et al 1998; Saxena et al 2002) 

suggests that although there was evidence of equity in access to primary care 

services, Bangladeshi children and those from other ethnic minority groups had 

lower usage of secondary outpatient and in-patient services. 

More detailed research on the experience of British Bangladeshi children and their 

families in relation to ill health and health care have focused on disability (Atkin et al 

2002; Bywaters et al 2003; Fazil et al 2002; Fazil et al 2004) and psychiatry (Bose 

1997; Stansfield et al 2004). These studies reveal a complex and dynamic relationship 

between ill health and minority ethnic children, with evidence that institutional 

racism added to the burdens of ill children and their care givers. Inadequacy of 
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language support services and undermining of ethnic and religious differences were 

stronger barriers to service uptake than families holding differential explanations and 

attitudes towards these examples of ill health. 

The Bangladeshi young people in Ghaill and Haywood's (2005) study had more 

experience of ill health and bereavement in their families than other young people in 

Newcastle. In addition to the frequent talk about family illness were the 

responsibilities of care provision for relatives. In relation to their own health they 

identified the significance of depression and set this and other health problems in the 

context of community and broader social practices. 

In relation to childhood cancer there is very limited British data on children from 

minority ethnic groups in general (Dixon Woods et a! 2005). Epidemiological data is 

undermined both by the rarity of childhood cancer, (which reduces the meaning of 

comparative quantitative data when key variables such as age, sex, geographical 

location, tumour type and ethnicity are introduced) and the incomplete and 

differential definitions of ethnicity in health care practice. 

Two studies of children's cancer registries (Cummings et al 2001; Powell et al 1994) 

calculated an overall higher incidence rate in South Asian children for cancer 

compared with children from all other ethnic groups. This is in contrast to lower 

overall cancer incidence for South Asian adults (Bhopal & Rankin 1996). Although 

there is a high level of confidence in the completeness of data from the childhood 

cancer registries, these studies do not make explicit the methods of data collection 

for ethnicity. Muir et al (1992) and Stiller et al (1991) reflect the problems in the 

categorisation of children from South Asia as a single ethnic group given the wide 

range of socio-economic, cultural and religious backgrounds represented. 
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Stiller et al (2000) reported that South Asian children have comparable rates for 

leukaemia with children from other ethnic groups with higher incidence of 

lymphoma. In the same study although no statistically significant difference in 

mortality was seen for acute lymphoblastic leukaemia, they calculated that South 

Asian children had a 1.25 mortality rate compared with white children. 

In attempting to account for these differences Cummings et al (2001) suggest that 

children from these ethnic groups are more likely to have moved geographical 

location and are therefore at increased risk though population mixing. In relation to 

differences in survival Stiller et al (2000) suggest differences in drug metabolism, 

susceptibility to infection and compliance with therapy. 

These studies indicate that further investigation is required on incidence within 

minority ethnic groups. An examination of the way in which classification of 

ethnicity is determined and recorded could identify valuable information on the 

process to give additional meaning to data on outcome. Additional focus on the 

context of cancer care experienced by any ethnic minority group could yield insights 

for further exploration of Stiller et al's (2000) suggestions for survival differences. 

The absence of substantive literature on British Bangladeshi children's experiences 

of illness, in particular cancer leads on to an examination of other childhood cancer 

specific literature. 

2.4 The social study of childhood cancer 

Changes in the prognosis of childhood cancer, particularly acute lymphoblastic 

leukaemia, over the last two decades have led to its being described as a chronic life 

threatening illness rather than an acute terminal one (Evans and Kelly 1995). A 
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diagnosis of childhood cancer starts a child and family on an illness trajectory that 

involves complex and long term treatments with uncertain outcome (Parry 2003). 

The social impact of the disease and treatment is acknowledged in terms of the 

impact on family income (Dockerty et al 2003; Eiser and Upton 2007), relationships 

(McGrath 2001), school experience (Noll et al 1999) and overall cancer experience 

(Woodgate and Degner 2003a). 

2.4.1 Approaches to investigating childhood cancer experiences 

The majority of studies are concerned to describe and usually quantify outcomes for 

children and families (Patenaude & Kupst 2005). In investigating outcomes there is a 

restriction on the researchers' ability to capture a detailed understanding of a 

complex phenomenon such as childhood cancer. The use of standardised check lists 

of parental coping (Grootenhuis & Last 1997; Sloper 2000), child self esteem 

(Woodgate & McClement 1997) or quality of life (Varni et al 1998), remove the data 

from the context within which it was produced and are founded on the assumption 

that childhood cancer experiences are likely to deviate from those of other children. 

Woodgate (2000 a& b) suggests that a comparison between children with cancer and 

their `healthy' peers seeks to pathologise the responses made by children to their 

cancer experiences. Studies of social experience indicate that children modified their 

activities such as involvement in sport as a way to ensure normality (Rechner 1990; 

Hasse & Rosland 1994). Approaches that are concerned to understand and describe 

the illness experience as it unfolds for children and their families are more limited 

(Woodgate 2000 b: Woodgate & Degner 2004). 

The theme of `normal' in contrast to `abnormal' is explicit within the methods 

employed to investigate play approaches (Gariepy and Howe 2003) and more 

47 



extensively school experience for children with cancer. Methods are concerned with 

the search for the presence or absence of psychological pathology. Through the use 

of an instrument based on pre-determined questions, researchers are able to identify 

probable pathology for a child, equivalent to clinical psychological evaluation. An 

explicit search for pathology is unable to provide data in relation to the processes that 

may have contributed to this. Similarly the absence of pathology provides no 

indication of the experience that led to its absence. 

Classroom behaviour is reviewed outside the context, with studies focusing on 

outcomes through the use of behavioural checklists developed from a population of 

well children. Although teacher, peer and parent ratings indicated no overall 

significant differences in classroom behaviour for children with cancer compared to 

their healthy peers, Vance & Eiser (2002) are critical of the reliability of 

measurements used, indicating that some measures used with teachers were 

developed for use with children without experience of ill health. 

Noll et al (1993 & 1999) have published a series of studies recruiting informants 

from a number of children's cancer centres in the United States, which employ a 

different methodology to elicit information on social relationships. Children with 

cancer, peers, teachers and parents were asked to cast children in roles within an 

imaginary play. The results of this series of studies showed no differences between 

cases and controls for several of the social relationship dimensions and emotional 

well being. 
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2.4.2 Parental perspectives 

Family reactions to the experience of childhood cancer have been studied extensively 

within the psyco-oncology literature (Earle et al 2006; McGrath 2001; Sloper 2000; 

Varni et al 1994). For parents of children with cancer, studies suggest that it poses a 

particular problem to children's progress and their ability to experience childhood in 

an appropriate or anticipated way. As with other studies of parenting children during 

illness, the majority of work focuses on mothers. 

Young et al (2002) conducted a qualitative study with 20 mothers of children aged 4- 

17 years attending one British oncology centre. The mothers from diverse social and 

economic backgrounds were interviewed once either in their homes or on the 

oncology unit. These narratives provide insightful data on the impact of parenting a 

child with cancer during treatment. The diagnosis of their child's cancer marked a 

profound biographical shift for the mothers themselves, from the mother of a 

`healthy' child to that of a `sick' child. The authors convincingly link this redefining 

of self-identity described by the mothers to the effects of a chronic illness. 

"[A]lthough they are not themselves ill, mothers 
experience many of the consequences of chronic illness, 
including biographical disruption, compromise in role 
function and deterioration in quality of life. " (Young et al 
2002: 1837) 

A key aspect of the biographical shift was the generation of specific obligations 

including maintaining physical proximity to the child, ensuring cooperation with 

treatments, maintaining physical wellbeing (particularly in relation to diet) and 

emotional work. These obligations are also conceptualised as part of the mothers' 

role as guardians of their child's (and also their own) biography which was under 

threat by their cancer diagnosis and treatment. In seeking to protect their children's 
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futures mothers in the study were required to negotiate cultural ideas about cancer 

child development and appropriate parenting. The costs to the mothers were high, 

requiring them to subsume their own needs and those of their other children to 

maintain these obligations and work with their new self-identities. 

The mothers in the study articulated their roles in ensuring children complied with 

the often-unpleasant aspects of treatment. Although their accounts are evocative of 

the difficult decisions made the inclusion of observational data would have further 

illustrated the experience, enabling the reader to examine how their social 

interactions with children and health care professionals, brought into being and 

influenced the conceptualisations of motherhood and childhood in the cancer setting. 

This study is important as it provides contemporary British data on the experiences 

of mothers in their own right, rather than as proxy informants for their children 

(Anderzen-Carlsson et al 2007). It seeks not to pathologise their reactions as 

maladaptive, but to suggest that these were a reflection of how the women 

understood and represented their `parenting in crisis'. In integrating empirical data 

with insights from sociology on motherhood and childhood, they present a 

theoretically informed account of the social experiences of parenting a child with 

cancer. 

2.4.3 School experience 

Vance and Eiser (2002) provide a comprehensive review of the literature on children 

with cancer and schooling. Focusing on the effects of cancer on school attendance, 

classroom behaviour and social relationships, they identified forty-two papers from 

the literature that met their inclusion criteria of being written in English and focusing 

on children aged five to eighteen. Of these papers less than half (nineteen papers) 
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included the children as informants. The majority of the studies identified children 

with cancer having significantly more absences from school than healthy controls 

and children with other chronic conditions (Charlton et al 1991). Although more 

frequent following diagnosis, absences continued at all stages of the illness. 

The lack of direct data from the children on the impact that absence from school had 

on their experiences of subsequent schooling, leaves a significant gap in the 

knowledge base. Methodologies that quantify absence from school in relation to time 

since diagnosis provide no information on the context of school absence. In 

comparison Prout (1988) in studying sickness absence in a primary school, 

demonstrated that the decision not to go to school was a complex process of 

negotiation for mothers with their children. How parents of children with cancer, or 

children themselves might manage this process is not investigated in the literature 

published on school attendance. 

Despite overall reliance on the proxy views of parents, teachers and classroom peers, 

some studies have incorporated the views of children with cancer. In some cases 

there were differences in the concerns of children compared with parents and 

teachers. McCarthy et al (1998) in a study aimed at evaluating a nursing intervention 

program to aid school re-entry, highlighted the problems associated with using parent 

or teacher evaluations as proxies for children with cancer. Mothers were concerned 

about children being teased rather than with their academic progress. Teachers' 

concerns related to the adjustment of both children with cancer and their peers to 

school re-entry. In contrast the concerns of the children with cancer were related to 

their academic performance and keeping up with their peers. Although reporting 

from a small sample of ten children, this study is significant for the equal weight it 
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gives to the views of the children. Other studies that include children with cancer as 

part of their sample only collect data from them in relation to attendance. When data 

is collected in relation to behaviour and social relationship parents, teachers and peer 

reviews are often taken as having greater validity. Vannatta et al's (1998) study of 

children surviving bone marrow transplants comparing peer, survivor and teacher 

reports argues that survivors are likely to underplay any difficulties in social 

relationships as a result of their isolation. The perceived lack of reliability of children 

as informants appears to relate in particular to children with cancer or in this case 

survivors of cancer. Peer ratings were acknowledged as more accurate in identifying 

social withdrawal than those of teachers, suggesting that unreliability relates to 

cancer rather than childhood. This suggests that there may be a specific construction 

of childhood and children's competence associated with this disease. 

There is an implied consensus that school attendance is positive for children in the 

clinical and psychological literature on childhood cancer (Prevatt et al 2000; Vance 

& Eiser 2002) and that is a significant factor in mitigating against potential adverse 

psychological effects (Charlton et al 1991). The value placed on school attendance 

and success is further indicated by guidelines drawn up by national and international 

childhood cancer organisations and the development of programs to aid school 

reintegration following a diagnosis of childhood cancer (Cleave & Charlton 1997; 

Tadmor & Weyl Ben Arush 2004). 

This assumption of the potential positive nature of school experience appears in part 

to be related to the perception of children as adults in the making. School 

achievements suggest the potential of functioning in the adult world through 

academic achievements and the ability to relate socially with peers (Evans & 
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Radford 1995). The increases in survival rates for childhood cancer are cited as 

further reasons to ensure the school experience for children with cancer (Mackie et al 

2000). 

School return is implicitly favoured over time at home with family members. Whilst 

school attendance is seen as a marker of return to a normal life, it may be 

problematic to assume that normalisation goals will be homogenous for all families 

of children with cancer. As with other illness experiences there may be considerable 

variation (Anderton et al 1989: Rehm & Franck 2000) in what is regarded as normal, 

desirable family life before and following diagnosis of a life threatening illness in 

childhood. 

Although it is possible that children with cancer identify return to school as a 

normalising event, their views on this do not appear to be well documented in the 

literature (McCaffrey 2007). Despite limited empirical data school return is seen as 

symbolizing improved health and an opportunity for children to regain control over 

their lives. Certainly the final claim here could be challenged by data from children 

on their lack of autonomy within school settings (James 1993). 

There are several issues that emerge from this data on school experiences of children 

with cancer, in relation to the lack of consultation and credibility given to the 

accounts of children with cancer. The reluctance to question children themselves 

particularly at the time of treatment could relate to the fact that they are already often 

participating in research studies relating to clinical trials of treatments or 

epidemiological reviews aimed at identifying aetiology. Baien (2004) suggests that 

there is also a concern that interviewing children with cancer could increase their 

distress. Research ethics committees may be reluctant to give permission for further 
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access to a group of children who are seen as having vulnerability both in relation to 

their age but additionally as a result of the life threatening nature of their diagnosis 

(Hill 2005). 

2.5 Children's accounts of childhood cancer 

Children have not always been regarded as the most appropriate informants on their 

own experiences of cancer treatments. In addition where their views are sought it has 

in the main been as survivors (Parry 2003). There is however an increasing tendency 

to include children's own views during their treatment for cancer. These can be in 

addition to parental views on social support during treatment (Mitchell et al 2006), 

hospital care provision (Carney at al 2003) or as child only accounts of health care 

professionals (Horstman and Brading 2002). In the United Kingdom literature cited 

above this represents a welcome shift away from the over reliance on parental and 

other adult perspectives. 

In North America this work has been dominated by the clinical nursing literature as 

reviewed by Woodgate (2000). Published qualitative studies in relation to children's 

experiences with cancer provide some insights into the `lived experiences' of 

children with cancer (Karian et al 1998; Stewart 2003) and avoid the tendency to 

contrast their experiences with healthy peers. 

Major themes to emerge from these studies include children's perceptions of 

themselves as ̀ different but normal' as a result of their diagnosis and treatment 

(Woodgate 2005). These studies can be seen to focus on a range of issues within 

treatment including symptoms and treatment regimes, knowledge and the dynamic 

nature of cancer care termed here ̀ transition'. 
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2.5.1 Symptoms and treatment regimes 

Critically studies of children's own perspectives, although small in number, have 

been able to demonstrate the complexities of distressing events during the illness 

experience. Distress was related to medical procedures (Woodgate & Degner 2003b) 

in addition to specific symptoms such as nausea and vomiting (Hedstrom et a12003) 

and the consequences of treatment such as hair loss (Bearison 1991). Children within 

the larger context of the illness identified symptoms of pain and fatigue as major 

sources of distress (Woodgate 2000b). Children often summarized the whole process 

of cancer as painful, including the isolation from friends and family and the recurring 

fear that treatment would begin again. 

Woodgate et al (2003) have argued that the focus on individual symptoms such as 

fatigue (Hockenbury-Eaton et al 1998; Davies et al 2002) or pain (Collins et al 2000) 

is unhelpful since children in their longitudinal study identified that symptoms were 

experienced as overall feeling states. 

"[I]t's hard to describe (about rating symptoms). It all gets 
to be the same. Like when I told my mom it felt like a six..., 
she said `good'. But it wasn't good 1 did not feel good. " 
(Woodgate et al 2003; 805) 

The advantages of a focus on particular symptoms, can be that it serves to highlight 

previously neglected areas in childhood cancer (Gibson 2000) and can provide a way 

of testing interventions in which children can participate (Collins et al 2002). 

Although Woodgate et al's (2003) work serves to highlight children's dissatisfaction 

with pain scales, they fail to give sufficient recognition to context such as children's 

dependence in clinical settings on adults, in this case for pain relief. Further work is 

required to investigate the processes involved in using interventions to reduce 

symptom distress in clinical practice. 
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Several authors (Woodgate & Degner 2002; Parry 2003) have highlighted the 

uncertain nature of cancer for children and parents, before diagnosis, during 

treatment and beyond. In particular for some this persisted beyond treatment 

completion. 

"It (cancer) is never over with. " (Woodgate & Degner 
2002: 199) 

Stewart (2003) in a study of eleven North American children undergoing treatment 

for a range of cancers showed through interview accounts several areas of 

uncertainty associated with diagnosis and treatment. These included not being able to 

predict treatment schedules or outcomes and not being sure of the meanings of bodily 

symptoms or the responses of others (usually parents) all of which were felt to have a 

negative impact on their life, causing worry and fear. Despite these uncertainties 

children in the study characterised their lives as currently routine and ordinary. The 

passage of time, repeated experiences and their ability to be flexible were argued to 

be instrumental in "getting used to it". Although the data in this study are limited to 

single interviews with a relatively small number of children it does illustrate the 

active part they played in responding to and managing distressing aspects of their 

treatment regimes. 

Sanderson (2004) conducted a phenomenological study with 10 British children aged 

6-10 years about their experiences of having a central venous catheter4. Analysis of 

A surgically inserted tube or reservoir to facilitate intensive intravenous chemotherapy, blood 
products or antibiotics, all of which are used in the majority of childhood cancer regimes. 
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single in-depth interviews conducted in clinical settings revealed several themes 

including, vulnerability, being different, restrictions, information, decisions and 

taken for grantedness. Vulnerability was heightened when things were pushed into 

the line, especially needles accessing ports. Children acknowledged that this was not 

painful but the sensation of pushing heightened their feelings of vulnerability. 

Putting things through the line resulted in other sensations particularly in relation to 

taste. The children highlighted restrictions that included swimming and other sports 

in addition to sleeping and bathing. Some children responded over time by altering 

their behaviours to accommodate the lines, taking baths rather than showers or taking 

up a musical instrument in favour of sporting interests. 

Sanderson (2004) acknowledges that conducting the study in a clinical setting is 

likely to have affected the data obtained. The lack of data from home settings is a 

feature of much of the work in relation to children's views on their symptom and 

treatment experience. Since many children spend considerable periods of time at 

home during treatment and receive some treatments in the home setting (Chesterfield 

2004) this omission deserves consideration. 

2.5.2 Children's cancer knowledge 

The ability of children with cancer to be valuable and unique informants in relation 

to their illness experience has been comprehensively demonstrated by Bluebond- 

Langner's (1978) study. In this ethnographic study data was collected during a nine 

month period of fieldwork comprising participant observation and unstructured 

interviews with eighteen primary informants. At the end of the study none of the 

primary informants was still alive, reflecting the poor prognosis for childhood 

leukaemia at that time (Comaroff & Maguire 1981). The setting for data collection 
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was one North American paediatric oncology service comprising the paediatric 

haematology inpatient ward, to which children were admitted to establish their 

diagnosis, for subsequent treatment, following relapse and other periods of acute ill 

health usually as a result of treatment side effects. Children were also frequent 

attendees at the haematology outpatient clinic and interactions between children, 

parents and staff within the clinic setting provided a rich data source for the study. 

The initial presentation of the data as drama conveys to the reader a vivid picture of 

the experiences of a `typical' child `Jeffrey' identified as the central informant in the 

play progressing from diagnosis through treatment, initial relapse, palliative care and 

death (Bluebond-Langner 1978 : Chp 2). 

This work clearly demonstrated that children with leukaemia were knowledgeable 

informants about their disease and the processes involved in its treatment. They 

revealed in their conversations and behaviour an awareness of the uses to which the 

everyday spaces of the clinic were put including the knowledge that certain rooms, 

such as the doctor's office and the kitchen were out of bounds. Children would not 

enter these spaces uninvited but placed themselves close by since they were 

acknowledged to be sources of information. Functions of rooms could be adapted 

such as the school room, the use of which for parents after a child had died was 

discussed among the children in the clinic. This knowledge was despite the lack of 

information given directly to children by parents or hospital staff. 

Knowledge about their disease, treatment and prognosis was gained from other 

children who had been treated for longer, observations of staff and parent behaviour 

and adept eavesdropping. Although children may not have been able to name their 

disease, they clearly understood its treatment and the difference between therapeutic 
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anti-cancer drugs and supportive care such as antibiotics. 

At the time that this study was conducted, the practice of concealing information 

from children in relation to their illness was widespread, most parents colluding with 

clinical staff to "shield and protect" children from not only their poor prognosis, but 

many other aspects of their disease management. Children's knowledge, revealed by 

this study, was a surprise to many parents and clinical staff. 

The children are portrayed as being under tremendous pressure to act normally; the 

benefits of maintaining mutual pretence for the child are not always clear in the 

study. Some children were aware that if they confronted their parents or staff with 

their knowledge they would lose supportive care since they recognized the 

distressing nature of the knowledge for their parents in particular. Distressed parents 

were able to withdraw from their child's room, but the child had no option but to 

remain. 

This study presented little information on the day to day care that children received 

in the hospital from their parents and how they interpreted the change in their 

parents' role. The overall impression given by the author is that mutual pretence was 

a method of holding on to three socially prescribed roles, the child who will become 

adult, the parent who can protect and nurture their child and the health professional 

who can cure, with a group of children who challenged commonly held views about 

the nature of childhood, such as attendance at school (Prevatt et a! 2000). It is not 

clear however what the process of maintenance was for each group of actors; the 

impression is given of an imposed norm rather than an active construction. 

For children currently being treated for childhood cancer and other chronic life 

threatening conditions, concealment of information from children by parents or 
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clinical staff is actively discouraged (Eden et al 1994). All patients are felt to have 

rights to information about their disease and its treatment. It is advocated that 

information for children is given in a way that reflects their developmental capacity 

(Department of Health 2001). The implications of this approach during treatment 

require further study (Dawson & Spencer 2005). 

Within a culture of openness do there remain `dangerous' topics that children avoid 

discussing and does this avoidance extend to parents, staff, other children with 

cancer, friends and siblings? The ethical foundations of biomedical practice in 

relation to the provision of information derive from a particular social construction of 

persons. The notion of individual autonomy may be questionable when applied to 

children as a social group and possibly for children from particular communities 

which place a higher value on social interdependence. 

Although the micro world of the child's experience is brilliantly evoked in this study 

which has been influential in changing paediatric oncology practice in North 

America and the United Kingdom, there are other levels of analysis less fully 

explored. Neither the intermediate, nor macro level of analysis outlined by Baer et al 

(1997) for critical medical anthropology is explored in sufficient depth. If the 

intermediate level is taken to comprise the interaction of the child with the family 

members such as siblings and peers both within and outside the hospital environment 

further useful data could be generated to obtain a more complete picture of the child's 

experiences. 

Further at the macro level there is no detail in the study in relation to the broader 

context of healthcare provision for children in general and children in cancer in 

particular. The implications of the organisation and funding of cancer treatment for 
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adults in the United Kingdom has come under recent scrutiny (Department of Health 

2000). Recognition that cancer treatment for children will also be affected by macro 

policy and funding requires incorporation into any contemporary study. 

British children and young people's sources of information about their cancer 

treatment are explored by Young et al (2003). They showed that the young people in 

their study (13 children aged 8 to 17 years interviewed either alone or with their 

parents) were dependant on their parents as "brokers in the communication process" 

feeling that they had little direct access to information. They suggest that parents had 

a role in enabling and restricting communication for children with cancer. The 

children in the study welcomed their parents involvement overall. However, in some 

circumstances they were critical of the executive role taken by their parents in the 

management of information from health care professionals and the extent to which 

children could be marginalized through this process. This view is contrasted with the 

acknowledged benefit of parents as buffers to unwanted information. In relation to 

information about diagnosis and progress parents identified the need to manage their 

own identity as strong and optimistic. The identity that the children needed to 

manage is not explored suggesting a passivity contradicted by Bluebond-Langners 

(1978) and Bearison's (1991) studies which indicated children's consciousness of 

their own identity and the effect of their responses on others. 

This suggests that it could be important to examine children's participation in clinical 

discussions and how they themselves represent this process. Scott et al (2003) 

conducted a systematic review to determine the evidence base for successful 

communication interventions with paediatric cancer patients. They identified only six 

studies that met their rigorous inclusion criteria and concluded that although some 
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evidence existed of benefits from specific information and school reintegration 

approaches, further research was required. This important review provided no 

evidence in relation to the communication in day to day cancer care. 

2.5.3 Children viewing cancer as transition 

The above work on children's knowledge of cancer treatment indicates its dynamic 

and changing nature, rather than being encapsulated in a singular or discrete event 

such as diagnosis, surgery or chemotherapy. Childhood as a period of change is one 

of the taken for granted notions of the part of the lifespan within which children are 

located. Yet the uncritical use of developmental categories like age to examine 

childhood cancer may be unhelpful. Young et al (2003) showed that age was not a 

useful determinant of children's communication preferences. 

The changes brought about to the person through illness experience, in particular 

chronic illness have been extensively explored in the medical sociology literature for 

adults (Bury 1982). How children see illness as affecting their experience of 

`childhood' is less clear. Woodgate & Degner (2004) examine the dynamic nature of 

childhood cancer experiences through the transitions identified by children and 

families in relation to symptoms. This longitudinal study collected data from 39 

Canadian children (aged between 4.5 and 18 years) and their families (parents and 

siblings) over a two an a half year period in outpatient and ward hospital settings. 

The authors report on the results of audio taped qualitative interviews conducted on 

more than one occasion. Their results indicated that children and families saw 

symptoms as a dynamic feature of their day to day lives. They describe this symptom 

trajectory as a series of transition periods that depicted the experience of cancer for 

the child and family. Those symptom periods characterised by `it hits home', 
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represented symptoms being seen as an integral and normal part of getting through 

cancer. Children used them as a guide to understanding stages of the treatment. The 

focus was on children's needs, more restrictions on their and the whole families lives 

and further losses. This contrasted with other times when the families' lives were 

consumed by symptoms: ̀ life is nasty'. 

This study clearly indicates that the impact of cancer on the child is a dynamic and 

changing phenomenon, rather than a static entity. Its strength lies in its longitudinal 

nature and the collection of data from all family members. There are however times 

when the voice of the child in the text is not always as prominent as that of parents or 

siblings. The use of quotations from the data set enables the reader to access the 

words of respondents themselves and serves to clarify the origin of the analysis. The 

absence of data obtained through participant observation means that we lack a sense 

of how the processes of change came about through social interactions. 

2.6 Representations of cancer childhoods 

The tone and content of professional and media reports on childhood cancer often 

convey implicit and explicit constructions of children with cancer as heroes or 

exceptional children. The idea of a hero in contemporary Western culture is of 

someone with exceptional powers-in this case having the power to beat cancer. 

Therefore being cured is seen as heroic in itself, tolerating treatment is heroic and the 

overall experience of childhood cancer is reserved for exceptional or heroic children 

(Hockenberry-Eaton & Minick 1994). 

The link between additional powers and the treatment of childhood cancer is seen in 

the character of Captain Chemo an interactive educational game about cancer 

treatment. In this package, a team of cadets launch their spaceships to check for 
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evidence of infection and attack this using antibiotics 

(www. royalmardsden@captainchemo, or%!. uk )I suggest that this implies that children with 

cancer can be characterised as not behaving in a childish manner, exhibiting distress 

and egocentric behaviour but rather putting up with things, being stoical, responding 

with humour, not giving up and demonstrating understanding beyond that expected 

for their age. 

In addition the continued participation of children with cancer in the appropriate 

activities or markers of childhood is also viewed as evidence of their exceptional 

nature (Dixon Woods et al 2003). Therefore adults focus selectively on children who 

wish to return to school or continue to maintain interest in legitimate activities of 

childhood such as sports or other leisure activities. 

The threat of childhood cancer to the `entitlements of childhood `(Dixon Woods et al 

2003: 144) and the associated mortality and morbidity to the child themselves, 

suggests the maintenance of the child's personality during treatment is also 

exceptional. Woodgate & Degner (2003a) argue that a `sense of the spirit' was 

regarded as essential for children and families during cancer treatment. The children 

and parents in their study articulated that maintaining the child's personality or 

individuality was a key feature of the cancer experience. Woodgate & Degner 

interpret this material as evidence for a specific tool used by families to get through 

their cancer journey. I would argue that in addition it could represent further data to 

support the premise that children with cancer are constructed as exceptional. In this 

study the heroic nature of children is described by parents in relating to how they 

help to keep other family members going, preserving the family unit. The role is that 

of the hero in helping others, whilst they are in difficult circumstances. When 
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children are terminally ill with cancer the sense of heroism is increased. 

Seale (2005) presents a study of the manner of cancer representations in newsprint 

for adults and children, using English language newspapers. The sources of 

newspaper accounts are usually adults, parents or teachers. Children are depicted as 

cheerful and uncomplaining. Continued involvement in school and leisure activities 

(appropriate childhood pastimes) are interpreted as refusing to give up in the face of 

serious illness. The analysis of media accounts focuses on content rather than 

context, the purpose of accounts being usually to highlight fundraising. This is 

reported not in terms of a deficiency in local service provision but to further 

highlight the exceptional (deserving) nature of the particular child. 

Dixon-Woods et al (2002) drawing on data from parents' accounts of childhood 

cancer provide a contrasting perspective. Within this, childhood cancer is constructed 

as an assault on the rights of childhood and that the children can be distressed, 

anguished and difficult to manage. The authors argue that these constructions 

highlight the burdens of parents in caring for children with cancer, which are 

marginalised in newspaper reports that represent children in idealised ways. I would 

argue that the comparison of these two data sets is problematic since the majority of 

the newspaper accounts are from the United States while the parental accounts draw 

on British data. Reviewing parental accounts from a Canadian study Woodgate & 

Deyner (2002), provide a closer match between those and the newspaper accounts. 

This suggests that whilst media representations are a useful data source it is essential 

to consider their cultural relevance. 

2.7 Summary of the literature 

This review has demonstrated childhood as a historically, socially and culturally 
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constituted category during the lifespan and argued for process and context as being 

of equivalent importance to biological immaturity. Therefore illness experience is 

seen to take place within a particular or range of constitutions of childhood that 

require investigation and acknowledgement. 

Bangladeshi childhoods are strongly shaped by relatedness and seen to be flexible 

and situational in relation to appropriate childhood activities. In Britain they are 

further structured by children's migration status, which seemed to incur an ongoing 

ethnic penalty resulting in poverty and restrictions on educational achievement. 

Although only limited data on illness experiences exists, studies have demonstrated a 

complex interplay between ethnicity and identity which requires further 

understanding for the development of services to meet need. 

In order for the focus on a specific cultural group as advocated by the above evidence 

to yield the most fruitful data to determine the impact of cancer treatment on the 

experience of childhood, a departure from the traditional approaches to studying 

childhood cancer is advocated. It is argued that children's own views need to be 

given sufficient credence and collected in a way that allows the interactional aspects 

of cancer treatments to be examined. A focus on day to day experiences during 

treatment rather than outcomes is required alongside an analytical frame that 

recognises the dynamic and specific power relationships that influence care relations 

between children parents and professionals. 
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In summary this study set out to investigate the impact of diagnosis and treatment for 

cancer on a group of British Bangladeshi children and their families. The following 

initial questions arose from this objective: 

Table 1- Research objectives 

" What are the day to day processes with which children and families engage 

during treatment in home and hospital settings`? 

" How does the social experience of being a cancer patient influence British 

Bangladeshi children's ideas of themselves? 

" What are the sources of support used by children in the home, hospital and 

school settings? 

" How do heath care professionals take account of children's social and cultural 

backgrounds in providing care? 

In the following chapter I outline the decisions I made for designing a research study 

to explore these issues. 
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Chapter 3- An ethnographic study of childhood cancer 

The purpose of this chapter is to provide a critical account of the methodological 

issues in the study. I begin by presenting the case for an ethnographic examination of 

childhood and cancer. I move from the theoretical justification of this approach to 

consider the specific experience working in dual languages. I continue with the day 

to day conduct of the research contrasting the `field as envisaged' with the `field as 

reality' and the sometimes unanticipated vulnerability of informants. I outline further 

the nature of research relationships with informants before moving on to consider the 

analytical processes carried out during fieldwork and beyond. I complete the chapter 

with a review of the ethical and moral constraints I applied and worked within during 

the life history of the project. 

3.1 Ethnography 

I present here a specific interpretation of ethnography consisting of: a methodology, 

guiding the production of data with theoretical and philosophical underpinnings, a set 

of methods of data collection, and a particular written account. In my view these 

interrelated elements are all necessary for a successful investigation of lives and 

experiences of British Bangladeshi children with cancer during treatment. 

An ethnographic view of the world argues that how people come to be who they are 

and behave in the way that they do, is brought about through their personal and 

social cultural histories being continually remade in everyday life (Toren 1999). 

Human life is seen as historically and culturally specific and inherently social. It is 

the prioritising of the everyday, social nature of human life that makes ethnography 

an appropriate starting point for this research study (Hume & Mulcock 2004). The 
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historical routes of ethnography in social anthropology5 established a particular form 

of engagement between the ethnographer and research participants, that of prolonged 

contact in everyday settings (Kuper 1994)6. This immersion in the daily lives of 

research participants is seen to provide a methodological tool to enable detailed 

descriptions of place, interactions and talk to be recorded (Faubion 2001). The 

observation of interactional activity in context, not available through interview or 

other methods of encouraging children's talk is particularly relevant in a study that 

seeks to explore how children with serious illness are cared for, since it is a way of 

foregrounding both children's perspectives and the nature of child-adult relations. 

This `fieldwork, ' approach which Savage (2006) suggests has for some become the 

essential feature of ethnography, is also a way of accessing populations that are 

under-represented in other data collection approaches (McCall 2006), such as 

children (James 2001) and members of minority ethnic groups (Clarke et al 2004). 

The context of people's everyday lives is crucial to an ethnographic perspective. 

Delamont (2004) suggests a number of differences between ethnography in anthropology and 
sociology. Anthropologists approach the field, (usually distantly located) with a broader focus 
than sociologists, who maintain their tighter focus on a specific topic during fieldwork, more 
locally situated by regular contact with an academic base. In addition to these differences which 
I would argue apply less clearly to ethnographies of health and illness, I also take issue with the 
assumption that neither anthropologists nor sociologists consult the literature of other 
disciplines. Theoretical and empirical `childhood' literature from a number of social science 
disciplines was essential to informing the conduct of this research. 

In illustrating the benefits of ethnographic methods to investigate this particular research issue I 
do not underestimate the problems associated with a tradition that was established through the 
unequal power relationships present in British and European colonial history. In selecting 
ethnography as an approach to study a group with a heritage in a region formerly subjected by 
British power and whose citizen status in Britain derives from this position of subject, I am 
aware of the potential of producing an ethnographic account that replicates these relations of 
power, rather than critically examines them. 
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Since little was known about the context of British Bangladeshi children's lives 

during cancer treatment ethnography suggested the potential to provide this detail in 

a way that could question taken for granted understandings about childhood, serious 

illness and ethnicity. From within ethnography minority ethnic children can present 

the heterogeneity of their experiences rather than the expectation of similarity 

implied by overtly comparative approaches. 

In selecting ethnographic methods this study was seen to have the potential to further 

develop the seminal work of Bluebond-Langner (1978), taking account of the 

changes in contemporary cancer care and treatment to include participant observation 

in the home setting. In addition I have followed the approach of Christensen (1999 b) 

whose ethnographic study of minor illness incorporated an explicit consideration of 

how the broader social issues of the life course in childhood are treated and I applied 

this stance to the event of a serious health problem in childhood. 

The opportunity to examine care in specific and contrasting contexts also has the 

potential to yield unanticipated data on the subject of the study as Lawton (1998) 

noted the differences in patients' and relatives' descriptions of themselves in a day 

care centre (for terminally ill patients ) compared with the hospice setting. 

In what Atkinson (1995) has termed `foregrounding' issues for research problems I 

anticipated that a common ̀technical' process of having a blood sample taken could 

have different implications for children with cancer if this happens at home (the 

bringing of clinical professionals to a domestic environment as visitors), compared to 

the local hospital (where staff deal with cancer as an uncommon illness) or finally 

the specialist hospital (where cancer is routine to the professionals). 

Ethnographic enquiry seeks to make explicit the nature of a given social context 
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rather than accept it as something natural or inevitable. Therefore, rather than 

assuming that concepts of health and illness or personhood are universal, 

ethnography seeks to develop detailed descriptions' of these concepts in a particular 

setting through data gathered from informants and the reflexive questioning of the 

researchers own taken for granted view of the world. 

Illness (such as cancer) is conceived of as a social phenomenon, not just in the sense 

that it is visibly social through the interactions between patients and clinicians (Good 

1994), but that it triggers specific social implications as a part of a wider set of 

cultural and social relationships, such as gender, class, ethnicity, life stage and 

political economy (Scheper Hughes & Lock 1987; Farmer 1998). This approach to 

ethnography draws on critical medical anthropology (Christensen 1999b: Farmer 

1999) by locating the interactional level of illness experience within its social, political 

and cultural context. 

I start with the premise that all of the social actors in this study (myself included) 

bring a history of ways of conceiving ill health to the social performance of health 

care within which they apply these ideas through their talk and action (Good 1994). 

The potential of this research approach was seen to be the production of an 

ethnographic text that embedded context in the research and its effects on 

participants, including the researcher (Lawton 1998: Savage 1995). 

Gertz (1973) referred to ethnographic accounts as consisting of 'thick descriptions', not only 
rich in detail but meaningful through being embedded in a cultural framework. 
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In this I (as the researcher) would play an active role in the social setting, not merely 

observing informants interacting with each other through the use of language and 

shared meanings, but making use of my own abilities to make sense of the rules in a 

particular social setting. Being in the field would enable me to ask questions as they 

arose in the course of observation rather than waiting for the pre arranged interviews. 

My presence in the field would create opportunities to test out information gained 

through other techniques such as interviews or previous research findings. It also 

ensured a reduced reliance on what people said as the only form of data by including 

what they did in real life situations. 

3.2 Working in dual languages 

A key feature of traditional ethnographies in anthropology is the need for the 

researcher to learn the language of the group they are studying, either prior to setting 

off for the `distant' field by attending intensive language classes at home or using an 

`in at the deep end' approach once in the field8. I took a number of approaches to 

improving access in relation to language: I enrolled in a Sylheti evening class within 

the community I was studying and I arranged to have one to one language lessons 

with a bilingual British Bangladeshi woman. I went to her home once every week for 

the first eighteen months of the project and spoke with her as she prepared food for 

the family, watched Bangla TV or the Islam channel and cared for her family 

Briggs' (1970) ethnographic study amongst an Inuit community in Northern Canada illustrates 
some of the problems for fieldworkers of language since on her arrival in the community she 
discovered that the dialect she had learnt at home was incorrect for the group she had permission 
to study. 
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members. Our lessons took the form of short conversations and questions from me 

about how to say various things that I thought would be useful in the research. 

I made slow progress but mastered a limited repertoire that enabled me to greet 

families, ask permission to come in and talk to them about the research, arrange the 

days and times for subsequent appointments and define family relationships. 

Although I failed to reach a level of fluency with the language that would have 

enabled me to conduct interviews effectively and assist families by acting as an 

interpreter in clinical settings, my efforts were highly appreciated by families in the 

study9. 

I also gained additional access through the relationships developed with the family 

and their extended family; I attended weddings, family parties, events at the local 

Muslim centre and Mosque, Islamic music and religious festivals with my language 

teacher and her family. 

The children in the family and several of their friends became invaluable research 

partners, suggesting the aspects of `Bengali' life for young people that I should 

attend to in my research, reviewing my information sheets and illustrating during our 

discussions the rich variety of experiences that children could encounter in their daily 

This may help to explain the surprise expressed by most of the Bangladeshi community workers 
and advocates I consulted with during the initial project design phase when I expressed my 
intention to learn Sylheti, since even simple greetings are seldom used by non Bangladeshi 
professionals. 
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lives10. 

In addition to learning the language it was a clear part of the research design that I 

would require additional language and advocacy support both in the field in relation 

to collecting data and to provide written translations of information leaflets and 

consent forms for families and other materials as the study progressed". All families 

were provided with written information in English and Bengali (Appendix 4). 

Younger parents and the majority of children were less likely to be able to read in 

Bengali; older parents or those parents and older children who had received their 

education in Bangladesh were more likely to read Bengali (Gardner 2002). 

I addressed the issue of appointing a project advocate at the earliest stages of the 

project, deciding that I required someone with advocacy skills in addition to 

interpreting work I recruited Saleha (SU) as a project advocate in November 2003. In 

recruiting to this post I required someone with dual language skills in English and 

10 Although this was one family and it could be suggested that their very willingness to have me as 
a part of their daily lives made them atypical, the nature of family interconnections meant that 
through them I met others who were less comfortable with my presence and this generated a 
much broader range of data than would be assumed by contact with a single family. For example 
the practice of veiling within the family ranged from being completely covered outside the home 
so that only ones eyes are visible and in the presence of non family male members in the home 
(usually achieved by segregation of women and men in different rooms when male visitors 
arrived and young people were used as go betweens), to the complete covering of the head 
(including all hair) shoulders and upper body in a manner that female form cannot be easily 
discerned, to the covering of the head with the scarf portion of a sari, the traditional practice of 
village women in Bangladesh. 

" After the information and consent leaflets had been prepared in English, I discussed the content 
with a number of bilingual advocates and my language teachers family before commissioning a 
translation service to translate them to standard Bengali. I then asked the same people to back 
translate (Shaw & Ahmed 2004) the completed leaflets which fortunately only required minor 
corrections. 
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Sylheti12, and who could manage the challenges of working with families of children 

with a life threatening illness. 

Walters (2003) in her case study of six Bangladeshi families noted the importance of 

working with an interpreter whom families found acceptable. Saleha, was a 

respectable woman in her community; married with children to a British Bangladeshi 

man, she wore appropriate clothing for a Muslim woman and presented further 

evidence of her faith by fasting during Ramadan. I am not here advocating the idea 

of `ethnic matching', in research since I agree with Culley et al (2006) that bilingual 

and ethnic identities are complex and include gender, class, and generational 

differences. My primary aim was to recruit an advocate with language skills who 

would facilitate good rapport with participants. 

The research partnership we developed was one of the strengths of the study; in 

particular her involvement in all stages of the project improved the consistency and 

accuracy of the data. As Maynard-Tucker (2000) describes, this was a two-way 

exchange of knowledge resulting in sensitizing me to the cultural context and 

culturally specific meaning of fieldwork and Saleha to the issues of research and the 

social context of childhood cancer. Attending to the language issues of the group 

under study was one of the key methodological strategies to enhance the validity of 

12 As indicated in the literature review the majority of migrants to Britain come from Sylhet and 
this is the most common language used in the area in which I carried out the study. However 
even within my small group of informants I had one family from Chittagong and another family 
who spoke standard Bengali. Culley et al (2006) cite the importance of relevant dialect and the 
problems that occur both in research and clinical care when this is not available. 
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the account produced 13 

3.2.1 Analysing dual language data 

Collecting data in dual languages during fieldwork and interviews with parents not 

only posed practical issues of access as outlined above but raised complex questions 

for analysis. In fieldwork, translations in the field were made by myself, (often 

requiring checking), the bilingual project members or other household members in 

the course of the social action as it unfolded. I recorded all of my fieldnotes in 

English, making notation when a substantial portion of the conversation had taken 

place in another language, and noting activities when the use of English, Sylheti, 

Bengali or Arabic words seemed to be the preferred usage. 

All of the interviews with parents were tape recorded (apart from one that was 

conducted completely in English) and the digital recordings transcribed by a dual 

language service. At my request the transcribers recorded all of the verbal exchanges, 

including the advocates, translated Sylheti talk to parents and translated English talk 

to me. Following the receipt of the transcript the bilingual advocate and I listened to 

the recording and reviewed the transcript. This time consuming process was 

extremely valuable in highlighting difficulties for transcribers not present at 

interview and generating discussion about the content and implications of the 

13 I interpret appropriate validity for qualitative research as being an account that is authentic, 
recognising that there are a number of potential authentic accounts that could be produced of a 
particular social phenomena and therefore that the authenticity of this account is linked to its 
potential to produce understanding in relation to the overall focus; the everyday lives of British 
Bangladeshi children with cancer. I outline further steps I undertook to enhance this in the data 
collection and analysis sections. 
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interview narratives. 

The examples below demonstrate the potential benefits of this approach in enabling 

translation to become an explicit part of analysis (Esposito 2001). The first extract is 

the transcription translation from the interview recording: 

"One thing that I've noticed in the hospital is that, they, 
what can I say, I do not have detailed knowledge of 
antibiotics, but as far as I am aware, I know that that all 
antibiotics are timetabled, isn't it, but sometimes they (the 
hospital staff) missed it by half an hour, an hour, 
sometimes 2 hours, and even coming home (noise). The 
first day went well; the nurse Julie (? ) came and gave it. 
Not perfectly at the right time, it was 3 pm whereas 
normally it is between 2: 00 and 2: 30 in the hospital they 
used to give antibiotics. (Severe background noise from 
the child). After that, after coming home, she had a few 
delays, firstly, 4: 30, sometimes at 5: 00 like that. Whenever 
they gave it, there were delays, there were differences you 
know. Sometimes I think is this right? Is that ok? I don't 
know these things. " (Parent Interview) 

The extract that follows is the transcription of the in the field translation; that is what 

I heard from the bilingual advocate. 

"Mum is just saying you know how when she was having 
IV antibiotics in hospital, mum is saying she hasn't got the 
medical knowledge but she's like thinking you know like 
the antibiotics are supposed to be on time and she's saying 
that in hospital it's always delayed, when they giving the 
IVs like she's supposed to have it between 2: 00 and 2: 30, 
she's having it 3: 30,2hrs, 2 and a half hours later and 
again she's saying in the community when they came home 
and she's having it done it's even more like coz, mum's 
understanding of antibiotics its like if its three times or 2 
times a day it has to be spaced out within those hours but 
she's little bit worried you know, that the antibiotics was 
not given on time. " (Parent Interview) 

Examination of these transcripts during analysis offered opportunities to explore the 

nature of interpretation during dual language research interviews. For example, 

pauses to translate to the English interviewer could be viewed as interruptions to 
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respondent's narrative flow or opportunities for respite when recounting distressing 

events and further opportunities to meanings which could have been taken for 

granted in single language interviews. 

I suggest that bilingual interviews involve a particular kind of translation; analysis of 

these data needs to pay attention to content and interview form. Further, analysis that 

considers the `voice' of the interpreter and interviewer in addition to that of the 

informant may provide insights relevant to future research and clinical practice 

(Larkin et al 2007). 

3.3 Fieldwork 

I initially defined the field as children's homes, schools and paediatric oncology 

clinical services 14. In electing to collect data outside the hospital setting I was 

attending to the location of children during treatment for cancer (Evans & Kelly 

1995) and harnessing the potential flexibility of ethnographic methods (Hammersely 

1998) to follow the interests and concerns of informants, rather than pre-construct 

their concerns as relating to hospitals and treatments given in that setting. 

14 This integration of health, social and educational aspects of children's care also follows the 
policy initiative of the National Service Framework for children (Department of Health 2003) a 
visionary perspective to improve services to children through recognising the inherent problems 
in receiving services across boundaries. I include as paediatric oncology services the designated 
POC, any other hospital inpatient and ambulatory services the child could attend for treatment or 
assessment and community nursing services, either based within primary care or outreaching 
from hospital sites. 

78 



The focus on a single field site, although usual in ethnographic studies of health and 

illness (Bloor 2001: Muthall 2003) for its potential to yield immense detail, can omit 

key aspects of the experience of delivering or receiving care. It cannot directly 

capture the preparation for the delivery of clinical information to patients by 

professionals, or the journey to and from clinical settings made by patients, or the 

interrelationships between different service providers. Atkinson (1995) has illustrated 

the benefits of focusing on the work of professional clinicians in exploring the 

production of medical knowledge by following the day to day activities of 

haematologists at work. He indicates the importance of laboratory work, done 

without the `presence' of patients in the making of medical knowledge. I adapted 

Atkinson's example in focusing on the children with cancer and following them from 

place to place aiming to `see' each locality more from their perspective and 

illuminating their sometimes ̀ invisible' experiences. This involved the homes of 

each child and sometimes those of close relatives or neighbours, two main hospital 

sites with a range of wards, clinics and other departments visited by children in the 

course of their treatment. In addition it included the communities that they lived in 

and travelled through in order to access treatment. This practice of multi locale 

fieldwork has been most frequently applied to public health topics (Martin 1994; 

Harper 2004) with discreet periods of time in each setting (Kurotani 2004). Page 

(2006) and Atkinson (1995) have highlighted the benefits of ethnographers 

`following' health care professionals. 
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This field as envisaged would include a single paediatric oncology centre (POC 1)15 

which all of the children and families recruited to the study would attend for some 

parts of their cancer treatment and it was anticipated that prolonged observation 

would take place in this clinical setting with daily attendance at the site. This would 

enable the use of space to be examined, foregrounding that some spaces could be 

used only by clinical staff, or by children and families and some shared 16. 

3.3.1 The field as reality 

The most profound change to the field as planned was the decision to close and 

relocate POC 1 (South East London Local Specialised Commissioning Group 2004). 

The decision resulted in immense disruption and uncertainty for the children and 

families treated at the centre and the staff (Appendix 5) The division of the service 

(patients and staff), between two different paediatric oncology centres required a 

substantial review of the project's planned data collection activity'7. The relocation 

of senior medical staff and the transfer of the majority of identified eligible children 

to POC2 were the guiding criteria to seek additional research governance and ethical 

15 This site was selected from three potential oncology centres in the city because of the high 
population density of Bangladeshis within its catchment area and the initial positive responses of 
clinical staff to the project. Ethical and research governance approval was gained to recruit 
participants and collect data within this service in July 2004. 

16 Bluebond-Langner's (1978) study revealed that children who received no overt information 
were acutely aware of the differential uses that particular areas could be used for in the oncology 
clinic. In my study children sometimes ventured into staff spaces behind the nurses' stations in 
some clinical settings to sit on nurses laps, use telephones under supervision or play on 
computers although their parents were not observed to venture into these ̀ professional 'spaces. 

17 I felt it was inappropriate to continue to recruit families during this period, since staff and 
families were understandably unable to focus on the needs of a research project. This and a lack 
of permission to collect data in "new" clinical settings challenged the project design. 
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approval for this site's. 

The nature of childhood cancer treatment, over prolonged periods of time, with 

planned and unplanned hospital admissions, limited the predictability of fieldwork 

locations. The daily contact with the hospital field site expected when the project was 

designed was not realised following the changes in service provision. Rather than 

developing a relationship with staff in a single hospital site delivering core paediatric 

oncology services (that had played a key role in the project design), I became a 

visitor (one with official permission) to a number of hospital sites and a number of 

wards within each site. 

A further change to the field as planned was made after I observed the considerable 

scrutiny that children with cancer were subjected to in home and clinical settings. 

This led me to consider further the impact on children of having an additional 

observer, in particular in the school setting. I decided that the reality for these 

children of intense and repeated observation by adults, professionals and parents 

indicated that a more cautious approach might be required to the planned observation 

of all aspects of their lives. I therefore confined my initial field sites to home, clinical 

and community settings and waited for children to provide specific invitations into 

the school setting. 19 

19 Ethical and research governance approval to recruit and collect data at this site was gained in 
January 2005. 

19 In the course of fieldwork I only received invitations from children to walk with them or collect 
them from school. I accompanied one family on school visits to discuss enrolment. 
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3.3.2 Participant observation 

The data collection period for the study ran from July 2004 until May 2006 with 

participant observation being the dominant mode of data collection for the first 

eighteen months20. Initially the majority of fieldwork was conducted in the home 

setting, with weekly or fortnightly visits to the child's home. This was a deliberate 

strategy to focus data collection on the child as a person living in a social world that 

included a cancer diagnosis rather than locating them primarily as a cancer patient 

and focusing on hospital visits. These visits provided an opportunity to observe and 

participate in life at home. The participation included watching television21, eating 

with the family, playing games, talking to children and their siblings and so on. 

20 Interviews with professionals and parents began in October 2005 and were completed in April 
2006. 

21 On some home visits I spent long periods watching the television with children, which I initially 
saw as limited for its potential to lead to meaningful data. As I reviewed my fieldnotes I noted 
that children would watch particular programmes and interact with the story lines in particular 
ways. These experiences were very useful in indicating the centrality and the nature of religious 
practice for children. Children from the age of about seven years self censored their television 
watching, changing the channel when unsuitable images appeared on the screen, such as women 
with minimal clothing or exchanges of any physical affection between members of the opposite 
sex. 
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Parents and other adults initiated conversations, related to my family relationships22. 

I suggest that this corresponds closely to the approach taken by Savage (1995) in her 

ethnography of nurse-patient interactions, that of "participative observer". In 

fieldwork I occupied a number of positions on the participant observation continuum 

(Savage 2000). In home and hospital settings I drew on Wiseman's (2002) 

"privileged helper" role by completing housing or other administrative forms, 

translating letters or accompanying them on shopping trips to less well known areas. 

In the clinical setting the privileged access to the environment seemed to increase my 

need to undertake a helper role in some circumstances (Wiseman 2002). 1 was 

particularly concerned not to be a burden to children, families or clinical staff and 

found myself sometimes volunteering to run errands. Although I had rejected a more 

structured participation role in clinical work (Gerrish 1997; Peters et al 2001), the 

practice of the research demonstrated that patient care extended beyond traditional 

clinical activity, such as the giving of treatments and carrying out clinical 

observations: 

"You don't need to do that Paula, it's OK ". I have started 
to clear up the mess we have made in the room with the 
glitter, I wrote in my research diary that I was, trying to 
maintain my precarious access to the ward and to prevent 
further tension between the family and the ward cleaning 

22 Frankenberg & Robinson (1998) identify this personal questioning as one of the stresses and 
burdens of fieldwork on the researcher. In their study the ethnographer was questioned by 
children, teachers and parents about the purpose of the study and in detail about her personal 
life. I had anticipated both types of questions and had provided written information about 
observation in clinical settings (Appendix 6). I found the questions from families a useful 
starting point for discussions about kinship religion and bringing up children. 
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staff that had already been talked about with the ward 
play staff. On reflection I noted, it's very hard to stop 
being an adult! (Fieldnotes & research diary extract) 

These fluid boundaries could reduce my visibility as a researcher to children and 

others in the setting. 

3.3.3 Making an ethnographic record 

The documentation of ethnographic data in order to make an ethnographic record is a 

fieldwork activity that receives relatively little discussion in the contemporary 

literature on ethnography. I began my observations by looking at the physical space, 

objects and how informants used it (Spradley 1980). In each new setting I made a 

drawing of the layout and noted changes observed on subsequent visits. The speed 

with which new spaces became familiar was surprising to me and I began to see the 

difficulty of maintaining an ethnographic `gaze' in field settings that were visited 

frequently. For example, I had begun to take completely for granted the covering of 

their heads by women at home in the presence of men and although I did not cover 

my head, in time my willingness to engage in conversation with male visitors also 

diminished as I embodied the taken for granted rules for behaviour. 

Emond (2005) in her study of children in residential care describes how her notebook 

was decorated by the children and inspired the children to begin to keep their own 

"fieldnotes" to assist her when she took periods of leave from living in the home. My 

own suggestions that child informants may wish to keep a diary in written or audio 

format about their day to day lives were rejected and children put my notebook to use 

as drawing paper or to relive the boredom of hospital waiting times by playing 

hangman and noughts and crosses during fieldwork. 

I favoured immersion in the field in many situations over making a contemporaneous 
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record (Emerson et al 2001). Since I was engaged in a range of field settings I was 

unable to establish a daily routine of recording fieldnotes at the end of observation 

periods. When I made attempts to institute this during day long observations in 

hospital settings, by suggesting that I would go for a break whilst a child was in 

theatre or asleep, parents urged me to accompany them on quick shopping trips or to 

the small ward kitchen to have a drink or eat food. Thus my field relationships 

shaped both the data I collected and the manner of recording data. 23 

Immediately after periods of observation (sometimes on my journey home or sitting 

in my car) I made brief summary notes, indicating participants, place and what I 

initially felt to be key events. On the same day I expanded these notes to a fuller 

record in my notebook, documenting the fieldnotes sequentially from the beginning 

to the end of the observation. I describe the settings and the people at the start and 

my own feelings and interactions as they occurred during the observation. 

Transferring these sets of handwritten notes into a fuller word-processed record was 

a time consuming activity. A number of formats were trialled, structuring 

observations into issues of space, action and interaction produced highly detailed 

records, distinguishing `description, interpretation and analysis (Appendix 7). Within 

23 Simpson (2006) entitles this `you don't do fieldwork fieldwork does you'. On reflection I also 
suggest that I was caught in what Kleinman & Copp (1993) have referred to as ̀ Immersion 
versus analytic ideals' (pl8) In their text they suggest that fieldworkers experience a tension 
between the ideals of maximum immersion in the field, that is spending the maximum time in 
the field, and subjecting their field data/experiencing to analysis. I was certainly concerned to 
take every opportunity to collect data, if I left the field to write up notes I could miss important 
data and also alienate my informants. Further being in the field made me feel like a legitimate 
researcher. 
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a few months this original format was rejected as both too time consuming and 

structured, with the potential to lead to superficial analysis. A more straightforward 

format was then adopted (Appendix 8) that retained the level of detail but maintained 

a more open approach to the meaning of the data. In this format I recorded the field 

observations in chronological order without the structuring of place, processes and 

interaction which made the notes easier to complete at the end of sometimes long, 

physically and emotionally demanding days in the field. In this way I was able to 

achieve with more confidence Wolcott's advice: 

"Whenever I engage in fieldwork I try to record as 
accurately as possible, and in precisely their words, what I 
judge to be important of what people do and say ". 
(Wolcott 1990: 128) 

This attentive record provides the foundation for `descriptive validity' for Maxwell 

(2002)-a primary concern for qualitative researchers. I made provision to counter 

potential threats to validity, by sharing fieldnotes with my supervisor and 

incorporating suggestions to record information about other aspects of home and 

clinical activities. On joint visits with Saleha and the other bilingual project workers 

we co-constructed field reports immediately after visits. 

I had made little preparation for the tiring nature of fieldwork, expecting 

participation to be relatively undemanding as I was `not working'. My lack of energy 

for writing up fieldnotes at the end of the day was a cause for considerable concern 

to me. 

I detail this information here to emphasise the constructed and representational 

nature of fieldnotes, proposing that the recording of notes is of itself a preliminary 

form of analysis, which Emerson et al (1995: 105) refer to as "in process analytic 

writing ". 
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3.4 Informants 

Eight British Bangladeshi Families were recruited to the study between August 2004 

and August 2005. Each family was followed for six to eighteen months. They 

included nine children with a cancer diagnosis (seven with acute lymphoblastic 

leukaemia {ALL}, one with non Hodgkin's lymphoma and one with a solid tumour) 

The children were aged between 2.5 years and 12 years and included four boys and 

five girls. Three children completed treatment during the study. 

In addition to the children with cancer there were thirteen siblings, fifteen parents, 

three grandparents and three aunts and uncles who were also key informants. Two 

families with well children were also visited at home, from July 2004 until April 

2006, one for the primary purpose of language lessons and the other to learn about 

Bangladeshi home life. 

In the clinical settings, three consultant paediatric oncologists, five paediatric 

oncology specialist nurses, six ward based nurses and seven community nurses, four 

hospital play specialists and two hospital teachers, three ward clerks, two paediatric 

oncology social workers and one family support worker were regular informants for 

the participant observation. 
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Interviews with 19 professionals were conducted between October 2005 and January 

2006. They included those working in all of the settings for treatment, the specialist 

units (POC), local shared care centres (POSCU) and homes (CCNTs and POONs24) 

and a range of professional groups including nursing, medical, play, education and 

social work staff. In May 2006 1 conducted a group interview with four bilingual 

Sylheti speaking advocates working in health settings with adults. 

Between December 2005 and April 2006 six parents were interviewed with the 

bilingual advocate in home settings. In the majority of interviews only the mother 

participated; one father and one child participated25. 

As indicated in section 3.3.2 participant observation can provide the illusion of 

everyday interaction. I outline in the following section how I anticipated and came to 

understand through the conduct of the research the vulnerability of informants. As 

indicated in the data summary above I did not conduct interviews with children, 

during participant observation all children were reluctant to talk specifically about 

24 CCNTs Community Children's Nursing Teams & POONs Paediatric Oncology Outreach 
Nurses, provide clinical care at home and coordination between specialist and local services. 

25 My sampling approach was essentially purposive I asked key staff members to invite all of the 
children who met the criteria outlined in the proposal. I placed no restrictions on the age of the 
child their particular cancer diagnosis or their age at migration. For professionals I invited all of 
the staff for each clinical unit children regularly attended or where cared for by. This was to 
increase the opportunities for recruitment from a small potential group of children and to 
facilitate maximum variation sampling from both families and professionals. In practice this was 
opportunistic and a significant number of families declined participation and junior clinical staff 
did not respond to invitations. 
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their illness and were adept at deflecting conversations away from this. I asked each 

child if they would like to be interviewed when I explained that I was planning to 

talk to their parents and the professionals all of the children declined although one 

child sat with her mother during the interview. Sutcliffe et al (2004) also report this 

issue in their study of young children with diabetes, suggesting that children's 

knowledge of their illness was revealed in their narratives about other aspects of their 

lives rather than through specific questions about their illness. 

In setting out to investigate the social processes in which children engaged in and 

with following their diagnosis of a serious and life threatening condition I needed to 

undertake an approach that recognised the vulnerabilities of this group of research 

informants, whist simultaneously maintaining an explicit recognition of their ability 

to be competent informers (Mayall 2001b) and the experts in their lives (Clark 2004). 

This potential tension is reflected in the consultation processes for the information 

and consent forms for children that included children and young people and adult 

`child experts' (hospital school teachers and child researchers). 
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Similarly although I made provision for and efforts to ensure children's inclusion in 

the consent process (Appendix 4), both children and families were potentially 

excluded by `clinical gatekeepers', who could control access through consent and 

recruitment processes (Appendix 9)26. Thus began an ongoing negotiation between 

recognising and safeguarding children's `vulnerability' and questioning the impact of 

these adult definitions to restrict children's own decision making opportunities. 

3.4.1 Child specific methods 

One approach to accounting for children's vulnerability and increasing their potential 

to participate in research is the use of `task centred' activities in order to establish 

rapport or make the experience of interview in particular, less boring or intimidating 

for children (France et a12000; Greene & Hill 2005). These techniques include, 

`draw and write' (Horstman & Bradding 2002), sentence completion exercises 

(Morrow 1998), taking photos (Clark 2004), story telling and drama (Veale 2005) 

and are suggested to counter the potential for researchers to exert power by 

determining which children to include or exclude based on social maturity or 

cognitive ability (Robinson and Kellett 2004). 

26 During the early part of the project clinical staff informed me that as one eligible family had 
recently been involved in a child protection investigation they would not introduce the study to 
them. The family's vulnerability to further scrutiny also resulted in their exclusion from the 
opportunity to consider participation. Other adults such as parents could enhance access and 
undermine children's autonomy in consent, during one home visit a child was called in from 
playing outside despite my protests. 
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Christensen and James (2000) suggest drawings may be a useful method of eliciting 

children's views in relation to questions that are not immediately easy to talk about, 

such as time. They describe an approach in which children were asked to complete a 

series of drawings or rather visual representations of their time. The drawings were 

completed in the classroom setting, where participant observation and interviewing 

took place or some children chose to complete them at home. 

These tools are advocated for providing a means of mediating the communication 

between the researcher and the children, drawing on children's own competencies in 

contrast to an adult orientated interview. Harden et al (2000) argue that this and other 

task based methods may put children under pressure to reproduce the `appropriate' 

drawing and that children may not perceive their involvement in this activity as fun. 

Christensen and James were not unaware of the potential power relations that could 

be evoked by this approach; however they argued that asking children to create the 

images themselves enabled them to comment both on the process and the product in 

their discussions with the researcher. I also suggest that the familiarity of this type of 

activity in the school may further undermine the potential for it to be identified as 

coercive (Morrow 1998). 

Punch (2002) suggests that in arguing for and developing `child friendly' methods 

researchers are challenging their theoretical foundations of children as competent 

social actors. Fraser (2004) renames the approaches as ̀ participant friendly' 

indicating that they are representative of a process of negotiations between child 

participants and adult researchers in order to facilitate communication, I suggest that 

the rigid application of tools may be problematic and advocate drawing on children's 

stated preferences and interests (Evans 2006) . 
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In this study the broad focus on everyday lives and the varied age range challenged 

the development of task based activities in data collection. In early fieldwork 

observations I recognised that children are repeatedly questioned by parents and 

clinical staff in monitoring their progress. I was therefore reluctant to introduce a 
further structured questioning format and have relied on following the children's 

stated interests in participating in their lives. I am not arguing here against the 

potential benefits of novel data collection methods (Kirk 2006) rather that these 

approaches were not particularly suitable to a study that aimed to focus on the 

everyday lives of a group of children. Instead I favoured ethnographic immersion in 

children's lives and used their interests to guide home and hospital based activities. 

In the hospital setting, I made use of available play materials that children accessed 

in a play room, or at a bed space to join in children's routine activity. The role 
developed in home and hospital settings was broadly that of an interested adult 

companion, 
who could be relied upon to provide a range of play materials on request 

and participate in the majority of play activities with varying degrees of competence. 
It was a serious disappointment to several of the children in the study that I failed to 
develop 

any real skills in computer games to make me a worthy opponent in these 

games! 

34.2 Vulnerable 
patients and parents 

I addressed the potential for parents and children to feel obliged to participate as part 
of cooperating 

with treatment for a life threatening illness, by introducing the project 
Via a well known professional (staff in the units identified the most appropriate 
person for each family), rather than the more usual approach of the study being 
IftFoduced by the consultant in charge of treatment. There is some evidence to 
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suggest that the high levels of consent for parents of children with cancer 

participating in Randomised Controlled Trials relates to their concern to "do 

anything, that might help their child' rather than what is conventionally understood 

by informed consent in biomedical ethics (Eiser et al 2005). 

In practice the lack of interpreters in clinical settings sometimes resulted in a very 

basic explanation being given to families, although in some families this may have 

increased the power of older children to have some control in this process since they 

often provided an interpretation service to their families and clinical staff (Cohen et 

al 1999; Green et al 2005). 

I conducted all recruitment in the home with a Sylheti speaking advocate to provide 

some balance to the power relationships with the researcher27. We explained that we 

did not wish the researcher's presence to be an intrusion or burden- a potential that 

families recognised. 

"1 thought that I would have to stay with her you know 
when she came and prepare food, but 1 think now it won't 
be a problem. She is OK she just plays with Assia and I 
can be in the kitchen, it's fine but at first 1 didn't know 
her. " (Fieldnotes translated in the field by SU) 

A number of families declined to participate in the study (Appendix 9). Since it was 

an explicit part of the recruitment strategy that families did not have to state why 

they did not wish to participate, this was not usually explored with families. 

27 I decided not to recruit families during hospital admissions as I anticipated that the study could 
easily be seen as a routine part of treatment (Kodish et al 2004) and that particularly during the 
first hospital admission families could be overwhelmed. 
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However, one mother and a young person with cancer were explicit about their 

reasons for not wanting to participate and gave permission for their reasons to be 

stated. A mother after detailing to a substitute advocate28 a previous history of 

miscarriages and infant death, asked. 

"Why would I wish to talk about my child's illness? " 
(Fieldnotes translated from Sylheti in the field by 
advocate) 

The reluctance to talk about a serious health problem was I suggest an important and 

overlooked aspect to recruitment in the research design. It is a culturally specific 

assumption that expressing one's feelings and distress is therapeutic. This issue 

seemed to apply to children and young people as well as one young man who 

apologetically explained to Saleha, his reluctance to participate in the study after his 

parents and older brother had suggested he would be willing: 

"I am really sorry Khala (auntie), but do you mind if I 
don't talk to the research person, I have finished my 
treatment now and I just want to forget it. I really don't 
want to talk about it if you don't mind. " (Fieldnotes of 
conversation reported by SU) 

I also suggest that the age of the researcher may have been a deterrent to young 

people participating, in a methodology that involved spending prolonged periods of 

time with an older non-related female (Lamb et a! 2001). These experiences suggest 

29 During the early summer of 2005 Saleha had to take a prolonged period of time away from the 
project. I was able to recruit two additional bilingual speakers, one with considerable advocacy 
experience who was able to help in feeding back information to families about the progress of 
the project. The other had considerable research experience in interviewing patients from the 
Bangladeshi community and worked on recruitment interviews. 
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a need to engage more fully with specific populations prior to project design to 

ascertain the most acceptable approaches to data collection29. 

The ongoing need for attending to the power relationships in the research process 

was illustrated during data collection. Anticipating limitations to my language skills I 

had made provision for regular joint visits to families with the project advocate. One 

mother revealed to the advocate that she was concerned that I had brought the 

advocate because I was angry about the behaviour of the other children. This 

indicated my poor understanding of the felt power relationship between the family 

and myself. Zaman (2004) illustrated in an ethnographic study of an orthopaedic 

ward in Bangladesh that the hierarchy of the poverty and violence from patients 

everyday lives was reproduced in relations with staff in the clinical setting. Bowes 

and Domokos (1996) in their study of Pakistani women and maternity services 

provision; suggest that listening rather than questioning providing opportunities for 

`muted' voices to be heard in a setting that recognised multiple dimensions to 

research power relationships. 

3.4.3 Vulnerable professionals 

The recruitment of staff to the project as informants during participant observation 

and in ethnographic interviews also revealed a further set of vulnerabilities, not fully 

anticipated during the preparations for the research. 

29 McCoy (2005) outlines how in her study of HIV positive patient's relationships with doctors she 
spent a considerable period of time observing services and talking informally to service users, to 
plan the most effective recruitment strategy, prior to starting recruitment. 
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My initial recruitment strategy of writing to all staff members in person (Appendix 

10) only resulted in responses from senior staff who had been involved in the design 

discussions. More junior nursing and medical staff did not respond, despite their 

enthusiasm for the project in presentations and their positive response to my presence 

in clinical settings. 

Place (1996: 115) illustrated graphically how the observing researcher may have no 

knowledge of the impact on clinical staff when he describes the differential recall of 

an event in the paediatric intensive care unit. 

I continued to have limited success in recruiting more junior staff to the study 

including professional interviews and began to see their lack of overt refusal3° as a 

reflection of their vulnerability. I suggest that there were considerable pressures on 

these health care professionals to participate. In an atmosphere of striving for 

excellence and the need for health care professionals to deliver evidenced based care 

a refusal could be construed as not wanting to achieve the best care for a group of 

patients. Professionals also had diminished confidentiality since they usually opted 

for interviews to be conducted in the workplace where their participation was visible. 

I reflected that my opening interview question, `tell me about your job? " framed the 

interview in a particular way and I suggest that all data texts need to be considered 

alongside the context within which they were produced. 

30 For one group of nurses a series of appointments were repeatedly cancelled due to sickness or 
work commitments. 
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These experiences demonstrate that information alone, however carefully prepared, 

is not necessarily empowering. The specific set of power relationships, whether 

structured by life span status, language, professional hierarchy or dependency for 

care and treatment needs to be accounted for and reported. 

3.5 Research relationships 

The relationships developed during field work are both a reflection of my own 

biography and how I worked on this with informants to create specific data and a 

representational account (Place 1996: 100-109). 1 begin this discussion with a 

description of how one specific aspect of my biography shaped my research identity 

and role. It became clear at my first meeting with the team that my nursing 

experiences were to be important in gaining access to this field. The most senior 

oncologist questioned me about where I had trained over twenty years ago and my 

experiences of working in that area of the city. Establishing my identity as a `good' 

paediatric nurse at the start of a meeting to introduce the project to the staff team at 

the centre, I suggest influenced my own subsequent behaviour. 

Doctor "I think that getting twelve children will be a 
problem, we don't have that many newly diagnosed cases. 
I can't remember the last time we had a Bengali child 
diagnosed. " 

PK "Although it would be useful to follow a child through 
from diagnosis, that may not be possible. I am interested 
in all of the time that children are treated and also in some 
of the children that have finished treatment". 

Doctor "But they will have forgotten the worst part-the 
really bad part; they will just be on maintenance. That will 
not tell you about the really bad bits ". 

PK "I think we may be making assumptions that diagnosis 
is the worst time for families, we think that it is the worst 
time-the initial shock and starting on treatments. I think 
that there may be issues about the maintenance time for 
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example that it would be useful to know about. " 
(Transcript from presentation to clinical team) 

This transcript illustrates a foregrounding of my nursing identity making a case as 

nurses often do with medical staff for children and families to be viewed in a 

particular way. Later in the discussion this person asked two important questions 

about the research and its potential benefit to patients. Rather than viewing the 

questions as a way of gathering information about a particular perspective, I 

continued to try and convince her of the validity of the proposed methods. Although I 

have come to see as Savage (2000) suggests these experiences as data providing 

unique insights into the `cultural world' being studied, at the time my focus was on 

convincing the team of the potential viability of the study and thereby gaining initial 

access to the field. 

Clinical staff were usually proactive in allowing access and almost never suggested 

consulting families prior to showing me into a cubicle or waiting room where the 

child and family were located. I suggest that my own familiarity with heath care 

settings and their structures and my embodied knowledge of the `rules' was apparent 

to health care staff, facilitating this. This insider knowledge could have limited my 

ability to perceive the strangeness felt by families, since I was in danger of taking 

this knowledge for granted. 

At times I also wished to show my competence as a researcher of children with 

health problems to promote ongoing access to the field. My identity and the way in 

which it was manifested during fieldwork was neither static nor neutral. 

Being non-Muslim alongside my age, gender and ethnicity identified me as an 

unusual participant in the lives of British Bangladeshi children and their families. 

Pollen (2002) describes how in Bethnal Green Bangladeshis are almost never seen in 
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the company of other ethnic groups in contrast to, white, Caribbean and African East 

Enders. Awareness of this was illustrated by one of the children participating in the 

study, during a short walk to a bookshop attached to the local mosque, we had 

stopped to talk with a school friend and his mother and an elderly neighbour: 

"1 was a bit worried about what people would think when 
they saw me walking with you, but they were fine; 
everyone was nice, weren't they? "(Fieldnotes) 

These encounters and the surprise on the faces of cab drivers, and people in shops 

when they realised that I was with families support Pollen's (2002) observations and 

analysis. Although my ethnicity can be seen as a disadvantage to access (that I 

sought to minimise by learning the language and behaving in a sensitised way to 

cultural and religious practices, for example in my mode of dress), it was also an 

important source of debate and discussion in fieldwork encounters, highlighting 

issues that a British Bangladeshi woman would have been expected to accept without 

question. In my case people asked what I thought about the food they ate, arranged 

marriages, the wearing of the Hijab and Islam, giving additional opportunities to gain 

data. Visitors to the children's homes were curious about my presence; I was a 

particular kind of visitor sometimes associated with the other professionals with 

whom families came into contact and on occasion displayed as someone strange. 

The importance of locating people within a specific set of kinship relationships was 

repeatedly illustrated to me during these discussions. Families solved the problematic 

nature of my lack of connectedness by declaring me a part of the family: 

"My mum says that you are her daughter even though you 
are older than her. " (Fieldnotes) 

"You can just help yourself to anything, don't be shy, just 
treat the place as your home. " (Fieldnotes). 
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Incorporating researchers through fictive kinship is a common feature of 

ethnography abroad (Gardener 1995). Briggs (1970) describes how her status as a 

`daughter' helped her to gain insights into how Inuit children were socialised about 

appropriate emotional behaviour. Her vivid description of `her family's' response to 

her display of anger shows the reader how living in the field can have very personal 

implications. I was slow to recognise the implications of these kinship relationships, 

but came to recognise that a `daughter' relationship involved obligations (to maintain 

contact after data collection had completed)31 and responsibilities (to act as an 

interpreter of English bureaucracies, helping to negotiate with health, housing and 

financial services) as well an entitlements to care (such as food provision on hospital 

and home visits). I came to recognise that the research relationships families 

developed with me- those of interdependence and shared responsibilities- were the 

31 In comparison to the attention given to access, leaving the field has received relatively little 
attention in the research literature (Hume & Mulcock 2004). Field relationships are addressed 
with a focus on the emotional costs of establishing and maintaining relationships (Lalor et al 
2006; Rager 2005; Watson et a! 1991). I planned a staged withdrawal from the field, providing 
written information and meeting with all staff and families during October and November 2005 
(Appendix 11), stopping initially going to hospital appointments, lengthening the time between 
visits, giving a final visit date and having a definitive ending. In addition I felt that the 
interviews I planned to conduct with parents would have wrapping up effect. I did manage to 
have an `ending' event with all of the children in the study apart from one whose parents had 
decided to withdraw from the study when treatment was completed. I sent this child and family a 
small gift and thank you letter. I emphasised that the data collection phase of the project was 
now completed and that I would not be able to meet with them in the way that I had before. 
Some children and families were strongly resistant to stopping contact. I offered to send them 
regular updates on how I was progressing with writing the project and to meet with them to 
explain and give them a written copy of the findings in the following year. All of the project 
participants still have my telephone number and I hear from a number of the participants from 
time to time, including invitations to visit, which I try to accept when possible. I feel an 
obligation to maintain this contact (or more properly not to exclude it) at least until I have 
completed the dissemination of results to families. There are some families with whom I find it 
more rewarding to maintain the contact than others (Canon 1989) and suggest that this 
discomfort is instrumental in preventing me from "disengaging" from the field in a more 
traditional sense. 
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relationships they had tried and often failed to develop with professionals. 

3.5.1 Adult researcher- child informant 

In developing my research relationships with children I wanted to create a balance 

between an overtly adult role by avoiding overt adult behaviours (Toren 1999) and 

by such total immersion in children's worlds to appear to be imitating a child (France 

et al 2000). Christensen (2004) describes this negotiated status as that of: 

"an ongoing balancing act between being recognised as 
an `adult' and at the same time avoiding the preconceived 
ideas, practices and connotations associated with 
adulthood or specific adult roles. " (Christensen 2004: 174) 

I suggest in agreement with Christensen (2004) that my willingness to join in 

activities and respect the communication forms they used established reciprocity 

between myself and the child informants. Clearly I was always going to be an adult. 

However, my acknowledged lack of competence and therefore need to learn from 

them in relation to language and religion in particular, identified me as a particular 

kind of adult. Other researchers have argued that `lack of skills' on the part of the 

researcher is beneficial in ethnographic research with children. In Emond's (2005) 

research with young people in residential care she was seen as an object of pity, her 

lack of understanding of the rules and routines of the unit and the missing of her 

home and family led many young people to adopt a supporting role. Corsaro & 

Molinari (2000) report benefits of limited adult language competence in their 

longitudinal study of children's transitions from Italian pre-school. 

My approach was at other times a source of confusion to children when I failed to 

impose rules on a game or was unable to maintain the ambiguity of the stance and 

slipped into adult modes of behaviour: 
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I am sitting with one of the children being nursed in a 
cubicle in isolation on the children's ward of his local 
hospital. He has an intravenous infusion running into his 
central line giving him antibiotic treatment. I have 
pressed the hold button on his infusion as we wait for the 
nurse to arrive. The machine gives off a sharp and 
irritating alarm noise to signal that the infusion is 
complete, by pressing the hold button, the alarm noise is 
muted. 

"Are you a nurse Paula? " 

"Well I used to be and some of the things you just do 
automatically. I forget I am a researcher now. " 

"Doing a project, yes that's important" (Fieldnotes) 

This highlights for me an important issue in relation to children's participation in 

research- that adults are able to adopt other roles as illustrated above, but children's 

own being in the world is constantly constrained by childhood. 

3.6 Analysis 

Analysis is seen as an ongoing activity present in all stages of the research project. 

Initial planning of the study required analysis of previous literature and 

methodological decisions that implied the ability of people to understand each other 

through the use of language and shared meanings. During fieldwork, initial analysis 

of data takes place in the field and the researcher makes decisions to pursue or reject 

a particular topic or activity and this extends into the writing of fieldnotes and the 

reflexive research journal. Reading of these notes suggested potential directions for 

future fieldwork. Finally what Davies (1999) has called formal analysis takes place, 

deciding on and making explicit themes, and interpreting the meaning and 

significance of these to create an account of a particular social world accessible to 

those who have not participated in it and recognisable to those that have. 
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't'able 2- Summary of data 

Participant observation location Duration (hours) 

In children's homes 

In clinical settings 

In community settings 

Interview data 

Children's Cancer Professionals 

Bilingual advocates 

Parents 

3.6.1 Constant comparison 

576 

380 

280 

Number of participants 

19 

4 

6 

Coffey and Atkinson (1996) argue that analysis is more than a matter of classifying, 

coding, collating or categorising data. Rather it relates to the representation and 

reconstruction of social phenomena. In order to achieve this I would argue that 

researchers need to be knowledgeable about their data and organise it in such a way 

that differences and similarities can be examined without the loss of its meaning- 

making context. The social meanings attributed to the impact of cancer on children's 

lives have been analysed using thematic analysis. (Coffey and Atkinson 1996). 

Brewer (2000: 105) defines the process in the following way: 

"Bringing order to the data, organising what is there into 
patterns, categories und descriptive units and looking fier 
relationships between them; interpretation involves 
attaching meaning und signif canoe to the analysis, 
explaining the patterns ". 
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In moving from reporting the information collected during eighteen months of 

fieldwork to creating an account and a reconstructed version of the social world in its 

micro-historical context, I have used the constant comparative approach throughout 

the period of the research (Brewer 2000). This means that all data was examined 

after collection to suggest how further fieldwork could be focused for that particular 

child and to look for similarities and differences across the data (Spradley 1980). 

The wide age range of informants provided a rich potential for comparison in relation 

to initial categories. For example observing the behaviour of the youngest children in 

relation to unpleasant treatments, I looked to see how the older children signalled 

their compliance in similar situations. Staff and parents gave descriptions of 

children's initial behaviour and I began to see the potential to examine the process by 

which children learnt to be `good' in clinical encounters. 

Although formal analysis requires the researcher to step back from data collection, it 

should not imply a distancing from the data (Roper & Shapira 2000). 1 printed out all 

of the data collected for each family of informants. Reading and re-reading of these 

transcripts, I immersed myself in the data in a similar way to my physical immersion 

in the field during data collection. Through this process I built up a picture of the day 

to day lives of each child informant and their families. I then scrutinised the 

transcripts for key issues that to me provided an illustration of this, looking for 

events that were both taken for granted and extraordinary. 

I made a preliminary categorisation of the words, actions, interactions or places 

described in the fieldnotes and developed from this an initial set of themes for each 

child informant. These patterns of data related to broad issues and often linked 

implicitly or explicitly to the theoretical themes of the research project. 
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The themes were cross-referenced within the data sets for the informants and across 

from one informant to another, to develop a more detailed picture and to look for 

shared or contradictory aspects. 

Some patterns began to emerge from this process, for example, in relation to children 

indicating transformations in themselves during cancer treatment. Where these 

patterns occurred, I also made what Emerson et al (1995) have referred to as 

memorising notes, that is questions to myself about the significance or contextualised 

meaning of the theme, in addition to further analytical tasks such as reviewing the 

literature or examining other fieldnotes. 

I continued to read and re read the data until no additional themes were apparent to 

me and I felt I had exhausted the connections between the different data sets. By 

constantly returning to the data I was able to maintain a sense of context for the 

thematic issues identified. The interview transcripts were managed in a similar way, 

by coding the content and comparing these accounts with observed ̀ performances' in 

clinical and home settings and returning to the text of the transcripts repeatedly. In 

treating two arguably different data sources in the same way I am making a 

deliberate statement about the validity of each data source. Clearly talking about 

`childhood cancer' and acting in childhood cancer settings are different 

representations of the social world. In treating each as a representation I have tried to 

move away from privileging talk over action. This has sometimes been a difficult 

stance to pursue, since there is both a powerful tradition in qualitative social science 

research in relying on interview data and a strong sense that quotations represent a 

faithful adherence to the `voice' of informants compared to the re-account of action 

by a third party, the researcher. Thus spoken data has the appearance of transparency, 
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being traceable back to a source of raw data recorded and safely stored. I suggest two 

problems with this argument. Firstly that since all data is the product of social 

interaction any reproduction (including audio) is a representation rather than an 

uncontaminated record. Further it is that very interaction that brought the data into 

being that social scientists are endeavouring to understand rather than a fixed notion 

of what a particular group of people really `think' about a given social subject. 

Also contested is the idea that talk is the most accurate representation of social life 

and that to be able to talk about something implies a greater depth and accuracy of 

understanding than other responses or expressions. I recall the poignancy of 

observing a father waiting in a small waiting area for his child newly diagnosed with 

cancer to return from a procedure under general anaesthetic. His body was held 

rigidly and his eyes never left the doorway from which a nurse or another member of 

staff was expected to emerge to say that he could go into the recovery area and rejoin 

his child. As other children arrived and waited with their parents, and recovered 

children entered and left, he moved closer to the door, seeming to will his body into 

the room beyond. When I asked one of the parents in the study, what it was like 

waiting, she responded: 

"You worry... but you get used to it" (Fieldnotes). 

These two examples of the same event in my mind have equal validity as data and 

merit equivalent attention in analysis. This approach to analysis has not therefore 

been linear but a cycle of reading, thinking, and writing, comparing and checking 

(Wolcott 1990). During this there has been a constant tension between the data as 

recorded and the interpretation of analysis. 
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3.6.2 A worked example 

In accounting for the analytical processes undertaken for this study I will use one key 

issue that arose during observation and show how I came to constitute this through 

analysis as a particular way of seeing interpreting in the context of childhood cancer 

care for children in families where English was not their first language. The key 

event from participant observation I identify here is the lack of official interpreter 

use in clinical consultations (see figure 1). 

As a parallel to the process outlined above, transcripts of fieldnotes and interviews 

were read and re-read and coded line by line to identify themes. The data was then 

extracted and placed on another piece of paper under the heading of that theme32. For 

some themes a coherent description and a theoretical link was attempted, others 

remained a one word headnote. Over time as other examples were added the label of 

the theme changed and was collapsed into another theme or subdivided further. The 

initial coding of transcripts had identified five themes in relation to language issues, 

Family interpreters, language impact on clinical encounters, language and status, 

speaking Bengali and bilingual children. The theme of family interpreters contained 

data mainly from the professionals' interviews, suggesting that professionals had 

considerable concerns about the use of family interpreters in order to convey clinical 

information to the child's main caregiver. This theme, derived from interview talk, 

32 I am grateful to Dr J Spiers University of Alberta for suggesting this as a method for the initial 
analysis of my fieldnotes during discussions at the 2005 qualitative research methods workshop 
held at the Institute for Qualitative Methods, Edmonton, Canada. 
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was a contrast with the observed practices during observation of frequent use of 

family members including children. 

I returned to the data to look for further examples of how `interpreting' came about 

in clinical encounters and further detail on the way in which families and 

professionals used and talked about family interpreters. This review identified further 

themes on the organisation of language resources, illustrating them to be firmly 

within the control of professionals, with families feeling that they had no access to 

these resources. Further examples in relation to family interpreters suggested that this 

could be divided into sub themes where different family members seemed to offer 

distinct challenges to professionals working with them as interpreters (Child 

interpreters, father interpreters, other relatives). It also highlighted a problem 

with the analysis to date in that it had failed to highlight the personal language 

histories of parents. Reviewing the theme family interpreters several staff had 

suggested in their interviews that many mothers did not speak English. This did not 

seem to match with my knowledge of the families in the study. 

This led to data generation or rather a representation or reconfiguration of data in a 

different format. I wrote a descriptive account of the language histories of each 

household of who participated in the study; I also included a case history on three 

other households with whom I had spent considerable time as a result of my work on 

the study. There were no children with cancer in these households. These 

ethnographic case histories of language highlighted the relevance of migration 

history in relation to English language skills and suggested further that those 

expressed professional concerns about fathers as interpreters were embedded in both 

historical patterns of migration and a concern with a model of mothers as 
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appropriate care givers of sick children. 

A review of the limited examples where official interpreters had been used 

(including my use in the study), indicated that using an interpreter provided a visual 

marker of lack of language skills in `public' clinical settings, suggesting a particular 

identity for actors in this context. The overt presence of an interpreter meant that 

information would be shared with third parties: concern about this had been 

expressed by professionals, who also extended this concern to the use of official 

interpreters, identifying the need for policing the interpreting encounter. Reading 

and thinking about the data and the categories of meaning I had ascribed to it 

suggested a tension between an acknowledged need for language resources and the 

discomfort associated with using interpreting in the day to day practices of childhood 

cancer care. Professionals highlighted the need for interpreting as a way of delivering 

important information to families (one way information: professional to family) as 

opposed to an information exchange. This provided a partial explanation for the lack 

of use of language resources in the clinical practice settings as a way of managing 

loss of professional control. The risk and utility of interpreting seemed to lie in its 

potential for disclosure and it needed to be carefully controlled, in order that this 

could be managed through those who could give accurate information in a manner 

determined by professionals only, to those whom they determined had rights to this 

knowledge. 

In conclusion professionals in particular experienced interpreting as a risk laden 

process, through its potential to disclose sensitive and important clinical information. 

This information was anticipated to be under the control of professionals who 

expected to be able to give it to appropriate family members, as a priority the child's 
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mother, followed by the child and then their father. The absence of official 

interpreters in the clinical setting can be partially explained through this analysis. By 

presenting an account here of the steps taken in moving hack and forth between data 

and ways of explaining the social action observed and heard I have attempted to 

make clearer the claims made within this thesis. 

Figure I Interpreting as disclosure 

3.7 Challenging ethics 

The analytical processes outlined in the previous section provide little insight into the 

moral and ethical concerns of data collection and representation. I turn now to 

consider the implications of interrelationship between research in the social world, 

personal biography and the structures within which research operates to provide an 



illustration of Alderson and Morrow's (2004) guidance that it is the ability of 

researchers to continually engage and grapple with the processes of research in 

action that can help move research toward ethical conduct. I outline in Appendix 12 

the general ethical principles I applied in the conduct of the study. 

3.7.1 Negotiating ethical structures 

Alderson (2004) outlines the benefits of formal systems of research approval33 in 

providing a way of exploring the implications of a given research project through 

external and systematic scrutiny. The current national system has received 

considerable criticism for being bureaucratic (Greenhalgh 2004) and in child health 

effectively excluding researchers from non-clinical backgrounds (Stalker et al 2004). 

33 The need for regulating research in the field of heath care has been recognised since the 
discovery at the end of the Second World War that the professional ethical guidelines would not 
necessarily protect particular groups of patients from unethical research. Recent British enquiries 
into children's services (Kennedy 2001) have contributed to a major review of research 
regulation in health care (Department of Health 2001). The research governance framework 
involves the Research Ethics Committee (www. coree. or . uk), the heath care provider (usually 
an NilS Trust) and the sponsor of the research (funding body, principal researchers, employer 
or academic institution) in a relationship with the researcher designed to safeguard the rights of 
participants, including institutions and act as a series of checks on poor research. In addition 
they undertake an ongoing monitoring role of the research process. 
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In this study two Research Ethics Committee (REC) and four research governance 

applications were a time consuming but highly focused experience. I noted a range of 

inconsistencies between research governance bodies and REC's despite national 

guidelines; only one organisation requested a copy of an enhanced Criminal Records 

Bureau check34. I outline here how I underestimated the potential for completion of 

these formal ethical safeguards to divert me from a continual appraisal of the ethical 

implications of the research study. One of the requirements for my first COREC 

application was to provide a more explicit definition of ethnicity (Appendix 13). 1 

interpreted these recommendations as suggesting that ethnicity was fixed and could 

be externally defined. My own view at the time (expressed in my response) was that 

people defined their own ethnicity in dynamic and flexible ways. Although I would 

still support this assertion I failed to fully take account of the fact that at the same 

time ethnicities (and other categorisations) are imposed. This became apparent 

during data collection when clinical staff had considerable difficulty in identifying 

potential informants because of the way in which ethnicity is essentialised without 

any forum within which to develop dialogue between professionals and patients. I 

argue below that there is a need to consider carefully representations of ethnicity (or 

any other category of the person) as morally laden research activity. 

34 These were incorporated as 'good practice' measures in health, social and educational settings 
where employees would come into contact with children following the Soham murders in 2002. 
Interestingly there was no process within the research governance structures I dealt with of 
applying for this check which has an associated fee for researchers. Applications can only be 
made through designated organisations I approached an independent organisation working with 
children who made the application through its structures. 
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3.7.2 Reflexivity and representing communities `under siege' 

Loftland & Loftland (1995) advocate the importance of ethnographic researchers 

recording their own responses to the research situation; they argue that the 

researcher's own response may mirror that which is observed in the field amongst 

participants. Writing in my research diary about my own emotional responses to the 

highly negative (and policy sanctioned) approach to British Muslims during the later 

part of 2005 and early 2006,1 was aware that I needed to be very cautious in my 

representations of data that related to Islam in order to avoid the temptation of 

presenting an opposing view based on my felt injustice for informants rather 

conducting an analysis of the data. Kleinman and Copp (1993) report on the way in 

which political views (as white liberals) shaped their fieldwork (failing to mix with 

black students) and analysis (a reluctance to attribute hierarchical views to black 

students). 

"We must consider who we are and what we believe, when 
we do fieldwork. Otherwise we might not see how we 
shape the story. "(. 1993: 14) 

They argue that the taboo against portraying participants as victims may also lead to 

omitting central features of their experience. Thus I may have been reluctant to 

depict the situation of children acting as interpreters in a negative way, underplaying 

their dislike of the situation and their use of it to manipulate information. I have 

therefore questioned whether there are other perspectives that could provide 

alternative explanations and whether in focusing on health care I could be ignoring 

issues of ethnicity, religion or kinship. This activity is not only self-reflexive (Davies 

1999) but demands accounting for why the views of others (supervisors, researchers, 

bilingual advocates, children) may be situationally weighted when considering 

research decisions. 
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3.7.3 Child focused ethics and adult responsibilities 

The principle of seeing and responding to children as active agents in research 

conduct can create tensions with the `adult' responsibilities of researchers. One 

example of this is collusion with children on resistance to treatment- in this case 

medication. There were numerous examples of children protesting in relation to 

medication at home or in the hospital setting, and in these situations I took the 

position of observer rather than participant. At times parents attempted to draw me 

into their negotiations with the child, including threatening to leave with me rather 

than remain resident with the child. I have resisted my `nursing' (adult) instincts to 

encourage the child or offer alternative management strategies to parents and 

recorded this as data. 

Below I detail an example where I was the only adult with a child who was resisting 

medications left for him by a nurse. The child, aged 10 at the time of the observation, 

was required to have regular mouthwashes as part of his treatment. He found these 

unpalatable, and after the nurse had left the room said: 

"Right now she has gone this is what I will do with this ". 
(walking over to the sink) "Come on Paula she will never 
know, it will be a secret. ' 

PK "I have another idea, let's see if we can have a 
competition with this, I am sure I can do it. " We then each 
took some of the mouthwash in a small cup and tried to 
synchronise our rinsing and spitting. It was pretty 
unpleasant, we both agreed. I reflected on my inability to 
sanction medication refusal (as perhaps another 
researcher may have done) and my desire not to be 
another cajoling adult, encouraging medication of 
perhaps in this case limited efficacy (Fieldnotes). 

This episode led me to reconsider how roles and relationships developed during 

fieldwork can be seen as potentially harmful. The nurses on the ward might have 
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reasonably expected me to ensure compliance with medication. In contrast the 

purpose of the study was to discover how children themselves manage the day to day 

experiences of treatment; interventions as described above change and shape the 

social process in a particular way. 

3.8 Summary 

This chapter has outlined some of the key issues I encountered in conducting a multi- 

sited ethnography of childhood cancer as experienced by British Bangladeshi 

children and their families. I have argued that data was co-produced through the 

interactions of the researcher and informants during fieldwork and represented 

through fieldnotes, transcriptions of interviews and analytical processes to create an 

ethnographic text. These interactions were not unproblematic and depart from the 

classical account of ethnographic field work where the naive researcher gains 

eventual acceptance often demonstrating to the reader through an autobiographical 

vignette their ability to reveal the field in a knowledgeable way emerging triumphant. 

Rather than this linear progression I experienced both fieldwork and the production 

of the written text as a series of negotiations which were often imperfectly balanced. 

Power relationships revealed expected vulnerabilities of language and childhood and 

unexpected vulnerabilities of professional hierarchy and vulnerable adults. The 

failure to resolve these and other ambiguities relates, I suggest, not simply to my own 

lack of skills as a researcher but to the very nature of social research. This selective, 

personal and particular representation of a social world during a particular time in 

history reflects Savage's (2000) identification for ethnographers to "represent and 

reconstruct social phenomena". The validity of the representation can only be judged 

through the reading of an explicit account of the processes undertaken in data 
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collection, presentation and analysis. 
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Introduction to chapters four, five and six on cancer childhoods 

This group of linked chapters presents analysis of data concerned with the theme of 

childhood. It seeks to describe and explain how the social actors in this study 

responded to the impact of children's diagnosis and treatment. The ethnographic data 

illustrates that although children, parents and professionals recognised, similar issues 

their definitions and responses contained significant differences. Three concepts are 

presented to explain cancer childhoods: compromised, transformed and restored. 

I will demonstrate that cancer was not only viewed as a threat to the life of the child, 

but was also seen to have the potential to compromise `childhood. ' Parents and other 

adults offered accounts of how children had lost aspects of their `childhood' during 

cancer diagnosis and treatment. Children resisted these accounts through their 

construction of themselves as play experts although they and adults recognised 

significant restrictions to their autonomy in relation to physical and social play. 

I will go on to explore the idea that children, parents and health care professionals 

constitute a child with cancer as being changed by their cancer diagnosis. This 

process-which I will call transformation-can be seen as both material and 

representational35, for not only was the child transformed into another sort of child, 

but was also thought to experience an unexpected childhood. Children were aware of 

" Prout (2000) has suggested that the interpretation of data from and about children needs to 
account for both their changing biological states, the materiality of their bodies and the way in 
which this is represented, the social significance of changing physical bodies. The changes in the 
bodies of children with cancer were not those expected or celebrated in the usual accounts of 
childhood. 
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the transformation of their material bodies and the way in which it changed their 

perception of themselves and the way that others perceived them. They responded by 

seeking the retention of their pre-cancer selves, and resisting normalisation attempts 

while they sought to accommodate their transformed cancer bodies. Parents 

experienced transformation as a loss of the child they had before treatment and 

replacement with a child that was more vulnerable and transgressive. The resulting 

relationship between children and parents was characterised as one of close physical 

proximity and increased interdependence. 

Following the idea of childhood as a compromised and transformed state for children 

who are ill with cancer, I turn to the strategies used to restore childhood through play 

and education. I will argue that this process of `restoration' formed an important 

strategy for health care professionals in particular. Non-health professionals 

maintained a stronger acknowledgement of illness and treatment as problematic and 

the consequences as less open to rectification. Parents were seen to be protective of 

children whilst trying to balance the many demands of the illness. Children used 

resistance to counter the `ideal' of normalisation advocated by the professionals and 

the protective measures of their parents. 
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Chapter 4- Compromised childhoods 

"She has lost her childhood through this illness. It has 
gone. " (Indira's mother) 

The data in this chapter suggest that cancer as an illness was a threat to childhood. 

There were different perceptions of the nature of this threat and the way in which it 

could or should be managed. 

In the data extract below, one of the health care professionals outlines that despite the 

life threatening nature of the condition a key professional role was to enable this 

compromised state to be managed with normality. Thus perhaps the most abnormal 

or compromised state for Western childhood- that of child death- can be responded to 

not just through initiating treatment (as might be expected from a clinician), but 

through preserving normal childhood. An explicit part of the professional role was to 

change peoples' (parents') minds about the response to a life threatening illness in 

childhood: 

PIS (HC) - "People do change their perspective on things 
and you know as someone in oncology that is one of our 
jobs, that even though it is a life threatening condition and 
your child could die, you try and create that normal scene 
as much as possible and I see that as one of our important 
jobs and you know that is our objective. " 

The reality that cancer could compromise childhood through death was something 

that children, families and professionals were all aware of although there was a 

widespread reluctance to discuss this: 

P113 "We don't like to say terminally ill even though we 
may lose the child; that seems too harsh ". 

Mother of Sayeed "He used to say he didn't know this 
would happen to him. `Why did it happen? ', `Why did 
Allah give him this disease? '. He then says `Mum if I don't 
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survive then this or that'. You know stuff that you can't 
really talk about. " (Parent interview translated from 
spoken Sylheti by transcribers) 

4.1 Clinical compromise 

There were a number of other ways in which childhood could be compromised 

through cancer, such as the clinical effects of the treatment which could result in a 

removal of the previous protections put in place by parents and clinicians: 

Assia and her family have attended the appointment to 
obtain the results of her final Bone Marrow and lumbar 
puncture and find out the plans for future follow-up. The 
appointment was delayed by several weeks as there was an 
outbreak of chickenpox in Assia's school and she was 
unable to attend either school, (which was a risk to her in 
view of her compromised immune system) or the clinic 
(as she could have posed an infection risk to other 
children with cancer). 'It was OK the appointment, the 
doctor he told us that she would need all of her 
immunisations again'. 'She has to have them all again as 
if she was a baby'. (Fieldnotes) 

As indicated above children could both be at risk and simultaneously pose a risk to 

other sick children. The treatment had compromised her immune system and negated 

the normal childhood protections provided by the immunisation programme she had 

received as a baby. As a result immunisations would need to be repeated, giving the 

sense of starting childhood all over again after the completion of treatment. The 

biomedical implications of an inadequate immune system are extended to include a 

sense of a compromised state of childhood, in existence throughout her treatment, 

which could now be rectified, retrieving immunity and childhood through 
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immunisation. 

The demands of treatment limited the opportunities for children to participate in 

school in the hospital setting36; physical symptoms such as nausea, pain and fatigue 

prevented visits to the school room and even children who felt able were often 

subject to interruptions in the continuity of school routine: 

Pl 11- "Don't forget when they are in school they often get 
taken out every, the nurses are in and out all the time 
checking their blood pressures, giving them injections, 
taking them out to see the doctor, bringing them back so 
there are constant interruptions. You often find you've just 
got them settled and they have to go and see doctor so and 
so down the corridor or sometimes they are sick, they 
throw up, and they have to go back to bed. Some days 
they aren't fit to come to school and are just too unwell. " 

The need for specific markers of childhood in the hospital setting37 is a further 

indication of the way in which children's illness was viewed as problematic, 

removing them from the world of childhood to that of adults and professionals. 

4.2 Placement in the world of adults 

The provision of school and play facilities for children in hospital settings suggested 

that the adult world of illness, needed to be altered to meet their needs: 

36 School in hospital is a statutory requirement for children who are patients for longer than seven 
days and the local education authority is obliged to make provision for hospitalised children by 
allocating teaching resources. The larger hospital units have a designated school room within 
the hospital and teaching staff are integrated within the care provision of children in hospital. 

" This is in contrast with adults who are often denied the markers of their adult identity in 
hospital settings. 
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Today the usual lift is broken and I have decided to walk 
up the stairs to the children's ward. It's a long hard climb. 
Pausing for a rest I am struck by the decorations; bright 
murals depicting Disney cartoons and other children's 
characters have been painted onto the walls. There are 
also notices encouraging people to 'Keep going, soon you 
will reach the children's ward and be welcomed'. 
(Fieldnotes) 

In children's wards the walls, ceilings and floors are often decorated in a child 

oriented manner, suggesting both a need to distinguish this as ̀ child' space and that 

there is homogeneity about what will appeal to children. The implications for a child 

of an adult world of serious illness were a concern to professionals. In particular they 

identified children whose language abilities drew them further into adult spaces and 

roles. The professional speaking in the following extract characterises the child as a 

"little man", and questions the adult status of his mother in relation to her knowledge 

of his treatment: 

P18 "Well we have that one example last week, who is the 
translator very often, within the treatment and so on, so I 
assume, it sounds as if he is actually very aware of his own 
treatment and almost has to teach mum. That is my 
perception on this, but maybe she does know more, but it 
seems that he is really, being a really strong little man 
really within his treatment. " 

4.3 Denied rites of passage 

On the other hand parents while recognising the increased clinical vulnerabilities of 

children also drew attention to their exclusion from significant childhood rites of 

passage. Although the professionals used age and developmental stage as a marker to 

denote appropriate childhood activities, parents were more likely to refer to 

significant events in their child's social, educational and religious lives. Yasmin's 

mother described that her daughter's establishment in secondary education had been 

halted by cancer: 
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"She hasn't really been able to have that at all, she had 
just started a few weeks I think only and then she relapsed 
so she hasn't been able to go at all. She has missed it all. " 
(Parent interview) 

Cancer losses for Yasmin also included in her parents' view the failure to begin 

menstruation, compromising completely her status as a young woman. After her 

daughter had left the room to join her siblings and father downstairs her mother 

commented: 

"We were worried about our other daughter (they warned 
us, the doctors that it could happen)38, but she has started, 
not Yasmin though she has lost it all. " 

Bangladeshi boys could also be denied significant rites of passage during treatment if 

it occurred during the time they were expected to be circumcised: 

Kowsar's father "It should have been earlier usually we 
do it when they are younger-39, but he has had to wait, for 
him we have had to wait until after treatment, for the 
doctors at the hospital to give us permission to go ahead" 
(Family interview) 

The negotiation of this `permission' from the oncologist in clinic indicated some of 

the tensions between parental and professional notions of compromised childhoods 

for children with cancer. On completing treatment clinicians were concerned to 

ensure that children were re-immunised, to restore their depleted immune system. 

This re-immunisation was carried out in the primary health care setting authorised by 

38 In this family two children had been diagnosed with Leukaemia and had treatment at the time 
of the study one daughter had been in remission for nine years. Infertility is an acknowledged 
side effect of childhood cancer treatment (NICE 2005). 

39 The age of circumcision for Bangladeshi Muslim boys is before puberty. 
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General Practitioners, who were often reluctant since they had records of the child's 

previous immunisation and had had little contact with the child during cancer 

treatment. The parent quoted above had made several trips to his local surgery to 

clarify this and raised it as a problem in the oncology follow up clinic alongside his 

desire to arrange his child's circumcision without delay. Having written several 

letters to the surgery the oncologist was becoming frustrated with the lack of 

progress in this area that was seen as an important marker in oncology treatment 

progress. The discussion on circumcision was very brief only confirming that it 

would be safe to go ahead. The repeated attempts of Kowsar's father to discuss the 

difficulties in organising this process and his requests for a recommended 

practitioner were diverted, since this procedure fell outside National Health Service 

provision40 and lacked the status as a marker of childhood. 

The child was viewed as compromised by his lack of immunity by the professional; 

vulnerability in this case is enhanced by the failure of the local health service and the 

parent to achieve re-immunisation. From the family's perspective his vulnerability 

related additionally to his uncircumcised state as a Muslim and Bangladeshi boy. 

This provides an example of the coexisting relationship between vulnerability and 

40 The local primary health care trust had recently introduced a `non medical' circumcision 
service that families could access for a fee of £100. This service was only available for children 
up to the age of four months and had been developed in response to a local audit identifying a 
number of children needing medical follow-up following private circumcisions. An evaluation 
of the service indicated that the majority of parents using the service were first time parents and 
little data were available on services for older children who were obliged to go to a `private 
practitioner'. The charge made and the level of service in relation to follow up varied and 
families were obliged to rely on word of mouth recommendations from other families in the 
locality. Kowsar was eventually circumcised at a financial cost of £120 to his parents. 
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transgression, Kowsar was transgressing the expectations of his religion and culture 

by being uncircumcised and failing to return to normal childhood by remaining un- 

immunised. The different priorities of parents and professionals could additionally 

suggest a difference in the way in which children are constituted as vulnerable. 

4.4 Adult responses to cancer 

Professionals suggested that Bangladeshi children with cancer could have their 

childhood further compromised by the reactions of their parents to the disease and 

treatment. These included parents being more protective than `appropriate', such as 

in relation to giving children information about their diagnosis: 

P13 (HC) "Parents are very clear, they make it very 
explicit that they don't want the child to be told that he or 
she has cancer but we try to tell the parents that that is not 
possible. " 

Although the desire to protect children from distressing information was regarded as 

understandable, professionals made strenuous efforts to persuade parents that it was 

in the child's best interest to have the information. One professional related the story 

of a family who had been very reluctant to tell their teenage daughter (and her older 

teenage siblings) about her diagnosis. After a period of intensive persuasion the 

family had agreed to the staff providing the child with the information: 

P11 "They couldn't be there when she was told; they found 
it too difficult. They were very very emotional especially 
the dad, he was in tears all the time. He or his wife 
couldn't be there when she was told. A doctor and a nurse 
were there with her which I think was, that was quite sad, 
that her parents weren't there although she (the child) 
coped with it quite well afterwards. " 

In retelling the story the professional, although sympathetic to the parents' distress, 

indicated that they were not only compromising the child's rights to information but 
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in being unable to be present during the disclosure of diagnosis had failed in their 

role as parents of a sick child. The picture of a child abandoned without the expected 

supports of childhood (parents) during times of distress is evoked in the 

professional's account of the events. 

Professionals were seen as adhering to a particular model of children's rights. Lack 

of information about their illness was seen as undermining their rights as 

autonomous patients. Yet children were dependent and could be compromised by the 

actions of adults as shown in relation to re-housing issues where the `rights' of a sick 

child to adequate housing are threatened. 

P11 "Unfortunately there was some dishonesty going on 
within the family about who was living there and who was 
registered, and that nearly lost them their priority place. 
That was another case of having to beg and plead with the 
housing department not to punish this young girl who 
needed to be re-housed. Yes the parents had done 
something wrong. " 

In summary these examples show the complex ways in which children could be 

compromised by cancer diagnosis and treatment, revealing a range of vulnerabilities 

that adults attributed to their day to day experiences. Below I consider data from 

children that suggests to me that rather than viewing their childhood as compromised 

by cancer diagnosis, they recognised specific restrictions and developed strategies to 

resist these. 

4.5 Cancer restrictions 

Diagnosis and treatment for childhood cancer was viewed by children as limiting the 

scope of their play activity. 

The most common limitation to play activity was in relation to physical play in 

126 



which children on treatment seldom participated. In the extract below, one of the 

children indicates resistance to the restrictions his mother placed on his physical 

play, by drawing on the `cancer' expertise of the health care professional in the 

oncology clinic. His bid for autonomy is initially successful, although as he tries to 

expand his request the professional withdraws support: 

"It's notfair 1 want to get a skateboard but my mum says 
that I can't because of my cancer, but I want to, can I? 

Nurse "Well I think that it would be OK if you are careful, 
you have to take a bit of extra care. " 

"She says that I can't take it downstairs and in the road 
but I think it would be great. " 

Nurse "I agree it would be too dangerous on the road but 
perhaps you could use it in the house, I think it would be 
okfor you to have one. You can go out and play you just 
need to be careful about your line you know, and when 
your platelets are low. " 

(Fieldnotes) 

This exchange suggests that it is possible for children with cancer to have access to 

play including outside, but during this they have a responsibility to take care of 

themselves in relation to the particular vulnerabilities of their illness. The suggestion 

of using the skateboard (an outside activity) in the house is an indication that 

particular types of play are not permitted for children with cancer. 

These restrictions seemed to arise from a combination of factors; the nurse refers to 

the bodily vulnerabilities bought about through cancer treatment in this case for 
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leukaemia41. This limitation also compromised children's opportunities to be full 

participants at school since the playground at break times seemed to be viewed as 

off- limits for several children in the study as was participation in sport. 

41 When platelets are low following chemotherapy, bleeding is more likely and can be prolonged 
either through trauma or spontaneously. The appearance of unexplained bruises is a diagnostic 
feature of leukaemia and something that families are instructed to look out for and report 
immediately to the oncology team during treatment and for the first few years after treatment 
has stopped. 
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4.5.1 Restrictions on social and family relations 

Parents regarded their children as particularly vulnerable outside of the home and 

outside of their observation. Children were seldom separate from their parents 

especially outside the home. It was very unusual for parents to leave a child with 

cancer in the care of any other adults including family members. Their perceived 

vulnerability seriously restricted the kinds of people who could be relied upon to care 

for them to those who like myself had both specialist, clinical knowledge of cancer 

and particular knowledge and the trust of the child. I spent periods of time with some 

of the children in the project at home whilst their parent made short trips to the bank, 

shops or to their own health care appointments. For one family I spent the day with a 

child whose mother was admitted for day case surgery. 

In general though children were limited in their social activities and parents had to 

organise their lives around keeping the child close. 

The restrictions on visiting relatives and having relatives come to your house were 

commented on by several families as one of the worst aspects of cancer treatment: 

"Well you know what we like to do we like to go and stay 
over with my mum, just pack everything up and go and 
stay there in the holidays for weeks, but with her illness we 
can't do that and it's the same for them coming here. Any 
of my relatives or my husband's relatives we have to say 
`don't come if any one has a cold', and we can't have too 
many visitors. You just don't know what germs they can 
bring in from outside" (Parent Interview) 

The mother above indicates that children are vulnerable in a particular way, which is 

full of uncertainties, not just in relation to people but to the outside, regarded as a 

dangerous environment and leading to a state of sequestration from members of the 

extended family. These restrictions on socialising with extended family members 
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were felt especially at festival times such as Eid42. 

PK -"What did you do on Eid day? Did you go to your 
cousins? And wear your new Eid clothes? " 

Child- "We didn't go. My dad and my brothers went but I 
had to stay home with my mum, my mum cooked the food 
for them and for our neighbour, her daughter you have 
met her she came to collect it. That was it. " (Fieldnotes) 

For the sick children, the opportunity to visit the extended family and be with their 

children was highly valued. On the occasions I observed this at home usually with 

children who had completed treatment they were delighted to playing with the others 

especially if they were younger. They often reminded me about it on subsequent 

Visits: 

Abed "it was fun when the other children were here 
playing the crocodile game. " 

PK "Yes that's a good game to play with lots of people, 
Were they your cousins that came the last time? " 

Abed "Yes the boys and two girls, they like to come and 
play, the boy he is good he is my Bhai" (brother) 
(Fieldnotes) 

That this was an unusual event, and therefore worthy of frequent discussion 

afterwards indicates the limitations placed on the lives of children on treatment. 

The most talked about restriction to family activities was travelling to Bangladesh; 

all of the parents and many of the children alluded to this. For parents it meant that 

they could not visit their parents or attend funerals or weddings of close family 

42 Festival to celebrate the end of Ramadan 
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members, or accompany family members from Britain when they travelled to 

Bangladesh43: 

"Not being able to go to Bangladesh - that's the worst 
thing about this illness" (Parent Interview) 

Sayeed "The doctors my doctor you know him he is so 
mean he won't let us go anywhere". 

PK "Where do you want to go? " 

Sayeed "Well you cannot go to Bangladesh and that is just 
notfair" (Fieldnotes) 

Children were strongly aware of the specific restrictions placed on them through 

their cancer treatment. They resented them and were active in trying to negotiate 

their way around them, often appealing to health care professionals against 

restrictions imposed by parents and making repeated petitions to professionals 

against restrictions on travel to Bangladesh. In this way children resisted some of the 

implications of their illness and I would suggest did not construct their own 

childhoods as compromised. They saw illness as making them more than normally 

vulnerable to adult control and sanction and as a response offered a number of 

strategies to resist this including presenting themselves as childhood experts in the 

field of play. 

°J Although several parents of the children in the study had, older family members (parents, older 
siblings and aunt and uncles) living in the UK some did not. The most usual practice would be 
for one male family member to travel from the United Kingdom to Bangladesh and return 
accompanying elderly or female relatives. If this was not possible families arranged to pay 
someone in Bangladesh to escort the traveller on occasions with unsatisfactory results. 
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4.6 Strategies of resistance 

During play44 at home children often asserted their rights as experts in play, they 

took the lead in setting up games and showed pride in their achievements of either 

completing a task, such as a puzzle or winning a board game such as chess. They 

expected to master the activity, which was sometimes familiar to them or to have 

specific help in order to continue: 

In the main family room I spend the time taking off my 
coat and talking to Hanifa's grandmother in Bengali. 
Hanifa comes back into the room carrying a box, which 
she hands to me and then sits down cross-legged on the 
floor and looks expectantly at me. It is clear that this will 
be our first activity. She has given me the box of lacing 
cards (brightly coloured cardboard shapes of animals with 
a pattern of holes for laces to be threaded through). Her 
younger brother has noticed what we are doing and 
crawls over to join in. Ilanfia sharply tells him off. After 
several rounds of this game Hanifa signals that she wants 
to stop by replacing the lace cards in the box, as opposed 
to the talking and play imitation we have done with them 
up until now. (Fieldnotes) 

Hanifa was three years old at the time of this fieldwork; she demonstrates that this 

play activity is her domain and area of expertise. Although she recognised that I had 

brought other games and activities, she selected this one initially, asserting both her 

ability to make a choice in play and her skills in this task. The help she required was 

as The data presented in this section should be seen in its context as being collected as part of the 
project in a similar way to data collected by other respondents talking to the researcher. That is 
it is framed by the research process, rather than simply observing play occurring in natural 
settings. In collecting data with children, play was seen as the most appropriate approach. It 
gave considerable flexibility and allowed participants some autonomy, to decide the duration 
and type of activity during participant observation. Rather than choose a particular type of play 
(such as drawing) the activity was tailored as far as practicable to the particular interests or 
wishes of the child. 
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specific and although we played an interactive game with the completed laced animal 

it was clear that she recognised herself as the expert `child' and that the role of the 

adult was to support and observe, rather than engage as a full participant. 

Children encouraged my participation either in games that involved turn taking or 

when we worked on creative activity: 

"Why aren't you drawing a picture Paula You can do one 
too" 

"Which key ring are you going to make? You can do the 
lion if you like ". 

I am having difficulty taking out the game he has selected 
from the bag because it is stuck so tightly in. "I can do it" 
he says and takes hold of the bag taking out the other 
items first and then eventually taking out the Tumbling 
Monkeys game. "Did you know it is going to be 90 
degrees tomorrow" he says. "Is that hot? " I say. "90 
degrees? " he emphasises "very hot". He opens the box 
that the Tumbling Monkeys game is in and starts to put 
together the construction for it. He puts it together with 
more skill than he did the time before and he is quiet. 
This time he does not boast about how he is able to do 
this (Fieldnotes). 

This older child (aged seven), displays for me his expertise in constructing the game 

ready for play and his confidence in the predicted weather temperature. On the first 

occasion we played this game, he was pleased to see that it was a game he knew. It 

was usual for the children to assume knowledge and expertise in games or activities 

that I brought to fieldwork visits even if they clearly had no previous experience or in 

fact did not know how to play the game. Their assumed knowledge suggested to me 

that they recognised this as a clear area of their own expertise (or one in which they 

were expected to have skills) compared to a novice adult like myself. 

Children were observed not simply to define themselves as play experts which I see 

as an assertion of their rights to childhood, but additionally demonstrated resistance 
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to play restrictions through creating alternative sets of rules and reversing the roles in 

play narratives to illustrate their potential for power over adults. Children were 

aware of adults as rule makers and the most usual role for adults in children's play 

was as regulators, to ensure that, particularly when other children joined in, the rules 

were followed. Since I was interested in both how children developed their own rules 

during play and to try and facilitate some reduction in the power relationships in the 

research setting, I made a point of not enforcing traditional game rules during play: 

Rafiq and I start to play the snooker game. In this strict 
turn taking is observed. Ile sets up some of the balls in the 
middle inside a triangle and has the white ball as the cue 
ball set in the middle of the table. I ask him if these balls 
should be included. "No" he says "not in this game. You 
are the yellow ball. " he says "It's your job to get the 
yellow balls into the pocket. "I note that there are fewer 
yellow balls than there are red balls. I have a reasonable 
amount of success with this, pocketing a yellow ball on my 
third attempt. As usual, as we go along Rafiq indicates 
that there are other rules to this game, other than strict 
turn taking. If you pocket a ball you get another turn. If 
the white ball goes into one of the pockets, the other 
person gets two extra goes. Later on in the game he says 
to me "If you get the black ball in then you are the winner; 
you get 50 points. " His enthusiasm for this game is 
considerable as is mine. The success of getting the ball in 
the pocket cannot help but make you feel pleased with 
yourself after each shot. He starts to say "Aha. " Whatever 
the shot is, whatever its success, he uses this expression at 
the end of each shot. When a ball is pocketed both he and I 
jump up and down pleased with our success. Later on he 
starts including some verbal expressions of his success. "I 
am the man. " he says. "What am I? I am the man ". 
(Fieldnotes) 

In the above extract the child creates a complex and changing set of rules for the 

game that we are playing. The game itself generates excitement and desire to win in 

both of us and seemed to me to typify the enjoyment these children often associated 

with play activities. During this game and others played with this particular child his 

older sister made several comments about his lack of adherence to the rules and 
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suggested that I should not play with him if he didn't stick to the rules. 

"He has looked at your card so that he can win. "(Fieldnotes) 

Games were played with an evolving set of rules within which I did not play the part 

of a traditional adult enforcer. At home parents seldom participated in the games. 

This is in contrast to the hospital situation when parents often participated in play 

activities. I suggest that this child and others observed in the study used play as a 

way to demonstrate autonomy and introduced rules to emphasise this, indicating that 

in addition to maintaining expertise in play during illness they had an additional 

measure of control in creating rules. A further example of autonomy in play was 

provided when children illustrated the usual hierarchical relations between children 

and adults in their play narratives: 

"OK Paula you are going to be the mummy and I am 
going to be Assia, what you have to do is wake me up for 
school and then when I get up I have to wash. You have to 
help me and then I get dressed and you will say goodbye 
have a good day at school. " We played, pretending to 
sleep by lying down on chairs with our eyes closed and 
then going into the bathroom, to wash faces, followed by 
the goodbye script. After some repetition we changed roles 
and I became the child going to school. (Fieldnotes) 

The detail that this child insisted on in the laying out of this game, which took place 

shortly after she had just started going to school, suggested to me that she was 

replaying actual events and highlighting aspects which were important to her. On 

some occasions these narratives included aspects of her treatment, "I am going to 

give you an injection, it's going to hurt" (she mimes giving an injection into the 

forearm). "There all done (she rubs over the arm). "OK now? " The majority of play 

narratives, though related to other aspects of children's lives. Some of the children in 

the study were skilled in using narratives in their play activities; interwoven into the 

stories were characters from fiction books, films and computer games alongside 

135 



events clearly drawn from their own lives. Older children told stories of how they 

had surprised adults with their skills and helped them, whereas younger children 

showed the dependent position of children with adults in their play acting. 

The expertise and autonomy demonstrated above should be viewed alongside the 

restrictions that were placed on children's play and other activities as a result of their 

illness. It could be argued that children asserted their status as experts in play since 

they frequently experienced limitations to their play and other significant social 

activities. 

4.7 Summary 

Adults suggested that the diagnosis of cancer was a threat to the pursuit of 

appropriate childhoods for children; both the child and childhood were constituted as 

compromised. Children with cancer saw themselves as being restricted by the 

response of adults to their illness. Although some of the restrictions were highly 

significant to their pursuit of appropriate Bangladeshi childhoods, I suggest these 

children did not constitute their childhood as compromised. Adults, in contrast, 

frequently cited things that they would have normally expected children to be able to 

do which were not permitted because of their cancer diagnosis and treatment. I 

suggest this data indicates that the compromised state brought about by cancer was 

more social than individual and that for each child it shifted according to context and 

changing situations. 
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Chapter 5- Transformation 

"It's just notfair. It's not what 1 had in mind. I wanted to 
be original boy and look now I am cancer boy" 
(Fieldnotes) 

Children were seen as changed profoundly by cancer treatment both materially and 

in ways that symbolised their membership of a specific group with a serious illness. I 

have termed this change transformation to capture its global nature and the impact on 

children and families. 

I consider initially data from children on the material changes to their bodies and the 

way in which they used time to conceptualise some of their experiences. I consider 

their management strategies of continuity and the preservation of their pre cancer 

selves before going on to outline how parents experienced children's transformation. 

5.1 Children's physical transformations 

Children's bodies in cancer treatment can be seen as both material and 

representational. Material aspects include hair loss, changes in body shape and facial 

appearance. These are important representations of cancer treatment for children, 

their families, health care professionals and the macro social world. 

Children with cancer expressed specific concerns about the changes to their physical 

bodies, including a reluctance to reveal their hair loss in public places, by keeping 

the hoods of their coats up or wearing hats as they travelled to and from clinical 

visits. Only in the paediatric oncology ward did it seem to be safe to reveal the 

`different' body: 

Sayeed, one of the older children in the study, asks me as 
we are walking to the bus stop if his hair is growing back. 
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We are just outside the block of flats he lives in and the 
hood of his coat is down. I look at his head and notice a 
sparse covering of hair all over his head...... "Yes" I say 
"I can see it. It's about this long "(measuring it between 
my two fingers). Travelling to the clinic on that day he 
keeps his hood up. On the train, he keeps his head bent 
forward. In the clinic he takes his coat off only after he 
has started to play a game with the play worker and 
another child with cancer (who has hair). The children 
are familiar with each other from previous clinic visits. 

That evening after we return from his clinic appointment, 
his brother returns home from Islamic school at the 
Mosque. He looks different to me. "have you had your 
hair cut? " I ask him, 'Yes' he says shyly and runs his hand 
over his hair. -Sayeed smiles and says 'Ile has cut his hair 
and mine is growing. ' (Fieldnotes). 

flair re-growth is compared to his brother's hair cut, suggesting a careful monitoring 

of the process of hair loss during treatment. 45 

In my fieldnotes recorded after this visit I reflect that Sayeed's hair loss prevents him 

from participating in the important hairstyle trends current amongst Bangladeshi 

boys in the city. The social significance of these expressions of `style' concerned 

several Bangladeshi adults in the study. The shaving of parts of the head, as opposed 

to the whole head (a common practice for young children and an important birth 

ritual for Muslims46), and the application of `gel' and `wax' to create distinctive and 

45 Similar close attention was shown by the children and young people in Bearison's study: 
"Another strange thing about it that I wouldn't expect is the way that it falls out. You don't just 
get a bald spot and it spreads, or a receding hairline.... but the right side of my head fell out 
faster than the left side. But around the ears it fell out much faster and I have always liked my 
hair to come down to my ear so it took me a while to get used to it. But once it's all out, that's 
the image I have of having cancer. "(Bearison 1991: 146). 

46 Abdullaah Al-Areefee 2001: Gatrad & Sheikh 2001. 
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often repeated shapes often received negative comments. The use of these products 

was seen as inappropriate when attending the Mosque and invalidated the ritual 

ablutions essential before daily prayers, Salah. Furthermore they marked the young 

people out as un Islamic and therefore potentially `bad boys'. The voiced concerns of 

parents (particularly those who had boys) as the children and I described the hair 

styles we had seen, indicate the social significance of material changes to the body in 

this community47. The material changes to the body imposed by cancer treatment 

provided a social marker of the diagnosis and potentially excluded young boys from 

representing themselves as Islamic or not. 

5.2 Temporality in cancer treatment 

The material changes to children's bodies did not take place as a single event, but as 

part of a dynamic and repeated process, that spanned before, during and after cancer 

treatment. This temporal nature of change during cancer treatment was identified by 

children and adults in the study and served to demonstrate the relentless nature of the 

illness. 

Sayeed made several references to "my cancer", particularly in relation to time, such 

as "that was before my cancer came", when describing his younger self. The extract 

shows how this child distinguished between his pre-cancer self and his current life on 

47 A concern with appearance is to be found in all sections of this community, particular care was 
taken of the skin and hair of children and adults. In addition to ensuring dress met religious 
requirements clothes were a further important visible marker of family and community 
standing. 
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treatment: 

We have all finished eating Iftar (the meal eaten to break 
the fast of Ramadan at sunset), Sayeed's siblings have 
gone out, one to the mosque, the other to a friend's house. 
Sayeed asks if I would like to do some writing about our 
hobbies. He collects a large writing pad and we sit beside 
each other on the sofa. He suggests a question, "What are 
your hobbies? " and we take a page each of the pad and 
write this sentence and then the answer . ............. 

Ile then 
says "Now we can draw ourselves", and he starts to draw 
a head. " 

"I am going to draw myself as I was before" he says and 
draws a head, with eyes and mouth and hair. 

At the end of the drawing after we have admired each 
others art work, I ask him, "When you said this was you 
before, when were you like that"? "Before my treatment" 
he says. (Fieldnotes) 

In drawing himself with hair at a time when he did not have any, Sayeed chose one 

of the most familiar visual signs of cancer treatment, hair loss. The appearance of 

children without hair is a recognised symbol of treatment, acknowledged by both 

children, parents and the wider general public as seen in its wide use in publicity 

photographs for children's cancer charities (www. clicsargent. org. uk). Sayeed ensures 

that I recognise the connection by his statement that the drawing is a representation 

of him before his diagnosis. 
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Other children also notice the effects of time on the bodies of children with cancer: 

During the half term holiday 1 arrive at Mohammed's 
house when there are family members visiting from 
another part of the city. Three 'cousins48' surround him as 
he plays with a racing play station game. Initially the 
children seem hopeful that they may have a turn at the 
game. The girl is the first to give up and we start to do 
some drawing. "He is different now, " she says indicating 
Mohammed. 

"In what way"? I ask her "His face is chubby" she says 
"that's the difference from before. " (Fieldnotes) 

I also suspect that she is referring to more than changes in his appearance. It is usual 

in Bangladeshi households for the youngest child's needs to be prioritised by adults 

and older children. It is apparent that Mohammed has been released from the 

obligations to care for and demonstrate affection to younger children (he dominates 

the play station game). 

During the visit the community nurse telephones the family. The blood sample that 

she took earlier in the day indicates extremely low platelets and Mohammed will 

have to go to hospital that evening for a platelet transfusion. The child playing on the 

play station and the family enjoying a long planned visit from relatives need now to 

be re-orientated as ̀ the sick child' and the family prioritising the needs of the illness. 

'e Cousin is a term used for a wide range of kin not confined to the off spring of aunts and uncles. 
The term 'cousin brother' referred to relationships which may not have affinal or blood 
connections but were seen to be of specific importance indicates ties of affection and 
obligation. 
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The transformative nature of cancer was a constant aspect in the daily lives of 

children and served to demonstrate the ongoing aspect of the illness, for which 

expensive gifts provided little compensation as Sayeed remarked: 

"It's not good having cancer you know. My brothers think 
its OK `you get a Play station' but it's not. " (Fieldnotes) 

Rafiq has recently completed his three-year treatment programme. 

"You have to stop, no! " "You can't keep giving him more 
guesses" Rafiq's sister says to me "Ne will just keep 
taking them, that's not how you play it; only one more 
Rafiq. " After several attempts she imposes the rule more 
firmly. Rafiq immediately begins to cry. "You see" she 
says "that's what he does and it's because he is always 
given everything since he was ill nobody can say no to him 
and this is what happens. " (Fieldnotes) 

Fis sister suggests that the social implications of being ill for her brother have been 

that adults allow him to behave in a way that would not usually be tolerated in 

children. The indulgences have a problematic effect in her view, leading to the 

display of distress, which leads to further indulgence. She seems to be suggesting 

that a limit now needs to be imposed on this and selects me, an adult outsider, to 

carry this out. 

Part of cancer childhood involved a transformed status that imposed obligations on 

other children which were at times difficult to tolerate over the prolonged timescale 

of treatment. 

5.3 Resisting transformation 

One response to transformation by children was to emphasise the continuity of their 

relationships with hospital staff. The children, constantly reminded staff who they 

were on their visits to hospital. Indira was able to recall specific details of the 
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previous encounter with clinical staff, often to their surprise: 

There is a knock on the cubicle door; a nurse comes into 
the room "Hello" she says "My name is ....... I am going 
to be looking after you tonight. " 

Indira "I know you, when I was first in the ...... ward you 
were here then. " 

"Well yes that's right 1 was, that was a long time ago and 
you were very sick. You look much better now. " 
(Fieldnotes) 

The child above emphasises the continuity of her treatment establishing her 

credentials as a `known' and `knowing' patient. Yet children recognised their 

dependence on adults to facilitate their needs for hospital and home care over a 

period of time. One of the ways that they sought to manage their dependence on 

outsiders was to incorporate them claiming continuity of relationships and obligation. 

In the findings section on treatment work I expand on the nature of these social 

relationships and the way in which children and parents used them to facilitate their 

treatment work. 

5.3.1 Resisting transformation: the retention of the self 

Sayeed gave a further explanation to the drawing of himself discussed in section 5.2. 

Providing further information about the nature of the change he suggested a 

particular form of change that cancer had brought about for him. While 

acknowledging the change in his appearance; he provided a more complex analysis 

of it than a simple biological response to drug treatment: 

"It's still there, my real face (he touches his cheeks) it's 
there underneath it hasn't gone away. It was a long time 
ago. " he says. "When I was in hospital and I couldn't 
come home at all. " 

I ask him how long ago that was. 
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"About 10 months" he says, "in 20001 had my cancer and 
then I had my line and I still have my line such a long time 
ago. " 

I ask him if he likes having his line, "Yes" he says "It's 
good that I still have it. 

Before then I was really bad and then I became a little and 
then I became a little bit good. I was really nasty " and he 
goes on to describe one of the monsters I recognise from a 
game we played on the computer. 

"Did you know your nose can change? " he says, "My 
auntie before her nose was really small and nice you can 
see in pictures but now it's really long and straight, it's 
big. " (Fieldnotes) 

Sayeed pointed out to me that his old self remained intact beneath the surface. The 

preservation of this original self clearly includes not just a physical entity but also a 

person. 

Sayeed makes use of a character from a computer game to bring the imagery of 

transformation alive. The computer games that he plays both at home and in the 

hospital setting seemed at first to me to be simple games of contest, usually fighting 

or racing. My own dislike and lack of skills with these games led me to avoid 

initiating playing them with any of the children in the study. Watching the games 

being played on a number of occasions revealed that many of them have an 

additional theme, that of transformation. 

The participants, who can be humans, animals or a created character such as in the 

Pokemon series, are required to transform themselves or are transformed into more 

effective competitors in taking part in the games. In some examples the process of 

transformation involves switching sides from good to evil, changes in physical 

appearance, additional fighting skills or particular weapons. Thus Sayeed located his 

own changes within objects from his everyday life, through television and interactive 
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technology games. Finally he draws on family stories of others to emphasise that 

transformation is not solely related to an illness experience. Interestingly he focuses 

on another youngest child, his mother's youngest sibling. I suggest that this relates to 

the importance of understanding social processes through the accounts and actions 

provided by those involved (in this case a child with cancer) in the context of their 

daily lives. 

These accounts of transformations and the resistance to them by children present an 

integrated model of the person and one that was sufficiently flexible to be 

transformed in a particular way and yet retain their former selves. 

5.4 Parental experiences of transformation 

Whilst the maintenance of their old selves is emphasised by children, parents 

describe cancer and its treatment as taking away their child and permanently 

removing a key aspect of their person. One father described the experience in the 

following way on my first visit to the family's home to invite their participation in 

the project: 

"I don't know how to describe it to you Paula. When you 
know that someone so close to you has something so 
terrible and that the treatment they told us is going to go 
on for three years. Well it's like a robbery that's what I 
can say. " (Fieldnotes) 

The theme of transgression suggested by the term robbery above is prevalent in 

parental accounts of children's bodily and behavioural transformations. Parents 

experienced some of the changes to children as frightening, requiring medicalisation 

and control. I demonstrate in the following sections how physical transformations 

although of concern could be seen as temporary (for the duration of treatment), 

parents were also anxious that some behaviours could be permanent resulting in a 
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problematic child. 

5.5 The transformed body 

Observing the lives of children during treatment at home and in hospital, the 

importance of children's bodies to clinical staff and parents was quickly apparent. 

The need for inspection became part of parents' work in caring for children during 

treatment. 

In the example below, recent hair loss as a result of chemotherapy prompts the 

mother to shave the child's head: 

Assia's appearance has changed considerably since I last 
saw her in the clinic; then her hair had begun to grow 
back. Today her head is shaved. Her mother explained, 
"I shaved her head, her hair was falling out all of the 
time. It was even going into the food, so I shaved it, it's 
better, like this 1 think". The other difference in her 
appearance that is striking is her distended abdomen; with 
her clothes on, a pink top and leggings the swelling is 
clearly visible; she is very pot bellied. Underneath her 
clothes, Assia's swollen abdomen is even more 
pronounced, the skin is taut and translucent and the veins 
are clear. "Ten days of dexamethazone (a steroid given 
orally as part of a period of intensive treatment including 
intravenous chemotherapy during leukaemia treatment), 
that makes her tummy big" her mother explains. 
(Fieldnotes) 

I suggest in this example the child's body is not seen by her mother as being just 

changed but also as out of control and transgressing social norms by allowing hair to 

fall into food. Assia, vocal on many things, makes little specific reference to the 

changes in her body, although her slow movements from chair to floor and her 

inability to sit in certain positions show the accommodation she needs to make. Later 

in the year her mother comments to me that she has to buy her clothes two years 

above her age so that her swollen abdomen can be accommodated. At Eid her pink 
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silk salwar kamise bought by her father cannot be done up at the back completely as 

the top is too tight. 

At a clinic appointment one of the clinicians expressed concern at her weight stating 

that she was several kilos heavier than a child of her age should be. Her mother 

explained her voracious appetite during the monthly period of steroid treatment. 

"You must not give her foods that are high in calories ", he suggested, "No fizzy 

drinks, sweets or cakes, does she eat rice? " Thus the clinician suggests ways of 

bringing the transformed body under control and back to a size within normal limits 

for her age. At the same time as advising on more general healthy eating, he 

identifies the parent's responsibility for the child's future in relation to her current 

eating practices. Her mother is concerned primarily with the management of her 

child's current health and behaviour and finds the changes in her daughter's 

approach to food concerning: 

"I had four eggs left, I could have made all four. If I had 
she would have eaten, but I just made three that is enough, 
I think, but she would eat all that I give her at this time. 
She eats like a man, (she says in a quieter voice) you 
know, the first time I saw it I was really scared. " 
(Fieldnotes) 

In describing her daughter's eating habits as "like a man", she suggests an important 

boundary has been crossed and that this transgressive behaviour suggests a child that 
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cannot be controlled or managed, outside of expectations49. This concern about 

eating is particularly interesting since for the majority of parents (including this 

mother) ensuring that children ate enough during treatment was a constant worry. 

Pointing to a series of photographsS° of her child for the year before his diagnosis, 

one mother highlights the profound changes in physical appearance: 

"Look look at how thin he was compared to before, I knew 
that something was not right, he was so thin, that was not 
him. " (Parental interview, translated in interview from 
Sylheti by Advocate) 

The weight loss confirmed to this mother that something very serious was wrong 

despite the assurances she had received from her numerous consultations with 

primary health care and hospital staff; the child in the photograph was clearly not the 

child she knew. 

5.5.1 Cancer bodies 

It is noticeable during hospital visits how often the child's body is scrutinised by 

health care professionals. This includes, measuring the child's weight and height at 

each visit to clinic and hospital visit for treatment and visual inspection usually by 

49 Assia's mother does not suggest that she eats like an older child, as children would be expected 
to be under their mother's control. In suggesting that her eating is like a man she evokes both 
the size of her child's appetite and the role of men as beyond the control of women. 

so Most of the families I came into contact with in the study did not have photographs of children 
or other family members on display, although there were some exceptions to this. When 
photographs were displayed they were usually of formal poses from children's schools or of the 
whole family, sometimes wearing Eid clothes. In some Muslim households, images of people 
such as photographs were considered un-Islamic for others the absence was more likely to 
reflect lack of material resources. 
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more than one doctor, with a focus on particular areas of the body (known to be sites 

for potential infection or cancer growth)51. 

Parents are also required by hospital staff to inspect and ̀ read' their child's body for 

particular signs, such as fever. Children's and parent's competence in recognising 

changes to the child's body that may be significant are undermined in clinical 

examinations particularly through tests that measure the activities of the interior 

body. Blood tests, bone marrow aspirations and lumbar punctures are regular features 

of children's monitoring regimes in home and hospital settings. The results of these 

may support or conflict with children's experiential accounts of their wellbeing. In 

cancer care the response of the interior body provides a numerical guide to clinical 

staff and families on response to treatment and the potential for infection: 

P17 "At first you know, it's a completely foreign language 
to them, not only because it's in English but it's medical 
terminology;, were talking about leukaemia, 
haemoglobins, white blood cells and all this sort of thing, 
but in a sense they get to know what is good and what is 
bad and that, they start to get an ownership of their child 
and what's going on........ well his haemoglobin's so and 
so, why aren't we giving him a transfusion or, he's 
neutropenic now I am not gonna let him go to school, so 
they do become quite expert, in their own child". 

These methods of clinical assessment privilege the interior body and the medical 

technology required to examine it, over traditional medical examination, parental 

s' At each clinical visit to the hospital or review by a doctor as an inpatient children would have 
their ears, mouth, and Central Venous Access (CVA) site inspected for infection. Chests would 
be listened to, necks and axilla palpated and groins examined for boys. 
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assessment and finally the child's own experience S2. This professional describes a 

transformed child, who through cancer diagnosis has become separated from their 

parents who will need to regain ownership through acquiring specific medical 

knowledge. 

This medicalisation of the child's body also potentially transforms parents into 

different kinds of experts based on reading the child's body in a new and specific 

way. Being a parent of a child with cancer changes the activities and responsibilities 

of parenthood alongside the transformation of children. 

Rafiq is sitting on his fathers lap. "Are you hot? " his 
father says to him, "Are you feeling OK? " Rafiq points to 
his throat and his father feels his neck... "Let the nurse 
have a look at you" he says pointing to me.... 

His mother intervenes and comments in Bengali "Oh 
Rafiq he is just playing pretending". "No" says his father 
forcefully in Bengali and then English. "Don't ever say 
that. Even now we still have to be careful with him" 
(Fieldnotes translated in the field by PK). 

For the father Rafiq's illness remains a constant threat; even after treatment he 

suggests that vigilance is required suggesting that this aspect of the child's 

transformation is permanent. His mother's response suggests that the medicalisation 

of the child is no longer required. This was also seen in the response given to the 

52 Place (2000) in a study of children's intensive care suggests that the monitoring equipment used 
in that setting was a process by which parents and staff came to know the child's interior body 
during critical illness and substitute this for their exterior body. In cancer knowledge was 
demonstrated through the use of the specific language of blood components. 
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child quoted at the start of the chapter, when his mother offered prompt reassurance 

that he remained "original boy" and that the changes in his physical appearance were 

a `temporary' result of his medications suggest that during treatment parents, 

constituted children as in a waiting state in which they required enhanced protection 

prior to their restoration, or reintegration into appropriate Bangladeshi childhoods. 

5.6 Managing transformed children 

The responses of Rafiq's mother and father above, to the changes brought about by 

cancer show the differential ways in which vulnerability and transgression were 

managed during cancer care. For some parents linking changes in children's 

behaviour to specific treatments allowed them to be seen as temporary, although 

problematic. 

"He gets very moody sometimes, he is a different child 
then not like he was. It happens when he has his treatment 
every month (Vincristine and Dexamthazone), then he is 
not himself and he doesn't go to school so he only goes to 
school for two weeks and then he gets the treatment. " 
(Fieldnotes) 

All of the parents of children with Leukaemia commented on their problematic 

behaviour whilst on steroids, and some expressed concerns that it would continue. 

"He was always fighting with my second daughter, 
banging doors and throwing things. When I go to you 
know break the fight they're punching me as well, fighting 
and everything and 1 thought you know, it's going to be 
very difficult now I am pregnant you know. I thought it 
would go on for years but now it has stopped, they are 
quiet together now. (Parent interview) 

The experiences described by Shaditur's mother above underline the uncertainties 

associated with children's transformations during treatment. Children's variable 

responses to treatment required parents and children to continually renegotiate their 
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interdependent relationships with each other. Children could present for their day 

care chemotherapy as active and independent, taking themselves to the play room, 

not seeming to ask for or need parental presence. At any point during this day their 

experience may change dramatically with an unexpected piece of information, an 

unpleasant treatment or examination. This ongoing potential for transformation ran 

concurrently with parental concerns that children's transgressive social behaviour 

was permanent. 

Sayeed's mother and 1 are having a slow conversation in 
Sylheti and English, about her sons. 'I have one good 
boy', she names her middle son, 'Beshi Bala' (Very Good) 
I ask? 'Yes' she says 'he is very good no trouble. But 
eldest boy and Sayeed, too naughty, very bad'. She has 
talked to me before about her concerns for her eldest son, 
who has recently left his college course and is frequently 
out of the flat, without her knowing his whereabouts. This 
is the first time that she has included her youngest son 
with cancer, as one of her bad boys, 'too much trouble' 
she says, her face showing no humour. " (Fieldnotes) 

The placing of a child with cancer alongside a young man whose behaviour in non 

college attendance, mixing with boys that his family do not know and getting into 

trouble with the police, demonstrates the extent of parental difficulty in managing 

children transformed by treatment for cancer. In later conversations that reviewed the 

issues in relation to both of these boys, she also suggested that as a young man her 

husband had behaved in a similar way to her eldest son. In the village though, 

everyone was vigilant in punishing him for his actions, and she now describes him as 

a good man. In contrasting the support available in Bangladesh to the isolation of 

managing transgressive children in Britain, where family members (such as older 

uncles ) are absent or do not carry the same power, she highlights the difficulty of 

managing a transgressive sick child whom nobody in the family is prepared to 

sanction. 
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For parents of the children in this study cancer treatment resulted in change for their 

child and a change in their role as parents. The work of managing the child's 

treatment will be explored in depth in chapter eight; these data suggests that 

transformation of their child often resulted in parents feeling isolated in struggling to 

mange a changed child. 

5.7 Summary 

This chapter has demonstrated cancer diagnosis as resulting in a dynamic series of 

uncertain changes for children and parents during lengthy treatment regimes and 

beyond. 

Children, parents and health care professionals through their observed actions and 

interactions, described a number of material aspects to the process of change. 

Children's bodies were materially altered during treatments (and sometimes beyond), 

as were their temperaments. Children acknowledged change but showed resistance 

through striving to maintain their former selves and advocating continuity with staff. 

Parents saw changes as profound and often resulting in a transgressive child. 

Professionals implied that parents could reclaim their changed child through cancer 

knowledge. 
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Chapter 6- Restoration 

PI 11 "We try to make life as normal as possible for 
them. " 

I have presented the idea that childhood was compromised and transformed by a 

diagnosis of cancer and the differential responses to those threats and changes by 

adults and children. I outline here in further detail a specific professional response to 

childhood cancer: strategies that focused on restoring childhood to children. 

I suggest that for professionals in particular, restoration activities could both 

compensate children for the losses brought about by treatment and restore a 

particular sort of childhood to them, which professionals labelled as normal. Two 

strategies of restoration will be identified and explored to illustrate these points: play 

and school. I consider initially the use of play in the hospital setting as a means of 

retaining and restoring the symbolic identity of childhood for children with cancer. 

6.1 Play in hospital 

P18 "When they first come in they are more interested in 
coming to the play table than finding out which bed is 
going to be theirs. " 

Play was seen to occupy a central role in the everyday lives of children with cancer 

in hospital. To professionals it was clear that play in the hospital setting had a 

number of functions: delivering information to children appropriately, distracting 

them from distressing clinical procedures (therapeutic), managing prolonged waiting 

times and as a facility to offer a supportive and caring environment to children and 

their families. I shall suggest in addition that it implicitly provided an illustration and 

a reassurance of normal childhood for families and staff. 
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In all of the children's clinical areas observed in the study there were play facilities. 53 

Sometimes there was a separate room where children engaged in play activities 

under the supervision of a hospital play specialist. Otherwise, play was incorporated 

into the ward or clinic space, by the provision of small tables set out with play 

equipment games, coloured paper, glue, glitter and so on. Children confined to 

isolation cubicles or their bed were brought play activities to use with a play 

specialist, their parent or alone. 

Children were active in seeking out play activities in all of the clinical settings they 

attended. In those with which they were familiar they would go straight to their 

favourite such as the ancient and hairless rocking horse and either initiate the play 

activity or request help from their parents or staff. Through their requests for specific 

play activities they made the clinical setting more of their own place, resisting in a 

small way adult organisation and routines: 

"Where is the ball for the football game? We want to have 
a match. " (Fieldnotes) 

"Can I go on the play station? Do you have the game I 
played the last time? " 

"Can I play with the fairy castle? It's up there on the 
shelf. "(Fieldnotes) 

Below I illustrate how play acted as a symbol in clinical settings that could enable 

children to preserve their childhood status. 

33 Play facilities included a spatial area in the hospital designated for play, the post of a play 
specialist and the provision of play equipment, colouring, videos and computer games or giant 
stuffed toys that marked the entrance to the children's clinical area. 
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6.2 Symbolising childhood 

The whole of the central ward area, in front of the nurses 
station is covered with a white hospital sheet, draped 
across the f oor. After a short period of time the play 
specialist returns and switches on the machine balanced 
on the table with the sheet tucked beneath it. A cloud of 
large bubbles comes out of the machine, slowly falling to 
the floor, for the most part onto the sheet. (Fieldnotes) 

As seen in the section on compromised childhood the decoration of walls and 

corridors in the clinical settings was observed frequently during the study. The use of 

the `giant bubble' machine took over the clinical setting for a period of time, 

reclaiming the space as one meant for childhood activities. 

When the children were taken to the theatre area one of the hospitals had a play 

specialist accompany the group of children their parents and a nurse, indicating that 

play was an integral and distinctive part of clinical care for children54: 

There are four children in the group that travels down in 
the lift and along the hospital corridors to the theatre 
waiting area. Two of the children have both parents with 
them the other children are with their mothers only 
(thirteen people including myself, the nurse and play 
specialist). We are shown into a small waiting room with 
small benches of chairs arranged in a horseshoe around a 
low table, which has a collection of papers with cartoon 
characters on them and pens for colouring. Opposite the 
chairs is a large drinks machine. All of the children are 
fasting before their anaesthetic; the machine turns out not 
to be working. As one of the fathers loses his money in it, 

" Adult day care patients sat in the shared waiting room with children in another clinical setting 
with no additional facilities to occupy their waiting time other than a silenced television screen 
and some dated magazines. In this setting the children conformed to the dominant adult mode 
waiting in silence or talking quietly with their parents. 
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the nurse reminds the children they cannot eat or drink. 
On the table there is also a toy disco microphone that 
when switched on emits a tune and flashes lights. One of 
the children starts to play with this. The play specialist 
suggests a game of football and takes one of the boys to 
the corridor outside the room where they start the game. It 
is about thirty minutes before the first of the children goes 
with the nurse and his parents from this room to the 
anaesthetic room. The time is just before midday and all 
the children have been at the hospital since eight thirty 
am. (Fieldnotes) 

The playing of football in the hospital corridor suggested to me a strategy to bring a 

normal aspect of childhood to a stark clinical setting. The corridor in which the game 

was played was large and completely devoid of any decoration. In addition this and 

the use of the loud disco microphone seemed to offer the opportunity for defiance of 

the waiting routine and the silence and isolation of the waiting room. 

Waiting was a feature of all hospital attendances, in particular when children 

required a general anaesthetic, when children were required to arrive before eight 

a. m. for a theatre list that seldom started before midday. Play was used by the 

children and staff to reduce the boredom and anxiety of waiting. 

Children were particularly skilled at managing these times through play as they 

became more experienced cancer patients. This was in contrast to the observed 

agitation of siblings who sometimes accompanied children to outpatient 

appointments during school holidays. They repeated the expertise as play agents I 

saw at home in these more constrained settings and used available adults (including 

myself) as collaborators. 

Clinical staff often provided support for play as an integral part of a hospital 

experience, where it could be a contrast to the formality of some clinical procedures: 

The oncology day care nurse returns to the nurses' station 
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and describes to myself and the other nurses the actions of 
the last child taken to the anaesthetic room for her bone 
marrow aspiration. "She has gone in with it to the 
anaesthetic room, the whole thing" (the child had been 
playing with a toy vegetable rack. It was large and bulky, 
almost the same height as the child and only slightly 
smaller in size that an actual vegetable rack, and 
contained several examples of plastic foods carried in the 
trays). "They are fine with it. She just wouldn't let it go; 
she was clutching it tight in her hand. I said to mum `it's 
OK just let her take it and it can come back afterwards. "' 
When the child returned from her general anaesthetic and 
procedures about two hours later asleep, wheeled into the 
crowded ward area on an adult sized theatre trolley, the 
toy vegetable rack and its collection of plastic foods rested 
at the end of the trolley. (Fieldnotes) 

The nurse points out that the non-child environment of anaesthetic room and theatre 

had accepted the retention of this particular (unusual) symbol of childhood, 

legitimising the play strategy of the childhood cancer staff on the ward. 

In this example the child's mother is careful to check that the taking of this particular 

toy into the operating theatre is permissible. She is clearly aware that there can be 

restrictions on play in hospital and that a child's play needs are not always 

accommodated. 

Professionals, whilst advocating the importance of play, recognised that its presence 

was somewhat at odds with the other activities of the hospital necessitating at times 

the breaking of rules and routines: 

PI 11- "Christmas time on POCJ they had Santa and 
everything, decorations up. You're not supposed to put 
decorations because of the fire risk but for the children we 
just turn a blind eye to rules and they have Christmas cake 
and try to make life as normal as possible for them. " 

The professional quoted above makes clear that, `for children' the breaking of rules 

was acceptable in pursuing the symbols of a ̀ normal' childhood in clinical settings. 

As seen by this example these symbolic childhoods related to a specific construction 
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of childhood". Some staff were cautious in assuming the acceptability of all 

activities to all families and would check with parent if gifts at Christmas time and 

birthdays were "allowed". The specificity of symbols for childhood seldom extended 

to an investigation of how childhood could be symbolised for British Bangladeshi 

children or other minority ethnic groups. Play was argued to provide a symbol of 

childhood and moreover normal childhood in the abnormal clinical environment. 

6.3 Play as restorative 

Professionals discussed play and play resources as a key medium through which 

children could obtain information about treatment. 

PI 9 "1 think some of the children don't get enough 
information um and I think the play staff are very much 
involved in providing that for the children and to help 
them through the very difficult time.... when they have the 
information they process it and they begin to cooperate 
and they begin to cope with the illness. " 

In the example above information provided through play is also linked to cooperating 

with treatment and cooperation in turn is equated with coping. 

For some professionals the British Bangladeshi children were particularly vulnerable 

to missing out on information and preparation methods were adapted to take account 

of difficulties with English language, whilst maintaining the principle that prior 

information was always valuable and could compensate for the loss associated with 

ss This construction celebrated Christian festivals overtly and focused on creative play activities 
alongside more commercial play products such as computer games, DVD's, video's, film and 
television merchandise. 
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treatment: 

P19 "We might take their favourite cartoon character. 
Very often it would be something like that that they've 
seen on television that would be the link with a family who 
doesn't have very much English. " 

The statements above carry the implicit message that cancer diagnosis involves 

children in loss, and in some cases the loss was considered to be greater for British 

Bangladeshi children who were seen as having poor play opportunities. 

Play was also constructed as a means by which children could gain a general mastery 

in the world of illness and some control over the distressing aspects of treatment as 

they occurred, either through distraction56 or using a toy that they could play with 

and practice the clinical intervention: 

PI 10 "There was a child that I was working with that 
wouldn't let anyone go near them so we were working a 
lot with the doll, giving the doll medicines through the line 
and so now the child now pulls up the top to show 
everyone her line now so it did help. " 

Therapeutic play was not confined to assisting children in managing the practicalities 

of treatment regimes, but to enable control over the emotional effects as a means of 

expressing their anger and fears. 

36 Therapeutic play in hospitals is most usually seen in the form of distracting children from 
upsetting procedures such as blood tests or other invasive tests. The play specialist provides 
distraction, in the form of visual projections, blowing bubbles, storytelling or visualisation 
techniques for older children. 
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PI 10 "1 am a great lover of using syringes to do 
paintings, they can fill their syringe up with paint and then 
they can squirt out all their anger. " 

Play staff described working with children in a way that recognized emotional issues 

and individuality. In providing a means of mastery and control through play, 

professionals assumed that illness could be controlled, and mastery was something 

that children wished to achieve. This therapeutic work was articulated as restorative 

and normalising by professionals: 

P18 "Play makes it a little bit more normal, you know 
normality at home and play. It takes a bit away of the sort 
of clinical side of hospital. Bit messy, a bit, you know, 
paper everywhere. " 

P19 "Trying to give them their life back, by normality using play. " 

The giving back of a child's life that has been lost to treatment also carries the 

implicit message that this remains a life that is in the balance. Although professionals 

repeatedly used the term `normal' or `normality' I suggest that they were additionally 

trying to maximise opportunities for childhood through their activities since they 

recognised that the childhoods of these children were precarious and could be 

terminated. In addition play staff and other professionals seemed to use play as a 

means of rectifying what they saw as problematic childhoods, where the difficulties 

were a complex interplay of serious illness, poverty and ethnicity. 

At the same time therapeutic play was limited; since although the potential for play 

was visible the active presence of play as a symbol of childhood in the clinical 

setting was dependant on adult facilitation. The play room and equipment could 

usually only be accessed when the play specialist was there to supervise, which 

excluded weekends, evenings and lunch breaks. Finally when the play specialist was 

not available distressing clinical procedures would still be carried out by medical and 
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nursing staff without distraction techniques. 

6.4 School 

P112 "School can give them a little bit of time to get a bit 
of space and to lead a sort of semi-normal life" 

School was an equally important symbol of childhood that was valued for its 

potential to normalise a child's cancer experience. Professionals in particular saw 

school and illness as being compatible; returning to mainstream school was an 

important factor in recovery and attendance at hospital school whilst an inpatient, 

could offer respite and compensation from the demands of clinical treatment. This 

was also a way for children to achieve continuity with their previous non-illness 

state: through school attendance they could retrieve some of the losses that illness 

brought to them and be distracted from the unpleasant aspects of treatment. School 

and school-like activities presented the opportunity for achievement to children and 

for some professionals indicated the potential for future achievement implying 

children's recovery from cancer. 

The failure to return to mainstream school was, therefore of considerable concern to 

professionals, especially when they felt parents saw school attendance as 

incompatible with their child's illness or treatment. Health professionals monitored 

school attendance, indicating the level of priority they gave to this activity for 

children who were ill and the responsibility they felt for ensuring that children with 

cancer accessed opportunities for childhood. 

Parents in contrast were seen to try to balance the desirability of education with the 

demands of the illness and treatment. They valued education but saw school 

attendance as increasing their child's already vulnerable state. Children did not 
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experience the return to school as unproblematic, rather as presenting tensions that 

comprised further restrictions on their lives and a failure to acknowledge their 

difficulties, as schools struggled to accommodate the needs of a sick child. 

6.4.1 Cancer and school 

During participant observation at the POCs and POSCU staff always expressed 

delight when children attended the clinic in their school uniform, commenting on 

how smart they looked, and how they appeared grown up in their school clothes. It 

seemed to me that being in school uniform for the staff represented a strong 

counterpoint to the previous acute illness state of the child and reason for celebration. 

School uniform symbolised a potentially cured child and a well child, who was able 

to benefit from a key marker of normal childhood; education: 

P18 "The ones that go back to school and cope and feel 
that they don't get too tired, I think they say. 'Oh I just feel 
normal, I wore a cap the first day and then I took it off 
because it was too hot and everyone accepted'. One family 
were saying that they were expecting tiredness, aches and 
pains everywhere and she's never felt it, even with the 
most aggressive treatment. She's just not, in between 
treatment she feels absolutely like normal. " 

The return to school was also a demonstration that life on treatment was not going to 

be as difficult or abnormal as had been initially anticipated. School and treatment for 

cancer were able to co-exist and complement each other. 

School also offered respite from cancer and its treatment. During hospital admissions 

the children were seen as needing to be removed from this environment and 

distracted from it when possible: 

PI II "My job basically is to take the children away from 
the ward, take them away from their problems and get 
them involved in some form of education.... to take them 
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away from the traumas and the actual treatment which 
they have to go through. They go through some pretty 
horrific treatments. " 

When professionals gave examples of children's school lives they valued how 

children appeared to prioritise school over illness activity. In interviews several staff 

recalled children who had achieved exam success a short time before their death. In 

the example below the young child is recalled as explaining that she needs to leave 

the hospital so that she can go back to school and have her lunch. The child is not 

distressed by her hospital experience but is constituted as desiring the more normal 

lifestyle of school: 

P18- "The day before yesterday, it was. 'Nurse I've got my 
school bag', and she goes to the nursery, she is only 3 1h. 
'I've got my school bag and I've got to do my work and I 
got just a bit of work before I go, but I gotta go now 
because I don't want to miss lunch'. That was really 
important. " 

When discussing children's school experiences and the benefits of these, several 

professionals extended this beyond an opportunity to return to normal childhood. In 

addition their actions and talk could be seen as viewing this as a way of decreasing 

the losses that children were enduring through their illness: 

PI 12 "When they're suddenly diagnosed at 15 with a life 
threatening illness it's such a shock. They don't know how 
to react to it. It's awful and that takes their mind off it 
knowing that they can carry on with their education or 
whatever else. It doesn't mean that because you're ill that 
you're not gonna have your education. " 

Continuing your education, not giving that up as well is described by this 

professional as both a link with normality providing continuity with their previous 

life and a way of reducing the loss and devastation brought about as a result of their 

diagnosis. Professionals strove to maintain this continuity through the links they 

made with the child's school when the child was admitted to hospital. 
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The idea of school as balancing some of the illness losses came most strongly from 

the discussions of the hospital based school. Staff described this as a `lovely' 

environment with the walls decorated and a wide range of activities for children to 

participate in. Although the National Curriculum was followed, it was described as 

doing so "loosely", and tremendous importance was placed on making the school 

experience fun, based both on the friendly relationships developed with the school 

staff and giving children autonomy in choosing activities. In describing the 

distinctions between the hospital school and mainstream school, professionals 

evoked hospital school as a compensation for serious illness in contrast with the 

discipline associated with mainstream school in the outside world. 

PI 11 "So it's really to give them something they want to 
do, which they enjoy. So obviously they are not going to 
work if you make them do things they don't want to do. So 
that's the difference with sick children; you have to give 
leeway to the fact that they are sick and that's very 
important I think. You develop a right sort of friendly 
relationship with them and try to make them happy really, 
try to make them smile. It is very difficult to smile when 
you've got cancer and I think that's our job. We do have a 
policy of not forcing children to learn, as though they are 
in school, you don't put them in detention. " 

The school room and activities brought to children confined to their beds or isolated 

in cubicles were organised in a very specific way since children who were ill with 

cancer were considered to require happiness through their educational involvement. 

This was contrasted with the usual school experience, where children had no choice 

about their learning and failure to comply with school rules and patterns of expected 

behaviour could result in punishment. This approach to education was not thought to 

be shared by all the professionals involved in the care of children with cancer in 

hospital. Nurses were described by school and play staff as advocating more 

disciplined educational approaches, forgetting that these were ̀ sick children'. 
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PI 1 "1 mean is it really that important for a6 year old to 
be at school when you are sick. I can understand it from 
the parents' point of view in a lot of the time. And 
sometimes I feel the doctors don't, they really, really push 
the children to go back to school. And the parents aren't 
silly, they know it's good for the child to go to school 
socially as well, but they just can't bring themselves to let 
their child go. " 

This more flexible approach to school return did not seem to be shared by the health 

care professionals, who raised concerns that parents of British Bangladeshi children 

were reluctant to enforce school attendance on children with cancer, and resisted 

sending the children to school. 

6.5 Resistance to school 

P12 (11C) "Whilst they are on maintenance57, there is no 
reason for them not to go to school, but sometimes, the 
parents are reluctant. " 

Here a professional asserts that school attendance is unproblematic in relation to 

cancer at certain times during treatment and suggests that the reason for non- 

attendance has more to do with the child's parents. 

Although professionals suggested that many parents had anxieties about their 

s' At the beginning of treatment the majority of children with cancer received their most intensive 
therapies, aggressive chemotherapy, surgery and or radiotherapy, Maintenance refers to the 
treatment children received for ALL and non Hodgkin's Lymphoma, during remission. It 
comprised oral chemotherapy given by parents at home, monthly intravenous chemotherapy 
followed by a weeks course of steroids and three monthly intrathecal chemotherapy, for the 
majority of children. Staff viewed this type of treatment which was usually provided as day 
care as routine and non intensive therapy. For children and families this therapy had significant 
side effects and required considerable vigilance. 
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children returning to school during treatment, they identified British Bangladeshis 

specifically as problematic: 

P13 (HC) "One of the problems we have with the 
Bangladeshi families is that they are more worried about 
taking the child back to school. They believe that the best 
care can always be given at home, so umm there is 
probably a greater reluctance amongst the mothers to 
send the child back to school. " 

The professional again reads parental reluctance as irrational not based on a proper 

assessment of risk; no link is made with the illness itself or the school process. 

PI 5 (IIC) "The family decided not to send her to school 
and they have sort of took her out for the whole year, 
which is her build up to her mock GCSE year and she will 
do her GCSEs next year. I thought that you know staying 
out of school completely and not doing anything for one 
year is not good for her and I think the family probably 
got the message that she's got a very serious disease that's 
life threatening and you know her chances of surviving 
may not be that great, but at the same time you know you 
can't give up living. 

For the professional, school non-attendance was constructed as giving up on living or 

perhaps giving up on childhood, something not to be supported. In discussing the 

benefits of school attendance professionals also suggested that experiences should be 

age banded to achieve the goals of childhood: 

P12 (HC) "She must go to school. She needs to be in the 
company of children her own age. She needs that. " 

Reluctance for the child to attend school was constructed as undervaluing education 

and not a contribution to the child's welfare in general and could prompt a referral 

for psychological help: 

P18 "Others don't get the child back to school or the 
child is feeling too weak or so on. They tend to suffer more 
and I think very often it is the mother who can't detach 
from this child. `I must be there all the time, it's under my 
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skin almost', that kind of sensation, you almost hear it, 
and that is usually when seeing the psychologist, 
psychotherapist or something like that. " 

The pathologising of mothers58 who, by their inability to separate from the sick child 

are thought to be damaging the child's ability to manage the disease, suggests 

women in a difficult situation who require professional intervention, since they can 

help neither themselves nor their child. Parents who raised specific concerns about a 

return to school were seen to lack understanding. If professional advice was not 

accepted then particular sanctions could be invoked. Rather than bringing further 

medical help to the family the legal obligation to attend school could be stressed. 

PI 2 (IIC) "Last week I told you on the ward, one of the 
dads was saying `I don't think I want to send her to 
school, until she has her line out'. I laughed and said 
`Well I don't think so'. She is going to have the line in for 
another year of treatment, so that is not going to work. I 
said to the dad `I am sorry but if you don't send her 1 will 
report you to the authorities'. " 

The efforts of the professional to restore a normal childhood to the child with cancer 

conflict with a parent who is arguing for the child's vulnerability and his role in 

ensuring her protection. 

The need for further action in relation to school attendance in two of the examples 

given above is, I think, particularly interesting. For one the child had a very poor 

prognosis and was unlikely to survive the pre-GCSE year the professional felt was so 

sg Suggesting, as I illustrate in chapters eleven and twelve in relation to language, that 
professionals used gender in a specific way to regulate their responses to Bangladeshi mothers 
and fathers in childhood cancer. 
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important and the final example related to a child aged only 4 years, living in an area 

with serious school overcrowding who might not have obtained a school place that 

year. I suggest that this may reflect professionals own histories of childhood cancer 

care, which included all of the children who had been unable to participate in 

childhood because of their deaths. I argue that this limited professionals abilities to 

consider ̀each' child in relation to education (or other childhood symbols) and drove 

their restoration activities. 

6.6 Children and school 

Children could also disagree with their parents' resistance to their return to school 

during cancer treatment: 

PI 1 "The same girl who I've referred to a few times, her 
parents had always been very, very protective. She was the 
second youngest with a very young boy, younger than her 
but she seemed to be very protected and they'd kept her 
off. The girl had told the nursing staff. `Oh, they'll never 
let me go back to school because a few weeks ago I had a 
cold and they forced me to stay at home so when they were 
both in the kitchen I climbed out of the living room 
window and ran to school. ' It was a real battle getting her 
back into school. She was desperate to go back to school 
They were worried about her being bullied because of not 
having any hair and having lost so much weight but 
eventually she did go back to school. " 

Here normally transgressive behaviour is supported since the goal of the child's 

escape from home is towards a more highly valued normality. Professionals 

suggested that parents experienced a tension between the current vulnerabilities of 

infection and contamination and the future benefits of education. I suggest that 

professionals constructed education as having both future and current benefits that 

returned children with cancer to appropriate childhood settings and in their view 

diminished the control of illness over childhood. 
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6.6.1 Policing school attendance 

Professionals saw monitoring school attendance as a key part of their role in ensuring 

that children were participating in appropriate childhoods. This was particularly 

apparent during participant observation at the POSCU clinic; here some of the 

children attending had recently completed treatment and others were having the 

majority of their treatment as day case patients. Children who did not attend in 

uniform were questioned on their school attendance: 

PK` I see, how does that work, how do you find out about school? " 

P12 (IIC)(Laughing) "Well I see, when they come here- 
when they come to the clinic in the afternoon, - if they are 
in their school uniform and if they are not I ask them, 
'Why aren't you wearing your uniform? Why are you not 
at school? ' I look for it now I notice it. It's funny. Just that 
the uniform. " 

In the following extract a health care professional make it clear that children should 

firstly have different routines from adults in relation to their bed times and that her 

professional knowledge of treatment effects is superior to that of the child's 

experiential knowledge. Here the decision making of the professional is drawn upon 

by the parent to enforce child rearing practices that the child with cancer is resisting. 

The confidence of the professional to advise on 'non clinical' aspects of child care is 

striking. 

"Your mum has been telling me that you are too tired to 
get up for school in the morning and that's why you are 
late arriving at school. I don't think that you should be 
getting tired at this stage of your treatment. What sort of 
time are you going to bed? " asks one of the clinic staff, 
prior to the child receiving chemotherapy via a central 
venous access line. The child grins at her and says "I 
don't know- maybe eleven, maybe twelve. " "Well I am not 
surprised if I went to be at that time I wouldn't be able to 
get up for work the next day. You need to go to bed much 
earlier; that's why you are too tired to go to school. It's 
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nothing to do with your illness. " (Fieldnotes) 

In this exchange the health care professional initially excludes the possibility of non- 

attendance through tiredness being related to cancer and quickly shifts to a moral 

point about child rearing practice and appropriate behaviour in childhood, 

emphasising at the end the dissociation between the child's state (too tired to get up 

in the morning for school) and his illness. The opportunity to explore why the child 

was not going to bed earlier is not taken up; the explanation and resolution is 

assumed to rest within the child. 

In the consultation room enquiring about school attendance was a part of the routine 

for many of the doctors. When children expressed ambivalence about school- usually 

to describe it as "boring", -medical staff indicated its importance to their future lives: 

"If you don't go to school you will not be able to get a 
good job in the future. " 

"It's important to work hard at school, so you can choose 
what you want to do when you are grown up. " 

In focusing on the future, clinicians suggested that children with cancer were 

expected to survive and that their future success was dependent on their own actions 

in the present. 

Some clinicians made detailed enquiries about progress in specific subjects, such as 

maths and English. The majority of children observed made little response to these 

questions, either staying silent or responding that they didn't know. More vocal 

children evaded the specific questions and told anecdotes about school activities, 

friends or trips they had been on. 

These diversionary resistance tactics were less successful in relation to clinical 

information which could be obtained from the child's interior body through specialist 
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medical examination or investigations such as blood tests. Children could refuse to 

answer questions about fatigue, but professionals could reassure themselves in 

relation to haemoglobin levels that their history and examination had revealed an 

accurate clinical picture. Questions about school progress could however be 

effectively resisted, in particular by children whose parents spoke minimal English 

and could not themselves respond to detailed enquires about school progress. 

6.6.2 Balancing school and illncss 

For parents and children the return to school after diagnosis with cancer and a period 

of hospitalisation and intensive treatment was complex. It involved balancing a 

number of concerns alongside the value of education currently and in the future. One 

parent expressed concerns about the distance of the school from their home, because 

of the difficulties of travelling by public transportS9 during busy times and the time it 

would take to go and collect the child if the school were concerned. Parents had been 

trained by clinical staff to respond rapidly to specific symptoms that would be 

considered minor for children without cancer. School attendance meant removing 

children from the observational scrutiny of parents. The process of cancer diagnosis, 

treatment and evaluation of success, demonstrated to parents and children that the 

disease was not visible and in many instances accurate assessment required medical 

scrutiny, in particular the analysis of blood results or other specialist evaluations such 

as scans. School attendance increased vulnerability by distancing children from 

39 Manley et al (2006) in a survey of UK POC's found considerable variation in the advice given 
to families regarding the use of public transport whilst on treatment. 
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specialist assessment. 

This placed parents in an ambiguous position, balancing the instructions of 

professionals to monitor children with the seemingly counter advice to let them lead 

normal lives through school attendance60. In addition, school seemed to represent a 

place of danger, both in the biomedical sense of the potential for infection and in a 

construction of childhood vulnerability being accentuated outside of the home or, for 

these children, a familiar hospital ward. One parent attempts to define the elusive 

nature of appropriate protection: 

Yasmin's mother "You have to be so careful with them, 1 
even close the windows because of what might be in the 
air. You don't know do you? (She gestures to the window 
and laughs). Sometimes I think I am being a bit paranoid. 

At the moment she can't go back to school. She is having 
the home tutor and when she was in the hospital she had 
the hospital teacher and also when we were at the other 
hospital all of the children went to the hospital school just 
for two hours each day. "(Fieldnotes) 

A few staff recognised the tensions that existed for parents in taking their child to 

school, considering the potential for the child to become suddenly unwell and require 

immediate hospital attendance. In the following quote, this professional outlines the 

uncertain balancing act for parents: 

P115 "They've got no immune system at all to fight 
anything and therefore they pick up every possible 
infection. Because of that situation they (parents) are very 

60 Selwood et al (2006) examined the information given to parents and its interpretation in 
relation to returning to school found considerable differences within one POC unit. 
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reluctant to send them to school. Also they also have lines 
in, they push the chemotherapy through the line, they have 
to go to theatre for this and they often think if they send 
the child to school it is going to get knocked and the line's 
going to come out and they worry about them constantly. " 

For children with cancer and their parents, education and school attendance was 

desirable but it was more of a secondary concern, one that they expected could be 

dealt with once the child had completed treatment. 

"I am the sort of mum I don't worry about their education. 
I check if they have done their homework and I will help 
them with it but also I just think she needs to get better. 
She has missed a lot but that can be caught up with; she 
can go back to school later when she is well. We can all 
go back to school later when we are older even us" 
laughing, she indicates Saleha and myself. (Parent 
interview) 

Parents were concerned with the child's immediate comfort and safety. The future 

orientation apparent in the professionals' discourses on the benefits of school meant 

little when children were currently so vulnerable: 

"1 am really worried about sending her to school Paula, 
because I don't like to wake her you know I like her to 
wake by herself Sometimes I have woken her and she has 
been you know, I think I told you, she is not herself. It's 
really scary, she is without life no I don't know how to say 
it in English, her lips are white and she is you know. " 
(Flops her head down). "Floppy? " I say. "Yes that's it 
and I am really scared so 1 don't want to wake her in the 
morning and disturb her and that's what 1 am scared 
about for her starting school. "(Fieldnotes) 

The management of children's vulnerability was seen by parents to be more 

achievable from home. For parents and children the day to day tasks of illness 

management and the frequent necessity for clinical intervention led to school 

attendance not corresponding to the normalising experience assumed from the 

professional discourse. 
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6.7 School as non- normalising 

Children expressed concerns that they were treated in a different way from their 

peers and that within school they were restricted in activities. Several children in the 

study reported that they were not allowed to play outside at break times, but had to 

participate in quiet activities in the classroom. For some children this was a bonus "It 

means that I get to play on the computer which is good. " However more usually it 

was equated with restrictions, which included being grouped with children who were 

being denied play time outside because of bad behaviour: 

We have been talking about how much Rafcq enjoys 
football and I ask him if he plays at school. "No" he says 
"I only play it with my friend, you know the boy who was 
here before. He doesn't go to my school". "Oh" I say 
surprised "do you not play in the playground? " "I play 
inside with the children who have been naughty; I am not 
allowed to play outside. " (Fieldnotes) 

For this child the actions of the school in responding to his vulnerabilities had 

marked him as different from other children in a very particular way, one that 

associated him with children who had transgressed the school rules. In addition other 

pupils could identify children with cancer as transgressive or other because of their 

changed appearance. The professional quoted below provided examples of children 

being bullied in school as a result of appearing different, through hair loss, surgery 

scars or the presence of their central venous access line: 

P19 "There is the bullying61 aspect of it, when they lose 

61 Parents in Upton & Eiser's (2006) study of children returning to school after treatment for a 
Brian tumour highlighted bullying as significant for children. 
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their hair and I think that's the same with the line as well. 
You get children who come in, who've been bullied (at 
school) and had their line pulled, and you know asked 
'Why have you got a line? ' 'I've got a line, I've lost my 
hair', you may have scars from treatment, again you get 
bullied because of that. " 

Since children with cancer continued to attend hospital frequently after their return to 

school absences, could provide an additional marker of difference. Children found it 

particularly problematic to be taken out of school for part of the day. This is in 

contrast with professionals who expected that children who were attending for 

treatment such as intravenous chemotherapy would attend school prior to their 

appointment in the clinic and be taken out of school by their parents immediately 

before the clinic appointment time. These assumptions took little account of the 

child's anxieties prior to a particular treatment (which would have been seen by 

clinical staff as routine), or the potential disruption to the child and other siblings of 

being removed from school part way through the school day. For professionals, 

school was an aspect of normal childhood in which children could participate 

alongside their illness and in spite of it. 

Professionals' negotiations with schools showed that attendance for children with 

cancer required some adaptations by educational services. It seemed that schools had 

a limited capacity to respond to the individual needs of children with cancer, 

requesting definitive predictions about attendance that professionals were unable to 

provide. 

In a meeting at her child's school before she was due to start attending, Assia's 

mother attempted to gain some flexibility about starting time. 

Assia, her mother and I have gone to sit with her class 
teacher and the head of reception year in an empty 
classroom. The head of year explained at some length 
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their policy of all of the children starting at the same time 
of day and the importance of not missing time, including 
the need to provide proof of hospital appointments. Over a 
lengthy discussion when her mother convinced them of her 
desire for the child to attend school and her confidence 
that the child would settle in, we also explained the 
uncertainties of cancer treatment and the child's response. 
We gave examples of regular appointments and 
unexpected hospital attendances. After the head of year 
left to organise children going home, Assia's mother 
reiterated her concerns about her daughter being able to 
come to school at 9am every day. The class teacher 
suggested that it would be appropriate for some flexibility 
in this. (Fieldnotes) 

In this example illness and school were negotiated as being sometimes incompatible, 

but not until the mother had demonstrated her general commitment to education and 

constructed Assia as a child able to integrate within school. 

Parents were concerned about children's educational progress. One parent asked me 

to speak to the clinical team about his son's poor progress at school as he felt the 

school was not giving him enough extra help in relation to learning to read. This 

child had missed a good deal of schooling been diagnosed in his first year of primary 

school. 

As indicated above parents had a number of concerns in relation to school attendance 

for their children whilst on treatment. This contrasted with the drive from 

professionals to recommend and encourage school attendance. I suggest that this 

differential perspective came in part from the professional view that school was a 

symbol of normal childhood, that children with cancer should not be denied and from 

which British Bangladeshi children in particular could benefit. 

For parents the return to school signified the end of the most difficult or dangerous 

aspects of treatment rather than school being seen as ̀ normalising' in its own right 

for a child who was still enmeshed in treatment. Some professionals also shared the 
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temporal view of appropriate normality in relation to school. 

This suggests that there are different models of appropriate childhoods in illness 

amongst professionals working with children who have cancer. 

6.8 Summary and discussion 

This chapter has illustrated that although children were observed to experience and 

engage with a range of `childhoods', adults and in particular professionals, looked at 

these experiences with reference to a broad model of what childhood ought to be for 

children with cancer. That is a situation of increased vulnerability (from the present 

vulnerabilities of ordinary childhoods) that required management through placing 

increased importance on the more familiar markers of childhood, play and school. 

Parental responses were more likely to focus on children's increased need for 

protection during serious illness, which could bring them into conflict with 

professionals' desire for restoration. Children themselves were observed to be trying 

to maintain a sense of identity in the face of the change and uncertainty brought 

about by their cancer diagnosis. 

The concepts of cancer childhoods being compromised, transformed and restored 

introduced in these three chapters provide a framework for the examination of 

childhood during serious illness. Cancer diagnosis was a threat to a child's 

membership of the social category of childhood since the life threatening nature of 

the disease challenged their future and the effects of treatment undermined their 

current childhoods. 
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In outlining the nature of this threat I have provided support for the arguments put 

forward by Prout (2000) and other social scientists62 on the value of investigating the 

material and social significances of changes to the body during childhood. The 

limitations on children's lives imposed by physiological transformation extended 

beyond a narrow clinical definition of treatment side effects to locate them in a place 

where the key symbols of childhood were difficult to access. This was further 

entrenched for some children when their family's language needs conferred on them 

a role and status within the adult world. 

Parents experienced their child with cancer as both highly vulnerable and at the same 

time transgressive. They occupied a space that challenged specific expectations for 

childhood, enmeshed within protective kinship networks. In order to enhance 

children's protection from further harm and to monitor and conceal their 

transgressive, behaviour parents increased their proximity to children. Although the 

need for proximity was also initiated by children parents sometimes found this 

increased state of interdependency problematic since their child's behaviour was 

often demanding and hostile to themselves and other family members. 

The increased interdependency, between the parent and child brought about through 

treatment transformations took place in the context of the uncertain nature of cancer 

treatment. 

62 The changing biological and social nature of children's bodies is articulated by children, in 
James's (1993) English school based study of identity through school life and Bissell's (2003) 
study of Bangladeshi children in Dhaka adapting to their changing employment status. In each 
of these studies children's physical size had both biological and social implications. 
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Professional restoration strategies aimed at maximising opportunities for childhood 

not only created tensions with children's and parents strategies but had further 

limitations that restricted their success. For example although staff monitored school 

attendance and expressed concerns about non-attendance and poor school progress, 

there was seldom any detailed exploration for the reasons for non attendance. 

These chapters have highlighted the different ways in which vulnerabilities were 

understood and enacted, illustrating that vulnerability as a taken for granted concept 

or analytical category in the analysis of data on childhoods in illness is problematic. 

A more complex interplay of ideas is suggested where parents advocated protection, 

alongside a professional drive for normalisation, children were seen to provide a 

constrained resistance to both of these strategies. 

These differential conceptions of childhood can be argued to relate primarily to the 

way in which parents and professionals constituted the vulnerabilities of childhood in 

illness in different ways. I conclude by suggesting that this additionally gave 

direction to each group in pursuing differential models of `appropriate' childhoods in 

illness. 

In addition I suggest that these competing vulnerabilities placed children and their 

childhood in a transitional (or liminal) state, which conferred further elements of 

vulnerability on them and the adults involved in their care. The following set of 

chapters considers how the organisation of treatment for cancer shapcd the daily 

lives of children and parents. 
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Introduction to chapters seven, eight and nine on cancer treatment 

work 

The purpose of the following chapters is to describe the activities undertaken by 

parents and children to achieve cancer treatment within the context of specific 

children's cancer services. 

The first chapter is concerned with how the organisation of services impacted on 

children and their families' experiences of cancer treatment. Treatment regimes for 

childhood cancer are highly complex from a biomedical and organisational 

perspective. The delivery and monitoring of these regimes was managed by a number 

of different professionals in a wide range of settings. I will argue that the negotiating 

skills required by families of children with cancer were considerable and involved 

managing a complex web of relationships, spanning both hospital and community 

services for health, education and social welfare. 

The following two chapters review the everyday activities in which children and 

parents engaged in during the course of treatment. I re-conceptualise these activities 

as a form of work. These activities resembled work since they were observed to be 

required of families, necessary tasks in the production of cancer treatment. 

During treatment work, parents used knowledge and skills in relation to their child, 

the illness of cancer and the paediatric oncology services. In so doing, parents 

demonstrated the need for negotiation, considerable vigilance and at times advocacy 

for their child. Parents and professionals expected this work to be carried out. The 

burden of the work and other parental roles was sometimes acknowledged by 

parents; however professionals seldom drew attention to this or accounted for it 
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within service provision. 

Children also engaged in work in relation to their treatment including participating in 

the day to day tasks of treatment and forming social relationships with adults to 

facilitate treatment activities. A key aspect of children's treatment work involved 

their cooperation with unpleasant aspects of treatment; although cooperation was 

usual children could also withdraw cooperation in active and passive ways. 

Children's treatment work was taken for granted, their cooperation often assumed 

and resistance explained with reference to the child's age or personality. 
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Chapter 7- Children's cancer services 

The organisation of paediatric oncology services into specialist centres supported by 

a range of other semi-specialist children's services in more local hospital and 

community settings had a profound influence on the way in which treatment was 

experienced by children, parents, and professionals. 

The geographical/spatial and structural aspects of service organisation observed 

during fieldwork will be outlined to illustrate the context within which the social 

actors in this study were required to function. The experiences of families 

demonstrate that although treatments were planned the reality of service provision 

led to families negotiating a complex maze of services, that were sometimes under- 

resourced and in conflict. 

7.1 Service localities 

P14 (HC) - "So what would tend to happen is that either 
the general paediatric or A &E or a GP would refer the 
patient to us. We would make an initial assessment. If we 
feel the possibility of cancer, we would refer the patient on 
to a unified centre which is either POC3 or POC2 for a 
diagnosis. They would make the diagnosis and then set up 
shared care with us ". 

This suggests discrete service entities that children moved through but takes little 

account of the work required by families and staff to continually make new and 

additional relationships in different settings. 

In fieldwork the boundaries between services were often observed to be idiosyncratic 

and rather than the linear model outlined, children experienced a more complex 

journey encountering boundaries and differences as they were being moved from one 

service to another to reach care designated as appropriate for their treatment stage. 
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The service configurations observed in this study routinely required parents and 

children to travel to different hospital locations. At diagnosis families were 

sometimes surprised at the location of the specialist services and could find the 

travelling problematic. Although the centre of the city was geographically quite close 

for a number of the families in the study, none of them had ever travelled there. The 

immediate local area of a small number of streets, the children's school, the local 

mosque (usually for male members of the family), and local shops comprised the 

everyday geographical scope for activities. Lives were usually bounded by contact 

with family who lived either close by or in other parts of Britain, or in Bangladesh63. 

If a family member lived in another part of the city, families in this study seldom 

travelled across the city by public transport to visit them. It was more common to 

rely on other family members with cars who would transport them. 

Travelling outside of this locality was considered to be inappropriate for women if 

not accompanied by a male relative (this included married women who worked 

outside the home), and could present dual dangers of confronting Islamophobia or 

gossip from the community64 

The effort that families put into gaining knowledge about the location of services and 

63 Regular telephone contact was maintained with relatives in Bangladesh; families purchased 
special phone cards to reduce the cost of these calls. 

64 I suggest to the two interpreters who have done the majority of work on the project that we go 
out to lunch to celebrate completing the data collection. I suggest a local street known for its 
"Indian" restaurants. They hesitate, then SU says, "let's go to our usual place (adjacent to the 
hospital), some of my husbands friends work in those restaurants and they will be thinking 
what is she doing eating out in a restaurant". 
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ensuring that they arrived at appointments on time was an unseen aspect of cancer 

treatment work: 

"I am travelling on the train to go and conduct an 
interview with one of the health care professionals based 
at POC2. I look around the carriage before the train starts 
and notice that Abeed's father is sitting a few seats away, I 
move towards him and say hello, with a follow up greeting 
in Sylheti. I discover that he is also going to the hospital, 
but to check out the route as he is going with the mother 
and child to an appointment, the following day. " 
(Fieldnotes) 

The father I met unexpectedly on the train is seldom able to go to appointments 

because of his work commitments. I was surprised to see him and to learn that he 

was tracing the route since the mother and child have been to this location several 

times. This activity reflects the overall anxiety that parents had about wanting to get 

things correct and their need often to reconfirm information from several different 

sources before they were able to be confident of its validity. For other families 

travelling to the specialist centre involved a complicated journey. When I asked one 

parent if I should meet them at home and travel with them the mother said: 

"Well I drive to the station, we then take a train, change to 
the underground system change lines twice and that brings 
us to the nearest station to the hospital. I think it's better if 
you meet us there because it would be going backwards 
for you, and the main problem is that it is in the rush 
hour. " (Fieldnotes) 

When parents and children commented on the difficult journeys they had endured to 

get to hospital locations, staff made no comment or sometimes agreed on the poor 

state of the city's public transport service. 

Arriving in time for treatments that were likely to take most of the day involved 

leaving home before Bam in the morning: 
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I have arrived at Sayeed's f lat at lam as requested; in our 
conversation the day before Sayeed's mother had said 
"come early Paula, then Sayeed will get up if you are 
coming ". I had responded "So I am like your alarm 
clock". "Well" she said "he doesn't like to get up so early 
but if you are here he will not stay in bed" (Translated 
from Sylheti by PK in the field). As I go into the main 
room the whole of the fat is in darkness- it is clear that 
the only person who is up is Sayeed's father who answered 
the buzzer. He makes sure I am seated and comfortable 
before going into the bathroom, one by one the rest of the 
family gradually emerge from the bedrooms, sleepily greet 
me and take their turn in the bathroom, Sayeed is the last 
to emerge, following repeated shouts from his mother. 
(Fieldnotes) 

The organisation of the family for the day ahead, so that at least one parent could 

stay at the hospital and the persuasion involved in ensuring children's compliance 

with attendance was largely invisible to staff or so taken for granted as part of the 

role of parents of sick children that it was rarely a topic of conversation in the 

clinical settings. 

Travelling to appointments during the busiest times of the day was something the 

majority of families found difficult65; on the way to appointments not only could the 

transport timings be unreliable, resulting in being late or early and having a more 

than usually extended wait, but children could be uncooperative. Returning after 

as Families who lived a considerable distance from a POC were in some cases provided with 
hospital transport. The exact eligibility criteria for this was unclear; my observations suggested 
a combination of treatment issues and parental lobbying as well as precedent. Provision was by 
no means available to all and there was limited flexibility so that families often had to leave 
home at an earlier time to fit in with the transport schedule or endured an additional wait in the 
hospital transport waiting room at the end of treatment. Small charities also provided 
transportation help to families as part of a package of care. Although referral to these services 
was also ad hoc they were highly valued by families who had access. 
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treatments that could induce pain and nausea was even more problematic; public 

transport services were frequently so busy that the child and parent had to stand and 

children or parents carrying them were seldom offered a seat. 

7.2 Fragmented care 

"I have stayed in five wards since she was diagnosed I 
was thinking last night. " (Fieldnotes) 

From pre-diagnosis when the child was initially ill, parents and children began to 

learn the service structures that they needed to engage with in order to gain 

assessment, diagnosis and treatment. Managing these clinically logical but practically 

complex organisations required considerable skills in negotiation and flexibility. 

Each family in the study had dealt with a minimum of two hospital trusts during their 

child's treatment. Within these hospitals there was always one particular inpatient 

ward for admission and one day care service for assessment investigations and 

treatment. In the specialist centres (POC) or the designated local hospitals (POSCU), 

bed shortages meant that at times children were admitted to another children's ward. 

These admissions could be particularly difficult since a hospital with a specialist 

paediatric oncology service would concentrate its expertise within that ward. When 

children were admitted to other wards because of capacity issues staff from the 

specialist ward were unlikely to have time to input into their care significantly. The 

only contact that children and families would have with their team would be on the 

once daily ward round after all the children on the oncology ward had been seen. 

Table 2 (below) charts a series of admissions for one of the children in the study. 

Over a relatively short period of time the same child had overnight admissions to 

four wards and day care admissions to three wards in two different hospitals. In a 
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five weck period I calculated that she had only spent five nights at home. 

"fahle 2-I luspital admissions for one Child 

Date Treatment I . ucal ion 

'/I2/04 ( Wednesday) Iil)nc mallow aspiration lk P(A' day narr unit 
I. unlhar I)tinrlurc under yrnrral 
illlillstIiclll' (pIillllll'll ticalllll'lll). 

9/ 12104 ( 'T'hursday) IFe'vei taken tl) hospital by Loral hospital wal 
parents. 

10/ 12104 (I -rillay) Transferred tl) PO(', di,, chargrll Pt)(' inl, Itil'nl unit 
and i11ttildilly, Ik15I1ital 

' (il)ea tl) I'( )(' day 
, party hill becomes children 1l'titillll'lll (hell ill il\ 

unwell. 
Itll)alll'111 111111 iIIPMI 

/1J(14-I. 3/I? /O4 (Sallullay - Treatment with intravenous PO(' in patient 11111 
Monday) arlllhll)tics fl'ý'l'I' 4 l)l'ti down, 

dischar; eed Monday. 

I; /1 2/(1^4 
-Il)/I2/O4 

(Monday- IIIghI ICIIII)l'rilltlre iii OCIlilIL, Adilllllt'll to lion o 

Sunday) parents take to local hospital at I'( )(' hospital. 
A& F. 

Transferred to PO(' by 
anlhulanrc. 

20112104 Monday nttrnllini local hospital for Local Ilosl)ilal wail 
intravenous aultihil)lics and 
I)kR d trlnsi'usiun. 

2 /12/0. -4. l'uestlay Altending local hospital for Loral hospital day 
flood transfusion. 

2311 2/04-? 4/I 2/04 (Wednesday Reallluittcll with high fever Local hospital \'al 
Thursday) 

25/I2/04-21)/12/04 (Friday to ('l)nlinul'. s as au inpatient hying Local hospital will 
'I uesllay) treated with intravenous 

antihiolics. 

1 2104 (Wed nesday) Iixl)ected at PO C day rare to PO C day came 
Planned Chemotherapy. 
Adnlissiln cancelled by 
rlmtiullalit. 

'a[1 101 

drilled I'l )(' 

1ý'uIý)t'V val(I 

(i i 

rarr wail. 

(I 2. 

(I I 

the distance from honºr and initial unfamiliarity with staff al the sl)rciali`t unit and 

the Second ward at the local hospital were a source o anxiety and Stress for the 
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mother of this child. She was required to be extra vigilant in some situations as she 

was uncertain what level of knowledge staff might have in relation to oncology care 

and the care of her child in particular. In addition observations showed the 

uncertainty regarding location and space resulting in the continual need to adapt to 

new environments. For children parental presence provided the only continuity in a 

highly fragmented care experience. 

During this period clinical staff described her condition as being `well': 

"Basically she is a well child she is fine ". 

"Look" the consultant says explaining to me why she 
could travel to another hospital for a children's Christmas 
party "She is a very well girl, I only admitted her last 
night because she cannot have her chemotherapy at her 
local hospital that's the only reason. " (Fieldnotes ) 

When professionals considered specialist and local service differences they 

considered technical competence in care delivery from a narrow perspective, such as 

the ability to deliver a chemotherapy regime. The above example indicates how the 

straightforward relationship between specialist services and local services described 

was not evident in everyday childhood cancer care. 

7.3 Negotiating service practices and rules 

"1 asked my community nurse, why they do this there? She 
said 'well they all have their own rules' so I suppose that 
is it" (Fieldnotes) 

Alongside adapting to different localities families had to negotiate the different 

`rules' of care provision that could operate within services. The practical 

implications of some of these operational structures had a profound effect on the 

relationships families were able to make with staff during their hospital admissions. 

The following extract comes from a visit made to a POC by the project advocate and 
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myself after one of the study children had been transferred there from the POSCU 

ward at her local hospital: 

After being buzzed into the ward by one of the staff, we 
meet Ilanifa's mother carrying her along the ward 
corridor. She greets us and leads us back to her bed. The 
child and mother's bed are squeezed together into the 
small space;, opposite is another child and parents asleep. 
We all sit in the tiny bed area tucked behind a curtain, In 
conversation with us her mother highlights the differences 
between the two wards. "In the other ward she is in a 
cubicle and because she is ill I cannot leave her, but if she 
needs anything I have to go and get it or call the nurse. 
Sometimes the alarm on the drip keeps going off and I call 
the nurse via the bell but they don't come and so it keeps 
going off and then eventually when they don't come I have 
to put her down and she cries but I have to leave her and 
go to find the nurse to tell them that the drip has finished. 
That's really difficult, here the alarm goes off and they 
come at once you don't have to wait so I don't have to 
leave her". (Fieldnotes translated in the field by SU) 

After observing the cramped conditions in the ward and thinking about the distance 

from home (making it much harder for other family members to visit, particularly 

Hanifa's two siblings aged five years and eighteen months), both the advocate and I 

were surprised at her mother's positive response to this ward to which she had never 

been admitted before. The isolation that we had anticipated she would experience in 

this `strange' setting was more than offset by the relationship she developed with the 

staff; here she was confident in the staff's prompt attention to her child's clinical 

needs. This data contrasts with the expressed opinions of staff that families would be 

more comfortable in their local hospital and in particular that British Bangladeshi 

patients would prefer to be cared for where they were a significant patient 

community. The observational data from this study suggested that these potential 

benefits was mitigated against by the isolation of the oncology children in cubicles 

during their admissions to the local hospital, whereas in the oncology centre they 
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could be nursed on the ward66 The effects of this isolation are illustrated by Hanifa's 

mother, since she is worryingly compelled to leave her sick child to gain attention 

when infusion ends. 

I suggest that there is a further difference in perception operating here, that of the 

seriousness of the child's condition. Febrile neutropenia was seen as routine by 

health professionals: 

P114 (HC) "They can stay locally, they can stay near 
where they live. They obviously have to come to us for the 
mainstay of the chemotherapy or if they need any 
intrathecals or anything like that but if they get an 
infection (tone of voice its nothing) they can stay locally 
and then they can see their friends and family" 

Shared care arrangements, outlined above, were assumed to result in the most 

essential aspects of treatment being given in the centre of expertise and the more 

routine results of treatment side effects being dealt with locally. For families every 

aspect of their child's care required expertise and serious attention. Isolation in a 

cubicle also reduced considerably the routine contact the resident parent and child 

had with staff. The concern about infection and in some settings the need for staff to 

wear gloves and plastic aprons whilst in the child's room, deterred contact unless for 

66 Children being treated for cancer are isolated in general paediatric wards because of their 
vulnerability to infection as a result of the treatment effects suppressing their ability to mount 
an immune response. Other children admitted to the general paediatric ward and their visitors 
are thought to represent a risk that is difficult to monitor and control. In the designated 
paediatric oncology ward staff and visitors automatically have a heightened awareness of this 
aspect of childhood cancer patients' vulnerability. This is one example of the separation (or 
more accurately sequestration) of children during treatment at the distant POC they are 
separated from friends and family by distance and in the local units from other children and 
staff by isolation in cubicles. 
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a specific purpose. Children were unable to go to the play room or hospital school 

with other children so that education and play staff had to allocate specific time to 

spend with one child. In order to do this they would have to close the playroom to 

other children on the ward in order to play with children isolated in a cubicle. 

Adapting to the rules of different hospitals and wards was a hidden aspect of 

families' treatment experience. In addition to the issues of isolation, these could 

relate to visiting regulations, facilities for resident parents such as availability of beds 

and access to ward kitchens. Trying to get a reluctant sick child to eat was seen to be 

hampered in some settings by the denial of access to the ward kitchen to obtain food 

stored there or even water to drink for the child or the resident parent: 

"The staff was all really lovely they were fine. The only 
problem at the local ward was the cleaning staff the 
kitchen staff. It's very hard we were in for two months and 
I couldn't use the kitchen. It was different at the POC. 
They had a fridge there just for parents who were 
staying ". (Fieldnotes) 

Families became adept over time at circumventing some of the rules: 

"I started to bring in a flask because 1 wasn't allowed to 
take a hot drink into the room with my child and he didn't 
want me to leave him. "(Fieldnotes) 

Food would arrive and be eaten in semi secret, in the child's cubicle, the staff 

demonstrating silent disapproval or resigned acceptance that these families required 

`different' food. Some families were clear about which services they preferred: 

"The nurses on that ward were very good; they cared for 
they cared about the parents as well" (Parent interview) 

"I would say please let me go to POC3 each time, I don't 
mind the waiting, however long it is! "(Fieldnotes) 

Rather than being seen as skilled in discriminating between services family 
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preferences were sometimes relegated to subjective responses by professionals. 

PI14 (HC) "Its weird because some love shared care and 
some hate it, some love going to their local hospital and 
some want to come here (POC) some want to go to their 
local hospital and never want to come here. I don't know 
if it's personality as well you don't like the person looking 
after you. 

Whilst professionals were articulate about the benefits of having services closer to 

the child's home, to reduce risk by ensuring children received the promptest clinical 

attention, and focusing the specialist services activity on "real" cancer work, 

problems in this relationship were explained by staff in relation to personal 

preference. It was therefore seen as an aspect of care that it would be difficult to 

resolve, as out of their control. 

7.4 Scarce and changing resources 

During the course of fieldwork there were considerable reconfigurations of services 

within the paediatric oncology services available to families. This included the 

closure of a cancer ward in one hospital and the transfer of all the oncology patients 

to two other hospitals for their overall management. The location of one of the 

POSCUs was also altered in addition for one child from one local hospital children's 

service to another. Day care units changed from dealing with only paediatric 

oncology patients to managing young people with a range of conditions. Further 

changes in one of the POCs resulted in no day care facilities for children who 

required a general anaesthetic; this activity was allocated to whichever ward had 

sufficient bed spaces on the day of the planned treatments. Parents were asked to ring 

the day before to confirm the location: 

This week Assia is attending the day care unit every day 
for an intensive block of chemotherapy. When they arrive 
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there is no bed for her, neither are there chairs for her 
parents to sit on. They stand and she sits on a small child 
sized chair. After a short wait the doctor arrives and takes 
the family into the treatment room so that the child can be 
examined. (Fieldnotes) 

On this day the child is an addition to the already full workload of the ward. The 

planned nature of the treatment has not resulted in appropriate facilities. The closure 

of a day care facility in a specialist centre led to children being cared for in the 

reception area of the inpatient ward, the lack of physical resources allocated implying 

treatment that was less vital or valuable. 

The provision of services in local and specialist centres could result in children with 

cancer being placed as an additional workload within local services that did not 

necessarily have resources to meet their treatment requirements: 

After Indira has received her chemotherapy the nurse says 
to her mother "you will have to come after 12.30 
tomorrow, because there is no one to give it before then ". 
"Oli OK" says her mother looking a little puzzled" "What 
is going to happen at the weekend? " she asks the nurse. "1 
don't know" the oncology nurse responds, "I will find out 
and they will tell you when you come tomorrow. " 
(Fieldnotes) 

The nurse suggests that there are not enough staff who can give the chemotherapy. 

Therefore oncology expertise is not available to parents and children all of the time. 

There is no negotiation about the time of attendance-the assumption is that although 

hospital resources are limited parental resources are limitless when it comes to 

facilitating treatment for their child. For the parent the situation has continual 

uncertainty since on the following day this nurse will not be there and on the day 

after she has no idea which part of the hospital she will have to attend or at what time 

for the treatment: 

We have been waiting in the play room, two other children 

194 



are playing in the room, the play specialist comes in and 
out of the room. After over an hour's wait a nurse comes 
to collect us and we go to the treatment room at the other 
end of the ward. 

The treatment room is a large space almost completely 
occupied by clinical equipment. Mohammed and his 
mother are taken to a small recessed area with a couch to 
have his treatment. There is a curtain and a large teddy 
bear nearby. At the start of the treatment Mohammed is 
crying. The room is constantly busy with people coming in 
and out including doctors talking on mobile phones. The 
teddy bear provides some distraction, the play specialist 
has not been asked to participate. After giving the 
antibiotics the nurse takes up another syringe and takes a 
sample of blood from the line. As she places this in the 
tray and takes up another syringe, the curtain is pulled 
rapidly aside and another nurse conies in. She looks at 
what the nurse is doing and then says to her "did you take 
for group and save? " 

"Yes" says the first nurse and points to the syringe in the 
tray. She then says to Mohammed's mother "about his 
blood, we are very busy today so it may not be here that he 
has it and it may not be today ". "Go back and wait in the 
playroom and we will let you know about the blood" 

We walk back along the ward with our bags. When we 
arrive at the playroom the door is locked. (Fieldnotes) 

In this treatment episode the staff are completely focused on completing the clinical 

tasks, the second nurse does not address Mohammed or his mother. The family had 

attended as requested expecting to be admitted for a blood transfusion in addition to 

the antibiotics. 

Later as we are waiting outside the playroom one of the ward doctors comes and 

explains that she is trying to organise a bed for the transfusion to take place, but that 

it will probably not now happen today as there are "no beds". All of the nursing staff 

seen on this day are unfamiliar to the family although the child has been admitted to 

the ward before. His mother asks me to stay with Mohammed so that she can go to 

the local shops and get him something to eat (as a non-inpatient on the ward he has 
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been provided with no food or drink, although we have been on the ward for over 

two hours including the ward lunch time). The mother (more experienced than I in 

anticipating the waiting time still to come and the unlikelihood that they will be 

offered anything on the ward) uses her relationship with me to good effect. When she 

returns we have been let back into the playroom. A passing nurse recognised me and 

asked if I was waiting to see someone. When I explained she fetched the key and 

Mohammed and I sat down in the playroom. All the cupboards are locked and the 

music that had been playing before is switched off. 

This section demonstrates that resources within paediatric oncology services were 

sometimes scarce, leading to protracted waits or return visits. Families tolerated these 

shortcomings for the most part although it added to their care burdens and the time 

that treatment consumed in their daily lives. When scarcity occurred and the familiar 

staff were not available parents and children had limited negotiating power to draw 

on, they could not cite previous examples or appeal to the established relationship of 

trust and caring. Unfamiliar staff could be competent and caring but they were 

essentially an unknown entity. 

7.5 Inter-service tensions 

Some professionals recognised the work involved in achieving effective shared care 

and located this within the efforts required by professionals to develop relationships 

with families who had to that point been cared for in a centre recognised as holding 

expertise in relation to childhood cancer: 

P14 (HC) "They have come in here and we have seen to 
be sorting things out and then they go there and the 
communities are a bit 'oh I didn't know about you' or 
when they go into hospital they are a little bit unsure. They 
are used to our way of working so I think there is a lot of 
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pressure on the community teams and on the shared care 
hospitals to get it right the first time. I think if you get it 
wrong the first time it's really hard to come back from and 
you see that a lot with the kids that have had a bad 
experience there they don't want to go back there and they 
cry about going back there. " 

The process of initiating shared care was seen by this professional as creating its own 

tensions. The staff in the shared care centre and the community nurses are 

conceptualised as the active participants; families and the specialist centre have a 

limited role. Staff working in shared care settings suggested the lack of information 

from specialist centres was problematic: 

P14 (a) HC "It doesn't, (work) shared care um, it works 
in that the children get all the care they need and things, 
but there's no liaison as a whole. I mean we had one child 
who was actually ventilated at the POC who had 
influenza, and even though she was there, there's no 
feedback. " 

This lack of specialist oncology knowledge and information was a considerable 

source of anxiety and frustration to professionals working in shared care settings. 

Their assertion that the obligation to provide this information was the responsibility 

of the specialist centre seemed to be about more than issues of information flow. In 

addition they were concerned that the work they did with families was not valued by 

the specialist service: 

P17 (HC) "I don't know necessarily if the centres 
appreciate it all the time, they just see us as the 
bloodsuckers! " (Laughing) 

Some felt that their role had been reduced to that of a technician. The potential for 

communication between hierarchies of services seemed to have been lost in the 

perception that there was a lack of professional respect. 

P14 a (HC)"Umm, she went home on a Wednesday, we 
weren't told she was admitted first of all, but I found out I 
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had said `let us know when she goes home'. We weren't 
told when she went home, and she was meant to be going 
home on twice weekly bloods. When I rang I found out she 
had been sent home, so she's actually missed one of her 
bloods that week and when they were done the level was 
35 so it was stopped instantly. So she'd had 5 GCSF 
injections, which she doesn't enjoy having ... and also 
like, you don't actually know the long term effects of 
having GCSF when it's not needed and things so it's 
actually you know, (coughs) it is serious thing, for her. " 

This child's vulnerability is related both to her current experiences (unpleasant 

injections) and her future health, suggesting the potential to carry the burden of the 

error into adulthood. In providing this example the health professional has also 

demonstrated the importance of the undervalued activity of 'bloodsucking', by 

linking it to the administration of a specific drug as part of cancer treatment. This is 

presented as a much more powerful argument than considerations of professional 

courtesy or improving liaison between services. This is in contrast to the view that 

the structures of services are either unproblematic for families or that preferences 

relate to personality likes alongside the occasional bad experience. 

7.6 Summary 

The complex and dynamic nature of paediatric oncology services had a considerable 

impact on the experiences of families and professionals. The smooth progression 

between geographically and organisationally dispersed services described by some 

professionals, underplayed the complexities of inter-service relationships. Families 

were shown to experience a fragmented care service that focused on everyday 

clinical activities rather than continuity for children and families. Parents and 

children placed a high value on relationships with known and trusted staff members 

and attending at different locations reduced the opportunity for developing and 

sustaining these relationships. In addition families had to manage uncertainty in day 
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to day service delivery which increased their workload and responsibility for care 

delivery and coordination. Alongside the experiences of families, professionals were 

seen to work with considerable tensions between services. 

In the following chapter I turn to a more detailed examination of parental roles and 

responsibilities in childhood cancer care. 
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Chapter 8- Parents' treatment work 

"She is my child, isn't she! So I have to do it, is my 
responsibility, my job. "(Fieldnotes) 

The activities that parents carried out during treatment have been conceptualised here 

as a form of work. They involved effort, skills and knowledge on the part of parents 

to complete. Parental work in relation to childhood cancer began before diagnosis 

with the efforts made to bring their "sick" child to the attention of health care 

professionals and the heightened concern they experienced about their child's 

wellbeing67. Following diagnosis parents worked quickly to acquire new knowledge 

of cancer services and treatments. Parents who were viewed as failing to acquire 

appropriate knowledge were heavily sanctioned by professionals. They rapidly 

developed awareness of the need for a particular level of vigilance during cancer 

treatment. This involved careful observation of their child and engaging in advocacy 

work to ensure service delivery. Parents could be undermined in this by resistance 

from children and the need to recognise competing demands in clinical settings. In 

addition they worked with competing responsibilities within their own households 

from other children, spouses and extended family members. 

The relentless nature of treatment was a burden for parents, since this took place in 

the context of ongoing uncertainty about their child's recovery. The particular way in 

which provision was organised isolated them in clinical encounters and compounded 

67 Work involved actions, taking children to health care providers and additional emotional 
labour. 
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the isolation from other family members and the wider community consequent upon 

serious illness. 

8.1 Everyday work 

"When I look after them, I can tell when they fall ill, they 
have differences in their sleep patterns, or in the way they 
sit, I'll say, `what's up, what's happened? " (Parent 
interview translated in the field from Sylheti by SU) 

This experiential knowledge of their child's body was something that mothers, in 

particular, used in monitoring children's wellbeing and which they brought to 

clinical consultations. Lives at home were characterised by proximity, partly through 

economic necessity and the constraints of the housing stock but also from a desire to 

keep children close by and inside68. Mothers of well children frequently told me that 

they would not be taking their child out because it was cold or raining. All of the 

youngest children in the families I met during the study slept in their parents' bed or 

in the same room. The teaching of ritual cleaning in Muslim households was 

practiced with children by parents until they were confident that children would 

follow these steps as a mater of course, after eating, before prayer times or after any 

contamination (going to the toilet, entering an unclean place, contact with animals). 

This everyday practice of washing parts or all of children's bodies gave mothers 

information about the physical body. Working on the child's physical body was an 

important parental task and mothers helped school aged children with bathing, 

68 Winch et al (2005) and Gantley (1994) highlight maintaining proximity for babies. For children 
in this study additional sources of protection came from the wearing of Tabiz, small cylinders 
containing verses of the Koran, pinned to the inside of children's clothing. 
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dressing and feeding: 

In the main room, Foffu (the children's father's sister) 
has started to feed her granddaughter Zara aged 6. She 
sits on the f loor moulding the rice, vegetable and meat 
dishes together with her right hand. Once it is at the right 
consistency she shapes it with the front part of her fingers 
into a small packet of food, and calling her 
granddaughter's attention to her, places it in her open 
mouth. Saleha is putting food onto a plate and Nadia, 
urges me to sit at the table. "Help, yourself she says, self 
service here ". She is preparing a plate of food. I sit down 
at the table and take the plate she passes me and begin to 
select the food I want. "Good you are sitting here" she 
says, "Zaman will come and eat now" and she calls her 
youngest son aged 4 to the table. He sits on the chair 
beside me. Nadia begins a similar process to her sister in 
law; as she does so she tells me which dishes her son likes. 
Saleha goes into the other room and begins to feed her 
daughter aged 7 who is watching television with the older 
children. Two boys are feeding themselves a plate of food 
prepared by the women (mothers, grandmother and 
paternal aunt). As I begin to eat my food I comment that I 
am the only adult eating. Saleha returns to replenish her 
daughter's plate. "This is good she says at least to day she 
is eating the rice. " (Fieldnotes) 

The `feeding work' collaboratively undertaken in the above extract indicates the 

priority given to feeding children69 and the way in which food was not just delivered 

to the child in smaller portions, via a utensil, but reworked by the mothers' hand to 

combine the types of food in the desired proportions and in a form that the child 

would accept. 

69 Young children and men are always fed first, women guests are urged to eat next and often 
served by the female who has prepared the food (the senior woman in the household or an elder 
daughter or daughter in law). Unusual female visitors such as myself can be treated as surrogate 
men, both by eating in the same location and at the same time. 

4 
3 
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Parents' detailed knowledge of children's eating and their intervention in feeding 

children who "Could feed themselves" but "liked to be helped", suggests a physical 

connectivity in relation to keeping children well (through food) that characterised 

what parents saw as their essential everyday work in caring for children. 

8.1.1 Illness work 

"They sometimes give paracetamol, sometimes they say 
'he's OK', they do x-rays sometimes and say 'he's got 
constipation', so they give medicine for constipation but it 
doesn't work. It's because of these things I have to 
continuously go (to the hospital) to know what happens to 
him, and he keeps getting thinner. " (Fieldnotes, translated 
in the field by SU) 

The profound changes in children's physical appearance prior to diagnosis led to 

seeking advice from family and friends in addition to presenting children for 

assessment at a range of health care services including General Practitioners, 

Accident and Emergency departments and walk-in-clinics. Parents, most usually 

mothers, described a situation within which they had to constantly ask for their 

child's illness to be taken seriously, and although they sought advice from a number 

of sources this was essentially a time of confusion and isolation. 

For the parents in this study their taken for granted knowledge of their child in health 

and illness was profoundly challenged by their child's cancer diagnosis and 

treatment. Their experiences of obtaining the diagnosis indicated both the difficulties 

in this process, of constantly representing a child to health services and how the 

symptoms confounded their usual strategies for managing illness. Parents' fine 

grained knowledge of their child's eating habits, sleeping patterns and physical 

203 



bodies appeared to be given little emphasis in clinical evaluations70 

This sense of sole responsibility for the child's health stayed with parents throughout 

treatment. It was reinforced by service structures and by the expectations of staff that 

parents would put aside their anxieties and meet the demands of treatment protocols 

without question, since this was considered the appropriate form that the work of 

parents of sick children should take. At the start of treatment parents had limited 

knowledge about cancer treatment and their confidence in being able to read their 

children's health had been challenged. 

8.2 Specialist cancer knowledge and skills 

After diagnosis parents rapidly acquired specific knowledge about cancer treatments 

and the effects that these had on their child, including new and specialist vocabulary 

specific to cancer treatment: 

Assia's mother "I am here today for the last antibiotics 
and a blood transfusion. Neutrophils is OK. Neutrophils 
are I think 1.6". She checks in her child's shared care 
record book. "Yes 1.6, but platelets are low only 52 and 
the 1113 is 6.21 think, so we are waiting for this ". 
(Fieldnotes) 71 

70 Economically disadvantaged and advantaged parents of children with cancer seemed to have 
similar experiences of being regarded as inappropriately anxious about symptoms pre 
diagnosis. Although the parents in this study recounted experiences that suggested assumptions 
made about health seeking behaviours in relation to ethnicity, parents in Eiser's study recalled 
that they were recorded in the medical notes as over anxious (Eiser et al 1995) 

71 The monitoring of haematological values was an important treatment strategy. Three elements 
were routinely monitored: White cell count, to assess vulnerability to infection, platelet count 
to assess vulnerability to bleeding and haemoglobin. Kupst & Bingen (2006) identify the 
understanding of the diagnosis and treatment regimes as one of the earliest tasks for families. 
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This mother (for whom English is not her first language) has gained knowledge and 

understanding of this complex biomedical information within a few months of her 

child's diagnosis, identifying the rationale for treatment decisions. 

Parents' knowledge came from clinical staff in the hospital, community and from 

other families, through conversation in clinical settings and by observing their 

experiences in hospital settings. The written information given to families about 

specific aspects of treatment was usually in English, even in the setting where staff 

estimated that 10-15% of their oncology patients were British Bangladeshi72. 

8.2.1 Clinical skills work 

In addition to a cancer vocabulary and the understanding of cancer treatment effects 

parents needed to develop practical skills for treatment work, such as caring for the 

child's central venous access line. This semi permanent catheter is used in delivering 

intravenous chemotherapy and antibiotics when the child is ill and a source of 

monitoring the child' s response to treatment since blood is accessed from this line. 

These lines made blood sampling and drug administration a much less traumatic 

process than the regular venepuncture and peripheral canulae that children (and 

parents) endured at the start of treatment. Parents were integrated into the work of 

monitoring and assisting in the use of these lines for treatment. The following extract 

shows parents' and children's knowledge of the process: 

72 A CLIC Sergent booklet aimed at children with leukaemia was the only literature found in 
Bengali during the project. Only one child had a copy of this at home and only one professional 
referred to it in interview. 
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At home Hanifa is having her central venous line accessed 
by her community nurse. Her mother sits on the floor of 
the main room and Hanifa sits between her mother's 
outstretched legs, effectively contained should she decide 
to protest. Today she is sitting quietly, her eyes follow the 
nurse's activity closely. I have her younger brother on my 
lap who had attempted to join in the process twice 
already; he now seems content to look at the book. 
llanifa's mother holds the blood bottle for the nurse and 
places the top on it after the blood has been syringed in. 
She then helps to place the ends of the line across Ilanifa's 
chest so that the nurse can open and place the dressing 
over it, without contaminating the sterile dressing. "It's a 
good job mum is such an expert"the nurse says. 
(Fieldnotes) 

The work of parents in assisting treatment delivery signalled not only their 

cooperation but also placed them within the circle of responsibility for treatment. 

Central venous access lines also presented their own risks, since they provided direct 

access to major blood vessels. Their accidental removal could lead to serious 

bleeding and contamination, to a life threatening infection. Parents' knowledge and 

anxiety relating to this is illustrated by the following telephone conversation: 

Mother "The end of the line it fell in the water, I was 
bathing her and the end of it you know what I mean it fell 
in the water, just the end" 

PK-OK 

Mother "So I clean it with an alcohol wipe and change the 
bung I put on gloves and I clean it and then I change the 
bung is it all right. I am so worried I am so scared 1 phone 
the community team the nurses but no one's there. I am 
really worried Paula what do you think? " (Fieldnotes) 

In her explanation the mother shows her knowledge of the care advocated by staff in 

dealing with the line. The incident also indicated the isolation that parents felt in 

managing their child's treatment. In order to be confident of speaking with a 

professional that she knows by name, with specific oncology knowledge, this mother 

would be restricted to office hours. The alternative would be to telephone one of the 
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children's wards and enter into negotiations with an unknown staff member which 

may result in a visit to the hospital. 

Although parents' cancer knowledge could have benefits enabling them to relate 

their concerns using language that professionals would find appropriate, it did not 

necessarily reduce their anxiety and sense of isolation. 

8.3 Vigilance and advocacy work 

"We always watch him. " (parent interview) 

One of the striking features observed during fieldwork was the constant watchfulness 

of parents at home and in hospital. This included parents keeping children in close 

proximity, undertaking physical checks of their body and repeatedly questioning the 

child. In the example below only after the mother has completed her specific checks 

of the sleeping child is she satisfied to leave the child under the gaze of another 

adult: 

Mohammed is lying on the sofa in the main room of the 
flat when I arrive, "He is sleeping" his mother says and 
goes over to the child, feels his head and then puts her 
hand under the cover and feels his body, she lifts up the 
cover and the child's t- shirt checks the line and says "he 
is OK"replacing the covers, she turns to me and says. 
"You can sit with him now and I will go to the kitchen to 
do my cooking" (Fieldnotes) 

Increased vigilance seemed to be required when children were asleep (as above), in 

hospital, where parents would often sleep during the day with their arm around an 
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awake child watching television and particularly after any accidents outside73: 

Assia and I are playing on the small paved area just 
outside their flat, her mother is watering the plants with a 
large watering can. Our game involves racing from one of 
the paved areas to the other, both of us are wearing the 
outdoor shoes that sit just outside the door to the living 
room on the sheltered balcony area. I am taking a rest 
when Assia trips up on one of the paving stones and lands 
on her knee. She gives out a small cry. Her mother comes 
rushing to her as she gets up. "You are OK I think" her 
mother says. She looks at her knee and when satisfied that 
this is not injured she proceeds to examine the rest of her 
body. Starting at the head and examining with her eyes 
and hands checking for changes in appearance, feeling for 
any lumps or pain. She lifts up her t-shirt and checks that 
her line is taped securely and covered with the dressing, 
she carefully looks at the area and when satisfied, 
replaces her top and checks her legs by running her hands 
down the full length. The 'assessment' is quickly over and 
she releases Assia from her scrutiny, goes back to 
watering the plants. Assia calls to me to continue the 
game. (Fieldnotes) 

The inspection undertaken above is very thorough, in spite of the mother's assertion 

to the child that she is `all right', specific checks are made. The seamless switch 

between routine activities and illness `work' by the mother and child show their 

collaborative expertise in vigilance work. 

8.3.1 Fcvcr vigilance 

Some of the vigilance work that parents carried out was specific to the child's cancer 

73 None of the children in the study slept alone bedrooms were only used for children to sleep in 
when adults went to sleep. Sleeping children were laid on the sofas of main rooms within 
observation. Outside was regularly constructed as dangerous and polluting, shoes were always 
removed before entering living areas. 
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treatment. Teaching families about fever monitoring and management was one of the 

few explicit information sessions provided to families prior to their discharge home. 

In the shared care folder there is a section on this and some families had completed a 

teaching sheet in relation to this. This information was provided in English in verbal 

and written form in the hospital setting according to the families in the study. 

Fever monitoring was an activity that all parents worked on at home74. 

"She had a temperature so we called an ambulance to 
take her to the hospital. " (Fieldnotes) 

"I am going to ask them to give me some more tempa dots 
(disposable thermometers) from the ward before we go 
because I will need to check her temperature at home. " 
(Fieldnotes) 

"Her temperature was up so of course we were back in 
again. " (Fieldnotes) 

The vigilance expected of parents in relation to fever is particularly significant since 

this learned management approach was contrary to the pre cancer advice they were 

given about fever management. Fever in childhood is such a common symptom in 

many minor illnesses that health care professionals (in the absence of any other 

significant signs) are most likely to recommend the use of antipyretic agents and 

74 During chemotherapy treatment children's low white cell counts not only increased their 
vulnerability to infection, but reduced their capacity to mount an immune response. Therefore 
parents were instructed by staff at the start of treatment that they needed to learn how to take 
their child's temperature and in cases of fever they should not treat with paracetomal but bring 
the child quickly to hospital. Fever may be the only sign of infection and thus current clinical 
protocols advise treatment with high dose broad spectrum intravenous antibiotics in the hospital 
setting until it is determined that the child can mount an immune response to the fever or it is 
resolved. The differential management of febrile neutropenia and the need for the aggressive 
approach in all circumstances has come under recent scrutiny (Philips et al 2007). 
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discourage parents from attending the general practitioner surgery or hospital to seek 

further interventions. In childhood cancer this advice is turned on its head and 

parents are urged not to delay in seeking hospital assessment and to withhold 

antipyretics which masked fever symptoms. Professionals related several examples 

of cases where they felt that there had been an inappropriate delay in taking the child 

to hospital: 

"I am very concerned that you waited so long to bring 
him. We are here all of the time. There is always a doctor 
here to see the children. " (Fieldnotes) 

Parents were aware that their vigilance was being monitored by the clinical staff and 

that their failure to comply with what was expected could have very serious 

consequences regardless of the clinical outcome for the child with cancer. Parents 

were aware that the responsibility for monitoring and obtaining the correct help for 

their child was ultimately theirs. This was reinforced by the health care 

professionals' instructions to "keep an eye on things". 

"They asked me to 'keep an eye on that' when he has a 
bath or something and if it gets any bigger 'let us know 
immediately', and can you imagine what goes thorough 
one's head? You know. You say `this danger symptom is 
there"'. (Parent interview) 

This episode occurred after treatment had been completed and illustrates both the 

hidden nature of cancer and the burden of responsibility parents felt to monitor what 

may be a recurrence of the disease. The importance and urgency of the work is 

indicated by the reported words of the doctor, 'let us know immediately! ' 

8.3.2 Advocacy work 

"As a mother you need to watch them and do something. " 
(Fieldnotes) 
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Some parents were also aware that professionals could make mistakes and that they 

not only needed to watch their child and report symptoms, but also to monitor 

professionals and advocate for their child if they observed poor practice or mistakes. 

Yasmin's mother described an incident that happened 
when her child was much younger during her first course 
of treatment before she relapsed. "It was the registrar, he 
gave her the Vincristine75 and she got a burn, I said to him 
'you are hurting her and this is wrong it doesn't usually 
happen like this, she is only a little child you know she has 
feelings', but he just carried on. When we got home it was 
still hurting and it was very red, I phoned the community 
nurse; she told me I was right and I had to take her 
straight back to the hospital. She rang them and arranged 
it. When we got there they started trying to make it better 
but there wasn't much they could do. I saw the doctor and 
I said to him, 'this is what you have done' and he said 'It 
wasn't me'. Imagine! So you have to watch you have to be 
very careful, they can make mistakes ". (Parent Interview) 

This experience suggested to the mother that not all health care professionals could 

be relied upon to conform to the required level of vigilance when it came to their part 

of the treatment work. In these cases parents had to take on additional work of 

advocating for their child's needs, sometimes as can be seen below in the face of 

powerful opposition from clinical staff: 

The nurse is setting up Assia's infusion for intravenous 
antibiotics. Her mother is sitting on the bed at the top and 
Assia is sitting right at the end of the bed. Another nurse 
comes into the room, "1 need to take the cot side" she 

's Vincristine is a plant Alkaloid used as part of the treatment for leukaemia. It is usually 
administered via a central venous access line; the use of peripheral veins for its administration 
is rare in current practice. In common with some other chemotherapeutic agents it is highly 
toxic to normal tissue and if the drug leaks from the vein during administration into 
surrounding tissues a serious burn injury is a potential result. 
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says, the other nurse looks at her. Assia's mother looks at 
me and at both nurses "but she needs it" she says 
"doesn't she? " 

"Well" says the first nurse (the more senior) "We have a 
child that is in danger of hurting herself very badly 
without a cot side" 

The other nurse continues to stand on the threshold of the 
cubicle. 

Assia's mother "She needs as well that is why I asked last 
night because one night on ... ward, she fell out of the bed 
and she had a big bump" 

First nurse "Well she doesn't need it now does she at the 
moment in the day time Does she sleep with a cot side at 
home? " 

Assia's mother says "No at home I put the bed to the wall 
and I am the other side. " (Fieldnotes) 

Assia's mother has to negotiate with considerable conviction during this encounter 

drawing on a previous hospital based accident to reinforce her point and to counter 

the nurse's `enhanced' clinical knowledge of the other child. The nurse again 

challenges the mother's knowledge of her child's needs and then places an additional 

responsibility on the mother to prevent an accident during daytime. Later after the 

removal of the cot side the first nurse provides a concession stating that she will 

make sure that Assia has a cot side before she goes to sleep that night. 

Since advocacy work arose from conflict between parents and professionals it was 

unlikely to be acknowledged by staff. In some circumstances the complexity of 

service provision meant that poor provision could be recognised by staff, if it 

involved a service for which they were not responsible: 

"She said to me, the senior sister at the cancer ward 'You 
have saved her life, we have to rely on the parents they are 
the only ones that really stand up for the children'. " 
(Fieldnotes) 
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This parent recounted further the incident when following an injection her daughter 

had developed a severe infection in her leg. At the start of the problem (identified by 

her mother at home) she had been admitted to the POSCU hospital. Her mother 

reported being very concerned since her daughter was in constant severe pain not 

able to withstand the sheets next to her skin. This unusual response of tier child 

alerted her to something being wrong and when the actions of the staff in the local 

hospital had no effect, she recounted that she had requested a transfer to the specialist 

unit, where a life threatening infection was identified. The child recovered but will 

require further surgery to reconstruct the damage caused to the muscle in her leg 

after she has completed her treatment for cancer. 

8.3.3 Balancing work 

Following diagnosis parents began a careful balancing act, involving demonstrating 

appropriate prompt contact with the hospital balanced with recognition that the 

clinical staff had additional work to do. Parents of children with cancer were at times 

required to temper their own worries and anxieties or be labelled as a parent who 

found it difficult to cope. In hospital parents were expected to recognise the 

competing demands of other patients: 

Indira has now been in this ward for 5 days. It is Sunday 
evening and she and I are playing a board game. Her 
mother looks at the clock. "She was due her antibiotics at 
5pm and it's nearly 6pm now 1 am going to ask the nurse 
who is looking after her if she is going to have it at 6pm. 
They gave it this morning at 5 so I think it should be 5pm 
tonight, that is right". She comes back a little while later, 
"I found the nurse who is getting it ready" she says. "She 
is in a line, she has 12 to do so she is in the line they will 
get to her. " (Fieldnotes) 

In this example the mother uses her knowledge about the appropriateness of 

treatment times, but balances this with the context of other work of the ward nurses. 
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11er work involves managing her vigilance and advocacy role, and her own anxieties 

about the potential effects of delayed treatment within an organisation that she has 

little power to influence. 

The nature of cancer treatment was so fraught with uncertainty that staff usually 

recommended parents bring children to the hospital for evaluation. The questioning 

and sanctioning of some parents who were perceived to delay bringing their child 

simplifies the complex decision making process required of parents: 

Mother "1 called you because she vomited the oral 
chemotherapy you know, she was very sick all of the 
medicine came back and I didn't give it again what do 
you think? " 

PK "how is she this morning? " 

Mother "Well you can hear she is really miserable, but 
she is OK her cheeks are red but she will not let me go and 
do anything you can hear"(Child crying in the 
background) 

PK "It must be very hard for you both -what did you 
decide to do about the medicine, was it the 
dexamethazone? " 

Mother "No it was the chemotherapy you know the one" 

PK "The mecaptapurine" 

Mother "Yes that's the one" 

PK "It's always hard to know because she may have had 
some of it and you don't want to give extra" 

Mother "Yes I know and she is red in the cheeks and I am 
not sure how she is, pink cheeks you know" 

PK "Have you thought about giving a ring to... 

Mother "I think I could" 

PK "If you ring .... (ward) and ask to speak to.... they 
could suggest what is the usual thing to do what they 
advise. Can you remember what they said when it 
happened before" 
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Mother "It has never happened before this is the first time 
that this has ever happened that she has vomited her 
medicines" 

"Yes I will I will ring ..... and talk to 

Later we speak again. 

Mother "I am taking her to .... they are going to see her" 

PK "OK I hope it goes well, I will give you a call later 
when I get home from work". 

That evening I call and they are at home. 

Mother "They checked her over. She is OK everything is 
all right. The doctor on ...... saw her" 

PK "Did they say what to do about the medicines" 

Mother "Oh yes they say that you cannot tell, its really 
difficult so that you cannot give it again even ... (names the 
oncology specialist nurse) say that its so difficult you 
cannot tell. Even there she was not playing which she 
usually does when she gets to the hospital she is usually 
happy and she plays with them and talks to them. She 
didn't today she wasn't playing. But they say she is OK. " 
(Fieldnotes) 

In this extended extract the mother shows the steps she undertakes to develop a 

coherent story to present to clinical staff. Her `rehearsal' over the telephone provides 

her `ticket of entry' to specialist review. The vomiting of medicines in the case above 

was part of a series of worries for her and she needed reassurance from several 

sources: myself, the oncology nurses, and the hospital consultant. This combined 

with her daughter's distress and unusual behaviour prompted her need for review and 

perhaps to share for a short period some of the responsibility of care. Although there 

were difficulties associated with bringing a sick child to hospital (transportation, care 

for other children, time taken), the benefits to parents can be seen as something more 

than a clinical assessment of the ill child. 

Professionals had limited insight into the complex balancing act parents had to 
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continually work on, integrating knowledge of their child and cancer treatment with 

the particular but not unchanging roles of each service provider. 

8.4 Additional work 

"Mum sometimes had to get back home to do her own 
cooking" (Parent Interview) 

Managing the child with cancer during treatment was not the only work for parents 76 

They also needed to manage other aspects of their family life, household tasks, 

obligations to relatives and care of other children in the context of ongoing 

uncertainty of children's response to treatment. From this position of lack of control 

and often very limited financial resources" they also needed to manage the other 

bureaucracies with which their lives intersected such as schools, housing, finance and 

immigration. 

8.4.1 Siblings 

Only one child in this study had no other siblings, all of the others had between one 

and three ranging from eighteen months to eighteen years. When the child with 

cancer attended or was admitted to hospital, parents had to arrange care for siblings 

76 Two of the mothers in the study had worked outside of the home prior to their child's diagnosis 
with cancer and both had been compelled to give up this work during treatment. Working 
fathers seemed less likely to stop work outside the home altogether but one father had changed 
his job so that he could work at something which had greater flexibility than his previous work. 
Levels of unemployment were high in the Bangladeshi community studied and working parents 
had little scope for alternative employment or for time off in jobs that held minimal security of 
tenure. 

77 All of the families in the study were in receipt of either income support or tax credits. 
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often at very short notice. Parents also had to manage siblings who did not wish to be 

left behind sometimes arranging for them to be cared for in another household for an 

uncertain length of time: 

`7 had to take my younger daughter to my mum's last 
night the appointment here is too early to take her in the 
morning. She wasn't very happy I phoned my mum this 
morning, just now and she told me that she slept in her 
clothes her coat and shoes she wouldn't take them off. " 
(Fieldnotes) 

The additional work here included negotiating with relatives, transporting a reluctant 

child, with appropriate belongings to another household, checking on the child's 

wellbeing during the hospital admission and managing the sibling's likely distress. 

Following hospital admission the child with cancer was also likely to have post 

treatment symptoms of nausea and discomfort to add to the demands placed on 

parents. 
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Arranging child care late at night was particularly problematic. I had several 

discussions with children and adults about my own wellbeing travelling from their 

homes after dark. When Sayeed was admitted to hospital on one occasion after 

midnight he urged me to stay in the hospital with him and his mother as ̀ there are 

robbers out there', indicating that being out of the household after dark was 

considered to be quite dangerous, particularly for women and children. 78 

In general, siblings were not welcomed in the hospital setting. They were permitted 

to visit, but only accompanied by their parents or another adult and all visitors other 

than parents in the hospitals observed were asked to leave by eight pm: 

I am sitting in Sayeed's cubicle with him and one of his 
older brothers (aged 14 at the time) has come to visit him 
from school and his mother has gone home briefly to 
collect clean clothes and cook for her two other children 
before they go to their uncle's house for the night. A nurse 
comes into the room, she looks at us all and says to the 
visiting sibling, ' you are not allowed to be here on your 
own'. She looks at me and then leaves the room 
(Fieldnotes) 

In other settings such as clinics the lack of welcome was less explicit, although few 

75 Gender could override age and even a reputation for unreliability in these circumstances. The 
teenage brother of one of the children in the study, a fairly notorious 'naughty boy', was 
observed escorting a young married female relative the short distance from his parents flat 
across the estate to her own home. Additionally families with cars that I met in the community 
would frequently try and insist on driving me home if I left their homes after dark. I quickly 
learnt to either bring my own car or arrange to call and notify of my safe arrival, since the 
arrangement of lifts could involve calling a male family member back home to drive me. The 
eighteen year old son of one family went to stay in the home of his paternal grandmother when 
she was admitted to hospital so that his two decades older aunt would not be alone at night in 
the house. 
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facilities were provided to occupy children during long waiting times. Although 

access was given to play rooms, play staff usually confined their focus to facilitating 

play for the children with cancer only. Parents had to consider carefully bringing 

siblings to any appointment and usually only did so if they had no other options 

available. 

8.4.2 Household work 

household work, cooking and cleaning had to be limited both when the child was in 

hospital or when they were at home but unwell and demanding of their parent's 

attention: 

"She is not letting me get anything done. She wants me 
with her all the time, taking her to the toilet carrying her, I 
cannot get my cooking done or washing, the kitchen is fill 
of dishes. " "She will play now that you are here and I can 
get my work done, I need to do it, I didn't cook 
yesterday. "(Fieldnotes) 

Not being able to cook daily79 was problematic for many mothers I met during the 

study. They would frequently apologise to me on home visits that they did not have 

rice and curry dishes that had been freshly prepared. "I don't want to give that to you 

it's not fresh, it is OK for us but I think I will not give it to you, sorry Paula ". The 

79 Nearly all food cooked in households was prepared from fresh ingredients. Families would buy 
Ilalal meat and Bengali fish from local butchers several times a week. This would be used to 
make dishes that would last two to three days after they had been made. Fresh vegetables were 
brought from the market or local supermarkets on most days. Women's daily routine involved 
taking children to school, going food shopping, returning to clean their houses and prepare food 
to be eaten by children on their return from school (referred to by one young person as Bengali 
lunch) and again later in the evening. Fast food was also increasingly popular, the local streets 
had numerous Halal fast food stores (PFC, Perfect Fried Chicken was a particular favourite) 
and when in hospital children would request this from their parents. 
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importance of daily cooking was not just to provide appropriate food for members of 

their own household (a key aspect of women's work in this community), but also to 

have food available for visitors. 

8.4.3 Extended family work 

In addition to responsibilities for their own households parents had a further complex 

web of interconnectedness with their extended kin that brought obligations, and 

additional work: 

"Can we start the visiting next month Paula, I really want 
to do the study and Mohammed likes you so I am sure he 
will enjoy it but this month I am going to be really busy 
with my brother's wedding, 1 am getting all of the gifts 
sorted, the clothes and things for the bride's family, he 
wants me to do that. Ile trusts my taste and I know the girl 
I will know what she will like" (Fieldnotes) 

These additional obligations were unknown to clinical staff, who worked with a 

`nuclear family' model that assumed relatives would provide help to the family of a 

sick child but gave little thought to issues of reciprocity. Occasionally an admission 

to hospital could provide a brief respite from these obligations as an advocate 

explained: 

"At least in hospital she gets a bit of rest from those 
household chores. Because the sisters in that house they 
are able to just leave their children there and go out to 
work and they (the sisters in law) look after them. 

They prefer to live together because the daughters in law 
can do the cooking and the house work. I suppose she 
cannot complain because her brother is married to one of 
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the sisters they have given him the red passpor/° so she 
can't complain because they have done that for her 
brother". (Fieldnotes) 

Parents could have many layers of work obligations in addition to those explicitly 

concerned with treatment for the child with cancer. 

8.5 Treatment work as burden 

"There's too much pressure on the parents of ill children" 
(Parent interview) 

The unrelenting day to day uncertainties of treatment were expressed as burdensome 

by parents from time to time, since in spite of active parental work situations could 

break down and become unmanageable. 

"Sometimes mums and dads may not think of everything, 
my mind, I can't always remember everything. " (Parent 
interview) 

Mostly parental burdens were not discussed with clinical staff; when parents 

displayed distress they were characterised as non-coping, particularly when parental 

distress was displayed in front of children. Staff did acknowledge the burden on 

parents. 

to I lanifa's mother had married into a family of nine siblings. Subsequent to her marriage her 
brother had been married to one of her husband's sisters. Although cousin marriage is less 
common in British Bangladeshi families than British Pakistani families (Shaw 2000), it does 
occur and seemed to be an 'in family' practice. In this family I lanifa's mother's mother and 
father in law are also cousins. Marriage to a 'Londoni' (Gardner 1995) continued to be 
regarded as economically advantageous and created additional obligations towards the family 
able to provide access to the British (red) passport. 
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Referring to one mother of a child in the study an oncology nurse says: 

"1 am amazed at her now that she does manage because if 
you had seen her at the beginning. I didn't think that she 
was going to cope at all. " (Fieldnotes) 

The professional suggests that this particular mother although initially overwhelmed, 

had learned to cope and implies that current demands were not too burdensome. 

Family members could be more attuned to ongoing issues and supported parents by 

providing practical help: 

"My brother he has a car thank goodness and he has 
really helped us, you know I don't know what I would have 
done without him, helping us with going back-wards and 
forwards and he would come and visit and bring things 
food and such that you can only really get here. Ile and 
his family are going to Bangladesh for a year this year 
and I am going to miss them so much. " (Parent interview) 

Family members were however unable to share in the essential work of developing 

disease related knowledge, vigilance and balancing that took time and energy on the 

part of parents. Parents were reluctant to talk about their child's illness to others 

including relatives, who although often providing invaluable practical support, were 

said to lack detailed knowledge of the biomedical aspects of the disease and its 

complex treatment regimes. Several parents had experienced detailed questioning 

from older family members about the potential causes of the illness and were thought 

by younger parents to have inappropriate and hurtful ideas about illness causation. 

At times parents seemed to be overwhelmed by their situation and could find little 

respite or support for their own suffering. 

"What I'm saying is that there are times when children 
fall ill, sometimes the mother may have problems she may 
be ill, 1 was ill - so many problems, I didn't want to go to 
the doctors - why? - Because I couldn't find the time. " 
(Parent interview transcribed from Sylheti) 
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In interviews they were reluctant to articulate this; rather they discussed the more 

difficult situations that other parents could face, if they had younger children to cope 

with or lived much further away from the hospital: 

"My children they can go to toilet on their own, bathe 
themselves, wear their own clothes and go to school, have 
their own breakfast, I don't have to give it to then -some 
may have babies, some may have slightly older than 
babies, the one who's ill may be really young - so how are 
people supposed to look after them - so difficult. Now, 
how can you look after yourself and the child? " (Parent 
interview transcribed from Sylheti) 

Although this mother starts describing the benefits of having children who are old 

enough to perform basic tasks, the tone of her discussion is one of a burden too much 

to bear. If the children were younger, she seems to be saying, it would be completely 

unmanageable because she is barely managing. In their accounts many parents 

accepted the things that they needed to do for their particular children as natural, as a 

matter of course, not to be complained about or questioned: 

"Normal you know, that is if the child is ill I have to take 
him and backward and forth, I mean I can't see what help 
they can do on that regard unless, well I'm only half a 
mile from hospital if they live a long way from the 
hospital, I can imagine their situation to my situation, you 
know and I felt sorryfor them, what they're going 
through, they're going through worse than me, let alone 
me worrying about you know, what's happening here, you 
know, and I really really felt for them. " (Parent interview) 

The frequency with which they cited the situations which would cause difficulty 

suggests that there were barriers to declaring a need for help with caring for children. 

This could alternatively be seen as a management strategy on the part of parents to 

compare their own situation favourably with others. Parents could also be seen as 

working to try and reduce the burden of treatment through using their knowledge of 

clinical data, to suggest the situation for the child was not as bad as it could have 
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been. 

I have just arrived at the hospital. Assia has been in for 
three days now and is sitting on her bed colouring. I ask 
her mother how things are. "We have had good news, 
results of the blood cultures" she says. " It is not an 
infection in the line, I am really happy about that at least. 
(Fieldnotes) 

The suffering that the work of treatment resulted in is illustrated most effectively by 

her words describing the night after her daughter's treatment had finished. 

"1 had a really good nights sleep last night. " 

(Assia's mother following her child's last lumbar puncture 
and bone marrow aspiration) 

11er tone conveyed the contrast between this one night and her experience of the last 

two and a half years, as some of the burden of treatment work was about to be lifted. 

8.6 Summary 

Parental work has been characterised as involving knowledge, vigilance and a 

burdensome experience. It was undertaken in the context of complex service 

provision that assumed minimal complaint, since the shared goal of `making the 

child better', preventing recurrence and death, overshadowed concerns for the 

practical and emotional difficulties encountered by families in achieving treatment 

work. It was recognised by staff that having a child with cancer presented parents 

with an enormous challenge, but this challenge was seen to reside completely within 

the diagnosis of a life threatening illness rather than within the day to day 

practicalities of managing treatment. Parents also saw this as an ever present danger 

and were usually cautious about raising the difficulties they encountered except 

through specific well mapped channels, such as seeking economic help from social 

workers. Parents' work expertise was differentially valued specialist cancer 
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knowledge (acquired in the context of English being their second language) was 

acknowledged in contrast to knowledge of the `child. ' Parents' knowledge work was 

unseen, unrecognised and poorly facilitated. Similarly whilst on treatment, the 

activities that parents undertook, providing information to different service providers, 

transporting children to hospital for numerous planned and unplanned appointments, 

giving medicines, encouraging cooperation and compliance with treatment, 

observing children for fever, pain and other symptoms were largely taken for granted 

activities expected of parents of sick children as part of their parental role. 

Parents' sources of help in their treatment work were limited by practical issues of 

regular and unpredictable hospital attendance, the need to avoid crowded places and 

the stigma of serious illness set these families apart from those with well children in 

their community. They relied heavily on clinical services whilst recognising that 

these too had significant limitations. In conclusion, parental work was seen to be 

conducted largely from a position of uncertainty and isolation. 
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Chapter 9- Children's treatment work 

"Can you clamp off your line for me please" Nurse to 
child with cancer after giving chemotherapy via central 
venous access line. (Fieldnotes) 

The responsibilities to ensure that children with cancer received treatment were not 

managed solely by adults; children were an active part of the process, carrying out 

specific treatment tasks at home and in hospital. Adults both expected and used 

specific strategies to promote children's cooperation in achieving treatment regimes. 

Cooperating with treatment is conceptualised here as a key aspects of children's 

treatment ̀work'. Children demonstrated both their potential for agency and its 

limitations when they resisted cooperation. In a similar way to parents' `work' 

children's treatment ̀ work' was frequently unacknowledged. I turn initially to the 

everyday treatment tasks that children became involved with during their cancer 

care. 

9.1 Children's treatment tasks 

Medication was a frequently observed treatment task for children with cancer: 

fetching the medicines, getting tissues or sitting in readiness. Younger children 

swallowed liquid medication administered by parents usually via an oral syringe, 

sometimes developing order preferences or ritual activities such as holding a 

prepared drink of water ready to wash away the unpleasant taste. Older children also 

became involved in the process of preparing medication prior to its administration: 

Yasmin comes back into the room. She is carrying a glass 
of water with a piece of paper kitchen towel covering the 
top, together with more syringes and a blister pack of 
tablets. She places the glass carefully down on the table. 
Watched by her mother she organises the medicines and 
syringes on the table. She uses a syringe to take water 
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from the glass and then places this in a small plastic cup, 
into which she then puts a small tablet to dissolve; she 
draws up a dose of liquid medicine from one of the bottles 
on the table and prepares more water. Yasmin's mother 
says 'She is really good though now she wants to get all of 
her medicines ready she wants to be part of it that's quite 
new, before she just wasn't interested, but she is growing 
up now'. She looks at her daughter and smiles. Yasmin 
returns her mother's smile and looks at us but makes no 
comment. After waiting patiently for one of the medicines 
to dissolve in the water she takes out part of her shirt from 
the top of her trousers and reveals the end of a feeding 
tube system. She adjusts the end of the tube and takes a 
small cap out of a clear specimen pot, she exchanges this 
with the end of the tube she has and then checks again on 
the white dissolving tablets. She shows the contents of the 
pot to her mother, who nods. She begins to draw up the 
dissolved liquid in another syringe. Site starts to inject 
each of the medicines into the end of her gastrostomy tube 
one by one, after each medicine flushing the tube with a 
small amount of the water. At the end of the task she 
replaces the tube under her shirt and tucks it into her 
trousers. She then clears up the emptysyringes and glass 
with a small amount of water left inside from the table and 
takes them out of the room. (Fieldnotes) 

Yasmin's demonstration reveals the time consuming and complex nature of these 

treatment tasks for children and the focused way that the specific regimes established 

by their watchful parents were adhered to. 

In the hospital setting children could also negotiate an active role, such as Sayeed's 

treatment work in administering his own eye medication: 

I knock on the door and Sayeed's voice calls come in. Ile 
is sitting on the bed sideways a nurse is also in the room. 
He tells me that he is giving his eye drops. "Because I 
have an infection ". He tips his head back at an awkward 
angle and hold the dropper bottle above his left eye. With 
his other hand he pulls down his eye lid, pauses and then 
squeezes the bottle, as the drops touch the lid he makes a 
sharp noise and shakes his head abruptly. The nurse sits 
beside the bed observing his technique and providing 
praise and encouragement. (Fieldnotes) 

The semi independent nature of this activity could suggest a degree of autonomy for 
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the child. I suggest that the close supervision by adults (parents or clinician's) 

illustrated the highly constrained nature of children's autonomy. Rather than a 

marker of independence children's treatment tasks served to contribute to their 

building of social relations with the adults who controlled the treatment agenda. 

Participation in clinical activities was encouraged by professionals as demonstrated 

in the opening quotation. In the home setting children also held blood bottles, took 

antiseptic wipes out of packets, held their lines to facilitate nursing tasks, fetched 

equipment such as additional syringes from their home supplies and disposed of 

discarded dressing packs at the end of treatment activity. Professionals thanked 

children for `helping them' in carrying out treatment, praising and encouraging their 

participation. 

In contrast the tasks that children undertook to prepare themselves for hospital 

appointments observed during fieldwork (interrupting school or home activities, 

getting up early and going without food or drink) were unseen by staff and only 

warranted comment when it impacted on children's social interactions with staff in 

the clinical or home setting. In this way children's treatment work was 

underestimated and seldom acknowledged either for its contribution or the potential 

effect it may have on other aspects of children's lives. 

9.2 Working relationships 

Establishing and managing friendly social relations with clinical staff was a further 

aspect of children's work during often prolonged treatment regimes. Several children 

developed close social relationships with staff in the inpatient setting. 

Angela, one of the senior ward nurses comes into Assia's 
room. She admires a picture we have been colouring and 
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then says ̀ I have been meaning to come for a chat with 
you all afternoon but I just haven't had time'. Assia 
reaches up and takes a pen from the pocket on Angela's 
uniform 'Ah my special pen do you want to borrow it? ' 

'1 am going to do some writing for you Angela' Assia says 
to her. 'That's good, if you could write my notes for me' 
says Angela smiling at Assia. Assia leans over to examine 
the name on her identity badge closely, '1 tell you what' 
Angela says, 'why don't you look after my badge for me 
whilst I am on my break then if anyone needs me you can 
pretend that you are me'. 'I am the nurse' Assia says 
accepting the name badge and hanging it around her own 
neck. She gets up to go and waves bye to Assia calling out 
'goodbye nurse Angela' and Assia laughs. (Fieldnotes ) 

Assia negotiates gifts that demonstrate her relationship with a particular nurse. If 

favourite staff were working, children in the POSCU wards made excuses to leave 

their cubicle, and walk towards the nurses' station on the chance that they might see 

them and engage in conversation with them or they asked other staff members if they 

were working that day. When children were admitted to unfamiliar wards and visited 

by play and educational staff that they knew, they were not only pleased but made 

efforts to emphasise their relationship with the visiting staff member to other staff. 

Children drew on their social relationships with particular staff to assert the status it 

gave to them as experienced patients with a serious illness: 

"Jones !" Sayeed calls out in a loud voice from behind the 
curtains. He is sitting on his bed and his chemotherapy 
infusion has recently commenced. Another doctor has 
come to examine him following his reluctant reporting of 
abdominal pain. The senior oncology nurse (usually 
referred to by her first name by the children and parents) 
pops her head in between the curtains (taking care to keep 
them close. Her face is framed by the curtains and her 
body cannot be seen), 'Yes Islam' she says using Sayeed's 
other name and mirroring the tone of his exchange. 
'Nothing' he says laughing just wanted to make sure you 
were on your toes working hard'. (Fieldnotes) 

In the exchange reported above Sayeed establishes himself as the experienced 
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patient, compared to the unknown doctor, and his right to refer to the nurse by her 

surname, usually a mark of disrespect. The extent of his knowledge and his status is 

confirmed by the joking relationship he sets up in the talk to which the nurse 

responded in kind. His status has also been conveyed to the other children and 

parents in the open ward as he chose to deliver the exchange in a loud voice, 

reminding everyone that he was an unseen but an active participant in the social 

activity of the ward. Thus he offers resistance to the imposition of the curtain closing 

him off from the ward's activities and at the same time offers cooperation to the 

process of treatment through examination. 

Working to establish and maintain these relationships took time and effort for 

children, whereas the results were seen by adults as a simpler product of having a 

condition that required repeated treatments. 

Staff referred to the oncology patients attending a day care unit as "regulars", "old 

hands" or "knowing the ropes". Children aged two to ten years were seen as 

seasoned professionals in clinical encounters and as such expected to maintain 

established social relations with staff: 

"As we are walking up the ward corridor with Hanifa and 
her mother, at the entrance to the ward we meet one of the 
nurses from the unit. `Hello' she says to all of us, 'Hello 
you' she says to the child, `where is my smile? I usually 
get one'. Hanifa looks up and summons the required smile, 
'That's better says the nurse' and resumes walking along 
the ward away from us (Fieldnotes) 

This behaviour that staff seemed to expect of children in the clinical setting and the 

obligation placed upon children to respond, suggested a performance element to 

child staff relationships in cancer care settings: 

"I have just heard that the family are moving to another 
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part of the country, mum has relatives there and she will 
have more support. I am really upset though, because she 
has only just started not to cry when she see's me. Up until 
now as soon as I appeared she would cry, even if I was not 
doing anything to her. " (Nurse discussing a three year old 
child recently diagnosed with cancer) (Fieldnotes) 

The value placed on these relationships by children and professionals relates, I 

suggest, in part to their potential for disruption through the initiation of distressing 

treatments or acute episodes of ill health involving pain and discomfort for children. 

The creation of `smiling' relationships reduced the frequency of visible distress, but 1 

suggest also created a further dimension to children's work. Relationships with 

professionals did provide some opportunities for negotiating treatment times and 

delivery methods in a limited way for children. In addition the ambiguous social 

position that children found themselves in as cancer patients called at times for 

reintegration achieved to some extent through their relationships with professionals. 

In many situations children's comfortable social relationships with adults were 

dependent on their ability to cooperate with treatment. 

9.3 Cooperation work 

PI 8 "Well ideally that they are going to cooperate. " 

The most central activity that children undertook during treatment, according to 

adults, was to cooperate with treatment activities. 

Children were categorised early in the treatment process as either cooperative or non 

cooperative although on the whole it was expected that the majority would come to a 

state of cooperation, or cease to display distress. In the extract below, as the nurses 

go through the routine of admitting a child in preparation for a bone marrow 

aspiration under a general anaesthetic, the expectation is that the child will cooperate 
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with all aspects of the examination: 

The nurses, sit down beside the child and parent in their 
chosen bed space, and go through a checklist of questions, 
relating to how they are, when they last ate and giving 
information about the plan for the day. They start the 
clinical measurements, weight, height, temperature, pulse, 
respiration and blood pressure (this can be an 
uncomfortable process as the machine automatically 
pumps the cuff up tightly, before it slowly releases it). All 
of the children sit passively during these. This is in 
contrast to some of the children admitted for day case 
surgery, who cry and struggle. (Fieldnotes) 

I contrasted the cooperation of the child with cancer with those children admitted for 

day case surgery to the same ward, who were frequently observed to be distressed by 

routine hospital activities such as being weighed. The children with cancer would 

have encountered these procedures already unlike the novice day care patients. In 

addition they had encountered more painful and distressing procedures in their 

treatment and crucially had knowledge that protest did not result in adults stopping 

the process. Rather procedures and treatments continued (although sometimes with 

respite) in spite of protest. I suggest that the novice day care patients had yet to 

experience the futility of protest. I observed non cancer day care children having 

their procedures cancelled and being sent home because they were so distressed I 

never observed procedures for children with cancer being cancelled as a result of 

child distress. In the home setting adults could overrule the desired state of overt 

cooperation: 

"On some days you just do not have the time to do all of 
the negotiations; I say to dad you will have to hold him, 
let's get it done" (Fieldnotes) 

Explicit strategies such as play therapy in the form of distraction were also employed 

to encourage cooperation: 
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P19 "1 always say to the children there's always 
something we can do. It might be just that you need 
someone there to hold your hands or someone there to 
read a story with you or you may need something to cover 
up where they are putting a canula in your hand with a big 
picture. So that we are looking for 'Where's Wally' on the 
picture and you are not seeing what the doctor's doing. 
Because that helps you and helps your mum because she 
sees that you are not crying and you have not got any 
pain. Umm, and it helps the doctor because they can get 
on and do the job. " 

In this example children's ̀ work' is to participate in distraction since this will ease 

their distress and enable others, parents and doctors, to do their 'work'. 

9.3.1 Active co-operators or passive resistors 

Treatment for cancer involved a considerable amount of examination and assessment 

of children's bodies, which I have termed `body scrutiny'. This was carried out by 

doctors, nurses and parents. Children did not routinely examine their own bodies, 

rather their role was to report changes and problems to adults. They did show an 

awareness of what the examiners were interested in by displaying or resisting display 

of body parts. 

Physical examination by medical staff followed a particular routine, although with 

different emphasis depending on the purpose; all tended to involve some core 

features. The child would be expected to lie down on a bed or an examination couch 

in the hospital setting. At some point in the examination the child would remove or 

be helped to remove some of their clothing, which was usually replaced as soon as 

the examination of that part of the body had been completed: 

Assia is sitting on her bed; her mother stands on the other 
side of the bed, looking intently at the doctor. Assia does 
not make eye contact with the doctor who is talking to her 
mother and preparing for the examination. 
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"Can I look at your Hickman8' line please"? The doctor 
asks Assia. 

The doctor lifts up her top and nods. "Good that's fine ". 
She looks straight ahead and holds her body very still. The 
doctor then takes out his stethoscope and begins to 
position it in his ears. 

He places the bell of the stethoscope on her back and 
listens, "Can you take a big breath " he asks, her mother 
repeats the instruction in Sylheti, and Assia takes a 
deliberate breath in. "Good" says the doctor "thank you 
and again ", another breath is taken "and one more ". 

"Does your tummy still hurt? "The doctor asks Assia. She 
does not answer 

"Where does it hurt? " he asks 

Assia points to her umbilicus and presses in slightly. 

"Can I feel your tummy? " he says 

Assia lies back down on the bed from her seated position, 
her head is now right up in the far corner and she is half 
on half off one of the pillows and so not lying flat. 

"Can you move down the bed a little? " the doctor asks 
and she does so. 

She holds herself completely still during the examination 
of her abdomen, staring at the ceiling. She shows no 
discomfort or any other expression and she does not 
speak. "She has central abdominal pain, her abdomen is 
soft and there is no liver margin. " 

"It's a real improvement you know" he says to the other 
doctors and us all in the room "two years ago or maybe a 
year ago she wouldn't let us examine her at all. " 
(Fieldnotes) 

This extended extract illustrates the level of scrutiny that children underwent in a 

81 Central venous access line. 
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routine examination and the assumption that time is the dominant factor in children's 

responses. I suggest that this was an example of passive acceptance rather than active 

cooperation for the child in this situation. The child allows her physical body to 

cooperate; however she does not interact with the doctor verbally or assist in the 

examination. The child's mother shows her knowledge of this specialist setting by 

assisting with the examination, letting the cot side down, passing equipment and 

translating instructions. In the presence of her mother's overt cooperation active 

resistance by the child would not stop the examination. This contrasts with the 

behaviour of children (including on other occasions the child reported on above) 

when they actively cooperate with treatment, by lifting their shirts to give staff 

access to their lines, holding equipment for staff and even reminding staff what they 

needed to do next, suggesting to me that cooperation could be represented as a 

spectrum, with levels of participation by children: 

In the following example set in the Accident and Emergency department of a 

POSCU unit, Abeed offers cooperation with specific aspects of his treatment and 

resistance to others. 

A man comes into the room, with a stethoscope around his 
neck. "I am the paediatric registrar" he says "I think I 
know you " says Abeed, "you have been on ........ ward" 
he names one of the children's wards)"Well yes 1 was" 
says the man, "what brings you here to us today? ", he 
asks Abeed "Is this lady your mother"? and receiving a 
yes smiles at her. I introduce myself and the project and 
ask permission to stay. The doctor looks at the rash on 
Abeed's neck and asks him how long he has had it "I don't 
know" he says "a week"? 

Doctor - "Is it anywhere else"? 

"No" says Abeed "we put, my mum put some Vaseline on 
it and it got better but now its come back again. " The 
doctor starts to examine Abeed. 
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Abeed keeps up a running commentary about the health 
promotion leaflets he picked up in the waiting room, 
deflecting any questions about his own health and 
treatment. The doctor then asks him to ask his mother, 
Abeed translates the question and relays his mothers 
answer to the doctor. His mother says that she is worried 
about his chest and his eating. She also tries to give the 
doctor the shared care folder to look at. Ile ignores this 
and continues with the physical examination. Ile tries in 
turn to deflect Abeed's questions about drug and alcohol 
use with jokes, returning to the history taking. "Well" he 
says "can you tell your mum that your chest is fine, but we 
do need to take some bloods. I am not too worried about 
the rash I think it's viral, but it could be chicken pox so I 
want to do some blood tests. " (Fieldnotes) 

This older child surprises the doctor by attempting to make a social or even a 

friendship link. The child provides no resistance or assistance to the physical 

examination. The professional sees the child as a source of knowledge about his 

illness, through physical examination, history taking and finally through the blood. 

The child provides information from his body, but resists in giving the history data. 

fie recognised that there are other sources for this data that would be regarded with 

more credibility. 

Some children used their overall cooperative approach as a foundation to negotiate 

with staff about the order or the manner in which treatment was given. On the first 

home visit I made to Sayeed's house he illustrates this point: 

"Go slowly slowly" he says to the nurse. "Yes I will" she 
says and pushes gently on the syringe barrel. "Is that slow 
enough for you? " she says. "Yes that's right" he says. 
"Sometimes in the ward you ask the nurse to go slowly 
and they don't take any notice of what you say, sometimes 
that happens and they don't go slowly- they don't listen to 
what you say. "(Fieldnotes) 

This nurse is responsive to his request, but in spite of the creation of social 

relationships with staff and participating in treatment tasks children's treatment work 

came from a position of limited agency and depended on adults to recognise the work 
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contribution they made. 

In some situations children were given specific choices about treatment approaches. 

In one of the POC settings children were always asked by the anaesthetic staff if they 

preferred a gas or intravenous induction to their anaesthetic. Sayeed and Indira 

discuss their preferences as they sit at the play table in the day care unit: 

Indira "I really love it, it makes me feel all strange and 
f oaty it's great. " 

Sayeed "I have gas always I don't like that other stuff 1 
don't know how you can like it. " (Fieldnotes) 

Although, general anaesthetic and the associated procedures of lumbar punctures and 

bone marrow aspiration were both painful and produced nausea, the children indicate 

a high level of cooperation in relation to their preferred methods, advocating it to 

their peers. Their cooperation work is closely associated with their knowledge and 

status as expert patients, whose views are sought by clinicians because they can 

provide knowledgeable answers. This status was further confirmed by the addition of 

a child consent form in this unit that children could chose to sign in addition to the 

legally required consent from parents or guardians. 

9.4 Withdrawal of cooperation 

P18"Even if they have been good as gold for the first ten 
weeks and then suddenly they are not going to stand on 
that scale and they are not going to hold their arm up. " 

Cooperation was something that staff expected from older children soon after 

treatment commenced. Younger children were given time and play therapy to 

facilitate their compliance. Although cooperation was usual and anticipated; there 

was awareness that it could be withdrawn by children at any time though examples 

were rare: 
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Ruth, one of the senior staff nurses comes in (Assia's 
mother has gone out to buy her some food). Ruth has a tray 
in her hands, "I am going to get your antibiotics" she says 
to Assia, "No" Assia says "My mum's not here you have 
to wait until she comes back you can't do it now ". The 
nurse looks at me and then back at Assia. "When is she 
coming back? " she asks. "She's not here" Assia responds. 
"I don't think that she will be very long" I say. `OK' says 
Ruth and leaves the room. Assia and I continue with her 
game, a little later she tells me that she wants to go to the 
toilet and we leave her cubicle. By the desk Ruth is 
waiting, "Is her mum back? " she asks me "No" I say "not 
yet. " "Oh well I can't do it if she won't let me" she says. 

Back in her room I ask Assia. "Is it frightening if you have 
your medicines when Mum is not here? " 

"No" she says, "She can come and do it now, I don't 
mind. " "We can wait for Mum" I say "no you go and tell 
her that she can do it now. " she says. (Fieldnotes ) 

This initial refusal was a surprise to the nurse. Antibiotics were given several times a 

day and the child had been an inpatient for several days when this encounter 

occurred. It could have been considered ̀routine' and illustrates how knowledge of 

what to expect does not necessarily make a procedure acceptable to a child. 

The nurse's response suggests a respect for the autonomy of young children in the 

absence of parents which was not mirrored during parental presence. I observed a 

number of times Assia's reluctance to have intravenous medication given (usually 

when she was quite unwell, febrile or in pain). Her mother did not support this 

withdrawal of cooperation and would insist that it went ahead, arguing with and 

restraining Assia if she struggled. 

When I arrive at Mohammed's home and he says to inc 
"Good come on we have to play the game of school 
today". His mother has followed me into the room, "Do 
you have a headache? " she says, Mohammed ignores his 
mother and pulls at my hand "You can be the teacher, no I 
will be the teacher and you can be me" he says. "Do you 
have pain? " his mother asks again and goes to feel his 
stomach. "No", he says loudly ". "Before you came lie was 
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crying and I am asking him if what is wrong does he have 
a pain in his tummy, legs or head, where is the problem? 
Now you are here he wants to play" says his mother 
looking tired and resigned. (Fieldnotes) 

The example at home contrasts with the hospital example. In this case the child has 

found something more interesting to do and feels well enough to refuse his mother's 

scrutiny for the time being. This forceful refusal, using a loud voice and removing 

his body from his mother, contrasts with Assia's hospital response when she speaks 

in a quiet but authoritative tone to the nurse. A more common response to parental 

scrutiny by children was to accept it with complaints: 

"My dad he really annoys me he comes in the night in the 
middle of the night and touches me, on the face just to 
check me" (Fieldnotes) 

Children's dependent positions in households led to compliance and resistance 

running concurrently which I suggest masked children's resistance in many 

situations. Professionals were surprised when previously cooperative children 

withdrew cooperation: 

Pl 8 "Some children are veryfrightened obviously and 
they become non-compliant sometimes. " 

PI 12 "He went through a phase when he wouldn't 
conform. " 

Adult explanations were always located within the child, in explaining non- 

cooperation as fear, boredom or a phase- an emotional response expected from 

children which to some extent suggests that children are not able to make specific 

choices to withdraw cooperation. These explanations diminish children's agency and 

increase their dependence on adult decision making. Non cooperation was 

occasionally investigated more thoroughly. For some staff cooperation could also 

cause concern if it failed to conform to expectations of age or gender: 
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"He is great just sits there you know never makes a fuss, 
the perfect patient really. It's strange sometimes I wish he 
wasn't you know what I mean he is too good really" 
(Fieldnotes) 

Children's cooperation and resistance appeared to be context specific, with home 

usually offering increased potential for resistance, and dependant on the relationships 

children had worked to create with adult treatment managers. 

9.5 Extended treatment work 

I have missed call on my telephone at 14.00. Before I can 
return it there is also a text message "Paula call quickly 
an EMERGENCY". I call the family back and Sayeed 
answers the phone cheerfully. I ask him how he is "0h I 
am not too good I am not at school at the moment " he 
says. "I was ill last night and I have a big black bruise 
that doesn't go away and (I hear his mother giving out a 
list of instructions and symptoms in the background), I 
also have a runny nose and this morning I have a 
temperature. Can you call A&E and say that I need to 
come? " 

PK "I am really sorry to hear you are not feeling well. Is 
your community nurse coming to see you today or did she 
come yesterday? " 

Sayeed. " No I called them this morning and asked them to 
come at 9am but no one has come. I was not feeling very 
well this morning. Aches and pains and I couldn't get up. 
My mum had to help me to get up, so that's why can you 
call A&E to tell them about me my details and that I am 
coming ". 

PK "I can call them for you of course, but I am wondering 
if it would be better to talk to ..... (I name the specialist 
oncology nurses based at the local hospital). 

Sayeed "I called but they are not there today they are 
back tomorrow, and I called ...... (ward clerk based in day 
care services at POC) but she is busy with things 
today. "(Fieldnotes) 

This extract illustrates the process undertaken by one child (10 years old) in 

negotiating the various services and organisations that make up his care provision in 
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order to obtain advice about what to do next. His symptoms began the previous 

night. During the night it is not possible to be confident of speaking to anyone on the 

oncology team that this family would know. The ward nurses on night duty may or 

may not be known and the families have been instructed that they should contact 

A&E if they are unwell, rather than the specialist centre. 

This is a complex process for anyone including a child simultaneously dealing with 

feelings of ill health. Since children are not expected to self refer it is likely to lead to 

a challenge by switchboard staff. Previous experience has also taught the family that 

the likely result will be a considerable wait at A&E or on a ward perhaps followed by 

admission, something they would prefer not to do in the middle of the night since 

this raises anxiety about the safety of leaving home at night and the dilemma of who 

will take care of the other children. Early in the child's treatment the family were 

advised that siblings (aged 11 and 14 at the time), could not be left at home without 

an adult supervisor. If the parent (in this case the mother since the father works away 

from home six days a week) needed to stay with the child with cancer in the hospital 

(aged 8), she had to agree to take her other children to a relative's house or social 

services would be contacted to take the children into temporary foster care. I suggest 

therefore that both the child and parent had minimal agency within this situation- the 

child since children are neither expected to be responsible for their health care nor 

regarded as credible reporters by adults. The mother's agency is reduced by her 

limited spoken English language skills and the complex method of referral. It is also 

circumscribed by her knowledge of the implications of admission and the power that 

professional staff may exercise over families. 

The child and family's knowledge of the services is illustrated by the steps he has 
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already taken to contact a "known" (to them by name), local and knowledgeable 

expert in oncology. His final strategy is to approach the paediatric oncology centre 

for assistance. He does this via the ward clerk on the day care unit, whom he also 

knows by name. His report that she was busy, suggested to me that he either felt 

unable to attempt to negotiate asking for someone else to help, perhaps since he 

could not ask for anyone else by name, or, in common with other families 

experiences, was aware that he would have been redirected to contact the local 

service. 

Our conversation continues: 

PK - "I think you are right, you do need to be seen in 
A&E, I will ring your community nurse first and just 
double check that they are not on their way and then I will 
ring A&E". 

Sayeed "And you will tell them that I am coming? " 

PK "Yes of course and 1 will call you back. " 

I try to contact the community nursing service but it is 
only an answer phone, so I call the Accident and 
Emergency department. This involves calling the hospital 
switchboard where an automated service gives a number 
of options. None of these are relevant to the call I am 
trying to make. I get through to the switchboard after a 
short wait and ask for paediatric A &E. I am put through 
and the phone rings for a short period before someone 
answers with "Paediatric A &E sister speaking ". I explain 
who 1 am and give the child's details, his diagnosis, the 
fact that he is on treatment and that he is unwell, with 
bruising and fever. I also explain that the oncology nurses 
are not available. 

'That's fine" she says "don't worry about the other 
details" (1 have apologised that I do not have his white 
cell count or his hospital number). "We will deal with it 
when he arrives just let me check the name again. 

I call the family back and speak to Sayeed. 

PK "Hello I have spoken to A&E and its fine they are 
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expecting you I explained about your bruise and that you 
had a temperature, they are expecting you" 

Sayeed "OK Paula thanks for your help" 

PK "You are welcome. " (Fieldnotes) 

This example suggests that some children took on an extended treatment role when 

structural barriers, requiring families to `request' and `inform' staff of their need for 

care prevented parents with limited English language skills accessing these services. 

The use made of a known person who could more easily negotiate this system may 

be an indication that for children in this study the development of close social 

relationships with staff could serve a further purpose when their parents had limited 

English language resources. 

9.6 Summary and discussion 

The data presented in this chapter has shown that children also worked at treatment, 

taking an active role in treatment tasks. Their active role was facilitated through the 

close relationships they had with their parents during treatment and the social 

relationships they developed with staff. These social relationships with staff that 

children worked hard to create and maintain gave them status as established 

knowledgeable patients and could enable them to enter into negotiations about 

treatment. Children's core treatment work lay in their cooperation activities. As 

illustrated in the chapter, cooperation was an expected behaviour of children with 

cancer. I suggest that children quickly learnt that overt resistance to treatment was 

problematic and seldom achieved, halting the progress of treatment. 

Instead children developed more covert strategies of resistance so that cooperation 

and resistance co-existed in many treatment scenarios. Children did on occasion 

withdraw their cooperation and reactions to this varied according to context and 
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particularly the presence of parents who were most likely to enforce treatment. 

Although many of these treatment work activities could easily apply to other children 

with cancer the additional work in which some older children engaged could provide 

a further explanation for the high value placed by children of close social 

relationships with staff. These were the foundations from which children could 

attempt negotiations within a powerful treatment agenda that had few structures in 

place which advocated their autonomy. 

These linked chapters on treatment demonstrate how responsibility for cancer care 

was distributed between social actors. Although service structures implied 

responsibility could be bounded and smoothly transferred between services and 

people, this did not match with the realities of treatment. As illustrated by the 

quotation that opened chapter eight when a mother's frustration at not having been 

contacted about recent blood results and medication changes leads her to conclude 

that the `job' and `responsibility' is hers, highlighting her own vulnerability as a 

manager of cancer care with inadequate information. 

A significant amount of cancer work lacked visibility and recognition; for example 

the work that parents had to do in order to bring their child to the attention of health 

care professionals who would take their concerns seriously and children's 

cooperation work. Morrow (1995) argues that seeing childhood as a state of 

dependency prevents an examination of situations where children are working and 

taking responsibility. I suggest that parents, children and some professionals could be 

seen as dependant in cancer treatment and that this supported the failure to 

adequately acknowledge their work contributions. One result of this was that parents 

who engaged in monitoring work (of children and professionals) were aware of also 
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being monitored by professionals. This contrasted with the idealised state of 

cooperation and shared responsibility sought by parents and children through 

developing relationships with staff. 

Without these relationships I have argued that the day to day realities of cancer work: 

for children and parents (and some professionals) was characterised by isolation and 

the burden of responsibility. 

In the final set of data chapters I explore how membership of a minority ethnic group 

created further dimensions of vulnerability in cancer care. 
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Introduction to chapters ten, eleven and twelve: Culture; language 

and power in childhood cancer care 

In chapter seven I illustrated how children's and parents' work in cancer was made 

more difficult by the way in which services were organised. In these linked chapters I 

extend the examination of context beyond cancer services to ideas in the macro 

social world in relation to ethnicity and culture S2. 

I will argue that the status and perceptions of specific cultures resulted in additional 

challenges to management for families and professionals in this study, alongside the 

diagnosis of cancer. 

In chapter ten I examine the ways in which difference83 was described and how in a 

range of contexts British Bangladeshi children in this study were spotlighted as 

`other' during cancer care and as a part of their wider lives within a society highly 

concerned with risks of non integration. Othering is suggested to be primarily a tool 

12 I am cautious about the use of these terms since they could imply an agreed definition of 
ethnicity and homogeneity of culture for British Bangladeshis. Overall this study demonstrates 
that ethnicity was both a negotiated term and moreover one that professionals had considerable 
difficulties in discussing openly. In relation to culture there was not just heterogeneity of 
practice but culture was used to differentiate between religious (Islamic) practice and family 
and community traditions. The fluidity of culture for British Bangladeshis can be contrasted 
with the attempts of professionals to discover a fixed and tangible set of beliefs and practices 
that they could address (Culley2006). 

e3 I use the term difference/different as a situational and relational concept. That is difference can 
be evoked in particular contexts and in relation to the responses of others. Mason's (2003: 
Chapter 2) discussion on the British designation of ethnic minorities is useful when he suggests 
that the classification implies both a significant degree of difference and more commonality 
with those in the different group than the majority (who represent an assumed and unarticulated 
norm). Othering suggests a pathologising of difference and explicitly places the 'other' (i. e. 
what is not the same) in the realm of the unknowable and frequently marginalised (Castro 
2004). 
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that professionals used in their attempts to explain difference, using culture or 

ethnicity as a general explanatory device (Duffy 2001). 

I begin with children's descriptions of the centrality of religious practice to their 

daily lives and how they negotiated this within a secular society. Children's cancer 

diagnosis was also a source of difference which families suggested required 

highlighting in clinical contexts and concealing in community settings. Encounters 

with health care professionals could be problematic when comprehensive medical 

assessment was limited by the assumption of a cultural explanation. From the 

experiences of children and families I move on to highlight the ways in which 

professionals perceived a different client group and found family structures 

challenging to their underlying philosophy of child health care. 

In chapter eleven I explore the way in which language could create identities of 

powerlessness 84 that challenged both families and professionals in achieving 

childhood cancer care. I explore how specific migration histories and employment 

patterns contributed to English language skills and the implications for being a non 

English speaker in the specialist health care setting of childhood cancer. I contrast 

80 I use the term power to stand for the control that people exert over each other including the 
institutional constraints over agency imposed by structural forces in society Eriksen (1995). In 
this way ruling groups such as professionals, the ethnic majority and adults can limit the agency 
of others with more limited power resources. Karlsen & Nazroo (2002) illustrate this in the 
following way `while aspects of ethnic identity may be internally defined, and therefore the 
consequence of agency, the scope of those choices will be restricted and affected by social 
structure' (2002: 5). Thus power and agency are seen to operate in day to day relations between 
social actors in ways that draw on historical, political, economic and generational structures. 
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the limitations of some parent's English skills with the experiences of their bilingual 

children, in everyday and clinical encounters. 

In the final chapter I examine of the process and management of interpreting. 

Children, other family members and professional interpreters were language 

resources used in clinical and non-clinical settings. Their use and efficacy was 

shaped by the way in which families and professionals regarded their status and 

trustworthiness, in addition to their scarcity. 

These three chapters demonstrate that cancer care delivery cannot only be understood 

through its status as a life threatening illness in childhood demanding complex 

treatment regimes but requires further contextualisation for this particular group of 

children whose experience was significantly shaped by their membership of other 

groups. 
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Chapter 10 - Being different 

"You worship Jesus and we pray to Allah - that's the 
difference between us. " (Six year old child) 

"1 don't mean to be rude but when I arrived here got out 
at the station its like arriving in a foreign country, I don't 
understand these people, there is a girl in my daughter's 
class and she is not allowed to have dancing classes she is 
really sad, I think that's a real pity when you are living 
here in this country. "(11ealth researcher) 

The quotations above can be said to provide examples of a continuum of talk on 

difference. At one end is an attempt to explain and offer detail on differences 

between people or specific human groups. The second example shows how 

difference for some is a sign of setting outside or in opposition to values and 

behaviours that are assumed to be shared and incontestable. 851 use these examples to 

illustrate the meanings of `difference' and ̀ othering' that I will explore in the 

chapter. 

In the first case the child's mother turned to me and said "I am sorry; he just comes 

out with what he thinks". She suggests that highlighting difference was inappropriate 

in general or in particular for a child to point out to an older person. In the second 

quotation difference is something not to be expressed on the street (by the wearing of 

the Hijab) or even in the semi-public realm of the school and the second speaker 

85 An alternative perspective could analyse this data as representing distinct concepts, in the first 
case as developing a description of identity. In the second case, this is something more than a 
description of difference; rather it can be seen as a method of explanation for the existence of 
difference which is seldom viewed as unproblematic. 
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expects that all of her listeners will agree that the denial of dancing classes to a child 

is wrong. The imposition of parent's cultural and religious values on children is 

challenged in these circumstances since dancing I suggest is used as a symbol for a 

whole group of `freedoms' particularly for women. 

It could be argued that as an inevitable consequence of research that seeks to focus 

on a particular social group, descriptions of social life will be built in relation to 

other reference points. The purpose of this chapter is to describe the way in which 

difference was framed by the social actors in this study and to suggest how the 

descriptive accounts can be explained by the contexts of people's experience of 

managing childhood cancer for a specific group. 

10.1 Framing difference through religious practices 

As part of helping me to understand their everyday lives children explained to me 

aspects of which they anticipated, I as a non Muslim, white adult woman would have 

little knowledge. 

They provided details of the food they ate, significant religious actions86, in addition 

to important daily cleansing rituals. 

As I go into the main room Sayeed looks up and smiles at 

86 The five central components or pillars of Islam are the acknowledgement of Allah as the one 
god, Praying five times a day, fasting during the holy month of Ramadan from sunrise to 
sunset, making the pilgrimage to the holy city of Makka to visit the Kabala "the I laj" and 
giving alms to the poor. It was only the last of these that the children I worked with did not 
mention. 
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me sleepily. "Hello Paula -I have just got up, I watched 
the Titanic film last night do you know it? " His mother 
interjects instructing him to finish his tea and breakfast. "I 
am a bit slow" he says grinning. "After this I have to go 
and make Waddu, do you know about that? I am going to 
teach you today". He gets up from the sofa and says 
"Come in to the bathroom, I will show you ". He stands at 
a small sink in the narrow bathroom and runs the taps; he 
sluices water over his face three times. Ile repeats this 
with his ears and then cups a small amount of water into 
his hand and inhales it through his nose; he completes the 
process by splashing water over his hair. 

"That's it" he says "It's easy that's what you have to do 
every morning and before each of your prayers so that you 
are clean when you pray". "It conies in with the praying 
as well, come on I will show you how that is done. " 
(Fieldnotes) 

Sayeed provided a detailed demonstration and explanation about an activity central 

to his religious beliefs and practice; his assumption that I would not have this 

detailed knowledge was correct. Daily religious practice also included prohibitions 

that children were conscious of, avoiding; haram foods and turning over the 

television channel when physical affection was displayed87. 

All of the children in the study were keen to talk about their religious practices; even 

very young children were skilled in demonstrating aspects of their religion following 

their parents bending and kneeling during prayers at home. 

B' Although this practice varied between households to some extent, it was usual that kissing or 
revealing clothing particularly for women would result in a prompt change of channel. Popular 
programmes for secondary school age children such as I lollyoaks were particularly 
problematic. During fieldwork I came to see the presentation of contact between members of 
the opposite sex in settings such as cinema advertising in a completely new light. The 'family 
friendly' watershed on national television and the classification of cinema films did not limit 
the display of inappropriate material from a Muslim perspective as practiced by the majority of 
families in this study. 
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Formal Islamic education does not begin until the age of six. Although there was at 

least one full time Islamic school in the part of the city where families lived, most of 

the children attended state education and received formal religious education at either 

their local mosque, at home from a visiting teacher or at the house of an Islamic 

teacher88. These classes took place after school from five to seven each evening and 

for some at the weekend. 

Sharia is getting ready for her Islamic school, her mother 
has been asking her to change from her school uniform 
into more appropriate clothes (trousers as opposed to a 
knee length school skirt). She returns to the main room 
where her father and I are talking. !! er mother conies in 
with her Ilijab. This children's version, is less complex 
than the scarves worn by older girls and women, it has all 
elastic part to frame the face and cover any hair at the 
front and hangs down to the shoulders, girls are able to 
pull it on either as they leave their homes or immediately 
before entering the Madrasah (the Islamic school). Sharia 
immediately protests 'no not that one' she says, 'its white I 
want the other one'. Her father looks at me seeming 
embarrassed shaking his head. "Fashion" he says "at her 
age ". Sharia leaves shortly after this wearing her black 
Hijab, and black Salwar Kamise. (Fieldnotes) 

The wearing of the Hijab can be seen as an important marker of difference for 

Muslim children. During the time of this study there have been frequent media 

reports on the legality and appropriateness of this form of religious dress in Britain 

is For one of the children with cancer his inability to attend the mosque was a concern to him. I [is 
mother was persuaded to employ a teacher to come to the home, but this caused some friction 
as his older brother had to attend these classes as well, rather than attending the mosque as he 
preferred. The practice of girls attending schools at the Mosque or in private homes as in 
Sharia's example seems to be replacing the previous practice of being taught at home, although 
in this study the female siblings of one of the boys with cancer received Islamic instruction at 
home. 
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and other European countries, most notably France. Discussions with children on this 

topic indicated their distress at the potential for the Hijab being banned and 

illustrated the importance for them of being visible in their religious beliefss9. The 

extract above indicates that children could be proactive in determining the way in 

which they chose to display their participation in a Muslim community. 

For the children in this study religion was an important self defined aspect of 

difference that required recognition and explanation. This applied to the children in 

the one Hindu family in this study as well as the majority Muslim group. 

Indira's grandmother comes into the room holding a 
lighted incense stick and directs this at each corner of the 
room in turn, speaking quietly as she does so. She then 
approaches each child in turn and holds the incense a 
short distance from their faces, both children use their 
hands to draw in the incense towards them whilst their 
grandmother speaks. Indira says to me 'she wants to do it 
to you, go on it's really nice it's a blessing. Like this' and 
she guides me through the practice showing nie what to do 
with my hands. (Fieldnotes) 

Several children and young adults articulated their concerns that i am not a Muslim 

and more importantly not a Christian (as expected) during the fieldwork, with one 

child urging me to choose a religion "any one it's your choice" and describing his 

own religion as "most beautiful. " For him the difference between us relates 

ß° For boys and men Islamic dress is less visible. Going to the mosque or Islamic school a Toki 
(small cap) is worn on the head and baggy trousers and matching long shirt dress, is adhered to 
for some but not all. Women would not attend the Mosque or any other Islamic function 
without a Ilijab. At a meeting to celebrate global peace and unity organised by the Islam 
channel one of the women speakers joked with the audience, "It's so much easier for the 
brothers, they grow a beard but no one questions their right to do this, but it's harder for 
sisters". 
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predominantly to my lack of religious beliefs (rather than the fact that I am not a 

Muslim); his response to this is to provide detailed illustrations of the many aspects 

of his own Islamic belief system. His recognition and ability to manage difference 

skilfully in social interactions is apparent. Difference could potentially create barriers 

for children in their relationships with non Muslims. 

"But mum Paula eats sausages and meat" [Whispered at 
her mother's suggestion that she comes to live at my 
house] (Fieldnotes) 

Overall children were not just aware of the differences created by their religious 

practices but were constantly active in negotiating its implications in a non-Muslim 

and largely secular society. 

10.2 Experiencing difference through cancer 

The diagnosis of cancer brought an additional marker of difference into children's 

lives that challenged their skilful approaches of articulating religious and cultural 

difference. One child commented to a health care professional his dissatisfaction 

with school: 

P114 (11C) "! le was saying 'they treat me differently to 
everybody else they make me feel different. ' " 

Children often reminded staff about their needs as a cancer patient and became 

anxious in situations where they suspected usually based on previous experience that 

staff would not take this into account in providing care. I have just spoken to the 

Accident and Emergency department to inform them that one of the children with 

cancer needs to attend as he has a fever. The child checks with me: 

"Did you tell them I am an oncology 
patient? "(Fieldnotes) 
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This child recognises his difference as a cancer patient, which means that it is 

dangerous for him to come into contact with people who may have infections. The 

two examples above which relate to the same child illustrated his recognition that in 

some situations it was important to be treated as different (in situations of potential 

danger), whereas in other non-dangerous situations (such as school) difference could 

be problematic even stigmatising. Children and parents were expected to have 

specific knowledge and act in appropriate ways in relation to the management of 

cancer, as seen in chapters seven to nine. However asserting their needs could create 

tensions in some situations and they tried to use either the specialist clinical language 

of cancer, or more powerful intermediaries to legitimate their needs. 

Their need to remind staff of their status as a particular kind of patient may relate to 

their experiences of being perceived as over-users of health care resources. During 

fieldwork families repeatedly encouraged me to book them into clinic and other 

hospital appointments. Initially I thought that this was a language issue, however I 

came to see that this was related to being kept waiting at booking in desks. When 1 

stood with them I would always be addressed first by the staff. This prioritisation of 

white people also occurred in the community settings in shops and at market stalls 

where shopkeepers were often South Asian90. Cancer diagnosis, as a mark of 

difference requiring prompt and specialist attention in the clinical setting, had to be 

90 In addition to the issues of race and the expectations that white people are more powerful, I 
would argue that class differences played a part in these encounters. In clothing and smaller 
food shops Asian shopkeepers (some of whom were Bangladeshi) regarded shoppers as lower 
class and poorer than themselves. Some of the women in the study suggested care should be 
taken in these shops since ̀ cheating' and overpricing occurred. 

255 



highlighted to prevent ethnicity dominating initial professional responses. 

Cancer diagnosis and treatment could lead to further markers of difference since it 

brought families into contact with largely white professionals9' 

During the study other Bangladeshis would ask parents in shops, parks or on buses 

who I was, often assuming I was a social worker or teacher since to be associating 

with white non Muslims was very unusual. The mother below describes her 

experiences of being questioned by other women in a children's playground when I 

was playing with her child on the swings: 

"I didn't know what to say to her because I didn't want to 
talk about her illness you know give all of the details. She 
thinks that my daughter is a disabled child because you 
are with us" (Fieldnotes) 

The association of parents with white people as a result of their child's diagnosis of 

cancer could lead to being seen as different by other members of the Bangladeshi 

community. This was a concern since there was a chance that people might become 

the object of gossip within the community. Gossip was a potential source of danger 

for the whole family but most particularly for women. 

91 See Pollen (2002) in chapter 3 section 3.5. 
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10.3 Experiencing othering 

"You would think at least they would say assalaalm 
alaikum92, what would it cost them to say just that to learn 
one word" 

The Bangladeshi health care professional quoted here indicates that `othering' could 

be experienced through omission and lack of effort on the part of professionals. 

Some families experienced othering in a much more explicit and specific way as a 

mother describes an event leading up to her child's diagnosis: 

"If you want to know about this, then I have a very long 
story, do you understand? When she was first ill, before 
diagnosis, I was running with her to the GP for 5-6 
months, (bad experience) please don't remind me this 
experience, sometimes they gave antibiotics, sometimes 
paracetomal, but were of no use. One day the GP sent me 
to the walk-in centre after that they said, 'If it was the 
weekend, they wrote in the chart that if there was an 
emergency, we should go to the walk-in centre ". 

"1 came back to the walk-in centre within a week. That 
day I felt so bad. I had to wait in the walk-in centre, after 
waiting and waiting, the lady, I didn't know at first who 
was the nurse, who was the doctor, that was written on the 

92 The first greeting made on entering a Muslim household or meeting someone in the street that 
you know is always "assalaalm alaikum" to which the other person responds "alaikum salaam". 
Children and young people used this greeting mainly to visitors and to older people. I did not 
observe the children using it to each other and they would only return the greeting to me if I 
used it first. I debated with my language teacher and several others advisors from the 
Bangladeshi community if I should use this as a greeting, whilst the consensus was that "hello" 
would be acceptable coming from a non Muslim English person; there would not be a problem 
in my using this greeting. In practice I confined its use to initial meetings with most families 
and addressing older visitors who entered the household, when it was rarely returned. In the 
households I spent the most time, it was our regular form of greeting and always returned, 
usually with a smile. 
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screen but I didn't follow it, it wasn't in my mind to follow 
that. And, I don't know if she was Bengali, there was 
someone who looked like a Bengali woman and I really 
disliked this woman. I told her that her temperature has 
not calmed down, and her eye had swollen up after falling 
down, and the woman said that I should give her 
paracetomal. I said that I gave her paracetomals but it 
does not work, as her eye had swollen up, she can't see 
and she cries during the night and she doesn't sleep 
throughout the night. I struggled so much with my 
daughter. The woman said, and kept saying, 'you can just 
buy the paracetomal, why are you so quick to come to the 
walk-in-centre? Is the walk-in-centre your father's 
house932 So what you just quickly go down to the centre. ' 
At that time I didn't know much, and I was so upset, and 
still now I can't get that that out of my head, " (Parent 
interview, transcribed from Sylheti) 

This narrative portrays a person who does not have appropriate knowledge about the 

use of a particular health service and who cannot cope appropriately with the care of 

a sick child who is accused by a culturally knowledgeable professional of misusing 

the service. This case suggests that class and power were also factors in the process. 

Other parents gave examples of not being taken seriously by health care 

professionals before the diagnosis of their child's cancer: 

"I keep asking, why does he have stomach pains? and take 
him to the hospital. When we go, they quickly check On 
and discharge him so you come home" (Parent interview 
transcribed from Sylheti into English). 

One family were distressed as they continued to be treated in an unfriendly way by 

health care professionals following a mistake made over the child's management 

93 The transcribers commented to me about the rights of South Asian women to visit the homes of 
their fathers. In the literature on Bangladesh (Gardner 1995) the use of the woman's father's 
home as a refuge from home difficulties is documented. 
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when he had a fever. 

"I said alright we've made mistake but we are aware of it 
next time and you know, I mean the greatest forgiveness is 
almighty I told him, so I'm sure you can forgive you know, 
but he didn't want to know, he just wanted to carry on, I 
mean I said to the doctor, my son is ill there, almost dying, 
do you think we want to make mistake,..... there were times 
I wanted to say you know, what's this drug doing, is it 
going to help him, is he coming through, there were so 
many questions I wanted to say to the consultant, but the 
consultant didn't want to, it's they look very unfriendly 
somehow "(Fieldnotes) 

This father demonstrates the far reaching effects of failing to follow the treatment 

agenda, being treated as ̀ other' by some health care professionals and effectively 

limiting their access to information. It is worthy of note that parents were aware of 

the power of white professionals. More than one family in the study group had been 

involved in child protection procedures and parents were aware that professionals 

had the power to remove children. This contrasts with the friendly and sympathetic 

approach of staff to children and parents sometimes evident in the clinical settings 

and reported by parents, particularly in relation to their initial experiences in the 

oncology centres, as one father described: 

"That was good they took care of him immediately like 
first class service, I will say and checking straight away 
you know, and giving what necessary medicine he needs. " 

(Parent interview) 

Several Bangladeshi parents were clear that they had limited flexibility compared to 

other families in a ward setting. 

"Can you ask for some water Paula, the cleaner in the 
kitchen she is not nice to us she will not let me go 
in. "(Fieldnotes) 

Families also expressed their concerns about how they were viewed in the wider 

259 



community. 

"1 am worried about going outside this area because here 
it is OK but outside what will people think of us? I am 
worried that they will think we are terrorists, Do you think 
that they will look at us and think that we are from Al 
Quaida? " (Fieldnotes) 

Families were inclined to limit their activities or ensure that they travelled outside of 

the immediate locality with people they anticipated would provide some kind of 

protection to their vulnerability as visible Muslims94. People from outside the group 

were incorporated by being given and identity for example I became Paula khala 

(Mother's sister). Friendship outside of family was particularly rare for women and 

those who worked kept little contact with work colleagues outside of work. 

The association with people outside of the family was unusual, and it was common 

for adults unrelated by blood or marriage to be attributed kinship titles. Married 

women would only maintain friendships made at school in Britain if there were some 

connections between their husbands. 

Friendships that children made at school for example would have to be sanctioned 

through their parents' (fathers') connections adding further protection from 

associations with those outside the extended family and non Muslims who were 

potentially dangerous (contaminating) or hostile. 

94 Ahmed (2005) supports this and suggests older Bangladeshi women in Tower Hamlets also 
encouraged their daughters to stop wearing the 11ijab to work in the face of the religious focus 
of racist attacks post September 11`s. 
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The war in Iraq, the London bombings of July 7 ̀h 2005, and the response to the re 

publication of cartoons about the prophet Mohammed, were the contexts within 

which British Muslims, defined and described their identity and were described and 

defined in local, national and international discourse, during the course of fieldwork 

for this stud y9s 

10.4 Professionals and difference 

"We were told that this girl aged about fifteen I think did 
not want a male nurse caring for her. So I went to talk to 
her and I asked her 'Is that a problem because of your 
culture? ' 'No' she said 'I just don't like him', so you see 
you can't always assume that it's about culture; you have 
to ask" (Fieldnotes) 

Professionals working with British Bangladeshi children with cancer constructed 

difference through, language family structures and child rearing practices. For sonic 

professionals talking about difference was a difficult process; they expressed some of 

their anxieties through questioning the project's focus. 

PI 11 "I just wanted to check with you ask you one 
question why are you focusing on Bangladeshis, because 
you know some people might be concerned, in terms of 
being politically correct you know and equal to everyone, 
we need to ensure that everyone gets the same service so I 
was wondering you know some people might question 
what you are doing. " 

This conversation arose following the professionals' consent to be interviewed 

93 The majority of data collection for this study took place prior to the sanctioning of overt 
criticisms of Islam that expanded following the publication that Jack Straw the foreign 
secretary asked Muslim women to remove the veil in constituency meetings. 
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suggesting that some professionals were constrained in their discussions of ethnicity 

and in particular religion. For others there was recognition that services were not 

always sensitive to Muslim religious practice. 

P12 (HC) "I said to my colleague 'look we cannot sit at 
the desk eating sandwiches or drinking tea in front of them 
when they are fasting, when the parents can't have 
anything to eat'. " 

The explicit acknowledgement and consideration of religious practice was rare. Most 

professionals disliked the overt expression of Islam: 

"People need to recognise that this is still a Christian 
country, I don't think that that is always taken in to 
account. They are pretty good that family they, will talk to 
you about their customs. " (Fieldnotes) 

In the case above, customs are acceptable and welcomed as a source of information 

that health care professionals are interested in, but overt concern for religious rights 

is misplaced. Similarly below a researcher draws a distinction between the 

acceptable and unacceptable practices of veiling: 

"I have to say it makes me feel very uncomfortable, I don't 
mind the veil the ordinary one, but when everything is 
covered except for the eyes. Well I don't think I can talk to 
someone when their whole face is covered. I really think 
that I am going to have to say something about that when I 
meet someone like that" (Fieldnotes) 

These overt expressions of othering were rare, a reflection I suggest of the 

constraints that professionals in particular felt about the need to be seen as non- 

discriminatory in their practice. This was in marked contrast with the talk of the 

`street' such as this overheard comment by a delivery driver on his mobile phone: 

"[T]he place is full of Ninjas they are everywhere. " 

In the hospital setting, expressions of difference made particular links between 
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language and knowledge of hospital modes of practice: 

Later in the morning a woman comes into the ward and 
says that she is looking for a child with blood cancer who 
comes from another part of the city. The woman has light 
brown skin and is wearing a scarf covering her head and 
hair. One of the staff members talks to her and asks her 
the child's name. "Sabena I think; " the woman is hesitant 
in her response and she is directed to the ward opposite. 
The nurse I have been talking to gets up from the desk with 
me and says to the woman "I will show you ". After they 
have left, the first staff member comments to the person 
who is helping her organise the children's Christmas 
presents, in a voice suggesting to me frustration and 
resignation "I just don't understand how they can come to 
visit a child and not know the child's name ". 

When the nurse comes back she is smiling. "She was 
coming to see Assia so I have directed her to the ward 
downstairs. "(Fieldnotes) 

The professional suggests that the visitor is not really fit to be visiting a sick child 

and indicates othering by her use of the term ̀ they'. When I later met with the child 

and parent, I learnt that the woman was an old neighbour of the family. She had used 

the child's home name rather than her official name. Nearly all of the children in the 

study had more than one name, their ̀ special or private' home name and the official 

name used in school and in health care situations. An additional problem for the 

visitor was that she only used the child's first name rather than her surname. Time 

spent with families at home illustrated that it would be very unlikely that non- 

relatives or even relatives would know a child's surname96. 

96 Applying the English naming system to Islamic and or Bangladeshi naming practices resulted 
in these names having reality only in specific formal settings. Children with cancer and their 
parents quickly became knowledgeable about the identifying features required by staff. 
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10.4.1 Family structure 

Difference was linked quite strongly for some professionals to their perceptions of 

family structure in particular power relations between parents. 

P13 "Fathers tend to run the show and the children you 
know, because of the family structure. " 

A father taking a leading role in decision making was a concern and sometimes led to 

a questioning of their trustworthiness in imparting information: 

P15 (11C) "So it's difficult to know if, the father figurehead 
is working positively for the whole family. " 

"The mum doesn't cope with receiving bad news all that 
well, so dad filters information but even though that's how 
this family functioning, if you didn't give that information 
to them then she may not be in the picture completely. " 

Professionals felt strongly that mothers should have information. I suggest that this is 

because it disturbed the usual model of paediatric care with which they worked, that 

is in partnership with mothers who tended to be the main carers for children. Mothers 

who lacked information could not take on their responsibilities as partners in care 

with professionals. It is noteworthy that the same concerns were seldom raised about 

fathers' need for information. 

Some professionals highlighted their own status as mothers to emphasise the difficult 

position they felt that mothers were in: 

PI 4c (HC) "From my understanding of the culture, ... 
women don't usually attend funerals which is something 
that I would find hard if it were my child and some 
families the mother's not allowed to the grave for 3 
months post, to actually see where the child is laying, and 
I know a mother of a Bangladeshi family that I work with, 
she found that very hard because she didn't know where 
her child was. Actually that was their religion, their 
custom. She told me I could go as a white woman and 
come back and tell her but I didn't feel like that was my 
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role to do those things. " 

Concerns were expressed by some professionals about the access of children to 

information about their disease and in particular their prognosis. 

P17 (1IC) "And the other one is that you know they don't 
want the child told. Well we never promise not to tell and 1 
always say I won't actually initiate the conversation but if 
I'm asked I'm not going lie. " 

Professionals were presented with a dilemma in providing information to families to 

enable "informed choices" to be made. They wanted to respect family structures and 

customs, which they usually interpreted as patriarchal, with power residing 

predominately with grandparents if surviving. However this could conflict with their 

notions of individual autonomy as a guiding principle in the ethics of health care 

practice. 

10.4.2 Independent and autonomous parents 

Bangladeshi families were described by health care professionals as accepting 

treatment and health care interventions readily and not making the same kinds of 

demands on professionals that they expected from other families of children with 

cancer. This led some to construct families as passive in the management of a child's 

illness. 

P14 d (11C) "It's very easy going accepting way. Almost 
like no questions being asked, there is a language barrier 
but even when you have got interpreters and things. 
Whereas other families I have looked after you get there 
and they want to talk at first and they want to know more 
what's going on whereas I think you know you could 
almost go in and do what you got to do and leave and not 
say a word sometimes it's just that. You wouldn't do that 
but you could in a way I think. " 

This response challenged the way in which they thought parents should behave, in 
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order to get the best care for their child. For staff who have a model of working with 

families that is rooted in autonomy and partnership with parents of sick children 

these families were seen as not cooperating: 

P14 c (HC) "They don't tend to be on the phone. I have 
worked in other boroughs with families from other ethnic 
groups they'll be on the phone saying 'You aren't coming 
today? How come you haven't got my results yet? They'd 
be very proactive I suppose, where not all, but some of the 
Bangladeshi families are more passive and uni more 
relaxed about it. " 

One of the consequences of this was that all of the responsibility then rested 

uncomfortably with the staff: 

Sayeed's mother passes the phone to me, It is a staff 
member from the POC2, ringing with the blood results 
and she sounds agitated because she has not been able to 
contact the family by telephone until now. "I think their 
phone is blocked" she say's "It's not really fair, I don't 
want to be going home worried tonight that I have not 
passed on the information. I don't want that 
responsibility. " (Fieldnotes) 

Professionals expanded their concerns about responsibility when they cited examples 

of parents failing to take children to hospital in a timely manner. Professionals saw 

part of their role as providing information to families to use the system to get a better 

service but essentially they had an expectation that families would fend for 

themselves, and they were concerned that this group of families were apparently 

failing to do this. 

10.5 Summary 

This chapter was introduced by two contrasting perspectives on difference from a 

child and an adult. The contrast between British Bangladeshi children's considerable 

skill in managing difference and the discomfort and difficulties expressed by 
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professionals inverts the conventional- knowing professional (adult) - unknowing 

(child) and suggests vulnerability for the professional. 

Children had difficulty in adapting their skills in negotiating religious identity and 

difference to the additional expressions of difference created by cancer in school and 

community settings. Cancer treatment further entrenched difference for children and 

families since it brought them into unusually close and frequent contact with non 

family members in particular white professionals, which was unusual and potentially 

stigmatising in the community. 

In the clinical arena, parents and other British Bangladeshi adults could be 

constructed as behaving inappropriately in their use of health care resources and their 

knowledge of hospital rules and routines. These racialised experiences existed in 

spite of the supportive efforts of other clinical staff and reminded families of the 

need for continuing their strategies of protection. 

This chapter has indicted that professionals had considerable difficulties in care 

provision to these British Bangladeshi families. Where difference was constituted it 

was described as a deficit which could be lessened by asserting rights of particular 

groups such as women and children to information. Although professionals indicated 

a strong desire to have a greater understanding and through this provide better care, 

they lacked the knowledge to provide a coherent description of the potential 

experiences of the patient group. 
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Chapter 11 - Language 

"How long have they lived here? "(Frequent response as I 
tell people I am learning Sylheti) 

Language was embedded in the relationships children, parents and health 

professionals struggled to engage with during children's cancer care. I continue the 

arguments from the previous chapter on `difference' to suggest that language as a 

specific symbol of ethnicity contributed to the development of particular identities 

for adults (professionals and parents) and children. 

I am conscious of the difficulty in separating language as an analytical category from 

the specific contextual experiences including the macro and micro histories that 

inform and shape specific encounters. In an effort to capture these issues I begin with 

a description of language in one household relating it to migration, kinship and 

gender. 

This case history should not be regarded as typical or representative, rather an 

illustration of the complexities and historically bounded nature of language. It also 

shows how people may become identified in relation to their language skills and the 

limited flexibility of this `classification' as speaker or non speaker of English in 

relation to clinical work. Its detail contrasts with the expectations of professionals in 

relation to language and provides one contextual starting point from which to 

consider the data on bilingual children presented at the end of the chapter. 
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11.1 Language in one household 

Nasima came to England from Bangladesh just before she was 18 years old. Her 

father married three times, firstly a Bangladeshi woman in Bangladesh before his 

migration to England as a young man. Whilst living and working in England he 

married a "white Irish" woman and had several children with her. When the marriage 

ended he took the eldest children with him to Bangladesh and married Nasima's 

mother. 

When she first came from Bangladesh Nasima went to live in another part of the 

country with one of her step brothers and his family and there she went to college to 

learn English for a short period. When she married her husband and he came to 

England from Bangladesh they lived with an older step brother and also in temporary 

privately rented accommodation, until they became eligible for local authority 

housing. 

"You have to do this give them money even through it is 
really bad and we mostly stayed at my brothers, you need 
to do it so you can get some kind of start. " (Fieldnotes) 

Living in temporary accommodation was a signifier of new migrant identity in the 

community and something not generally discussed once eligibility for local authority 

housing was secured. 

On the telephone Nasima relays a complicated narrative about her child's latest 

activities or a question she has about how to travel somewhere. Although fluent in 

relation to medical terms about her child's illness, she holds back from explaining 

these issues to people she does not know or who have little medical knowledge 

themselves: 
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"Can you come with me to the school Paula and help me 
to talk to them because you know all about her illness? " 

PK "I will come with you, but you are the person that 
knows the most, you have lots of knowledge about this 
illness ". 

"I know that I know but I cannot explain it to then and if 
they ask me a question I know that you can; you can talk 
to them because you know. " (Fieldnotes) 

She questions the depth of her language skills and is aware that this could be 

significant for her credibility in the setting. 

In clinical encounters an interpreter was rarely present for the family (I did not 

observe one during eighteen months of fieldwork). Following a home visit a 

professional commented: 

"Mum manages really well, her English is really 
improving" (Fieldnotes) 

Improvement in English language skills also serves as a proxy for being a better 

mother of a sick child. Language could be used to symbolise a range of other 

attributes, potentially conferring particular identities on adults lacking English skills. 

Further aspects of English skills that could be problematic were reading and writing. 

Letters giving appointment times were manageable, although usually checked, either 

with her brother or sister in law or one of the English speakers with whom she came 

into contact as a result of her child's cancer diagnosis. 

Letters from the benefits system concerning disability living allowance, tax credits or 

council tax could also be problematic. Nasima was cautious about whom she asked 

for help, showing awareness that professionals had boundaries about what they 

considered legitimate involvement. Correspondence from the local council contained 

instructions in a number of different languages on how to access further information 
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by telephone or by attending a local office and asking for an interpreter. Letters from 

any aspect of the clinical oncology service were always in English and parents would 

have to wait for an English speaker and reader to help them understand the contents: 

"I have had a letter two letters from the social work 
service one is about asking me about what I think of them. 
The other one wants to know if 1 still need them, now you 
know that my social worker left. I think I told you that she 
has left. I am not sure what to do about these so the next 
time if you come I will ask for you to help me, with this 
because I don't know what to do and it is important I still 
need a social worker for help. " (Fieldnotes) 

The completion of `official' forms seemed to be particularly daunting to families in 

the study. Forms were often complex, asking similar information in different ways 

and relating income information to the previous tax year. These difficulties show the 

limitations of apparent or partial English fluency alongside a strong resistance on the 

part of parents to revealing these limitations by making mistakes on forms. The 

family were very well aware that once something was committed to paper it could 

have far reaching implications and was almost impossible to get changed: 

"The health visitor she wrote in her letter that we have no 
other family here, it's not her fault she was only trying to 
help, but we do have family here and they know this. I 
think that this is why my mother's application to visit was 
refused. It's a real pity because now we have to appeal 
and that is going to take a long time and be very hard" 
(Fieldnotes). 

Nasima gave written English a particular status and power in relation to official 

forms and also in less formal situations such as writing thank you cards for hospital 

staff. 

Nasima's current opportunities to learn English came primarily from her contact with 

English speakers in health care settings. This was helped both by the completeness of 

her schooling in Bangladesh and the English speakers in her brother's fancily. In 
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addition her personality aided communication; she enjoyed talking and would often 

ring me for at chat in the evenings when her husband was at work, when she was 

"feeling bored". 

By contrast her husband, Answar spoke a minimal amount of English. fie had limited 

opportunities to learn since he spent six days a week working in the kitchen of his 

wife's brother's restaurant. In the restaurant three languages are spoken with fluency 

by the owners and front of house staff, but in the kitchen Bengali is spoken almost 

exclusively. 

Answar's working day started when he left home at ten am every morning to take the 

bus to the restaurant. He returned at 3.00 pm after the lunch time service had 

finished, after eating with the other staff at the restaurant97 . His employer and 

sometimes other family members who worked in the restaurant would come home 

with him to rest, since their own homes were too far away in the suburbs to make the 

return journey before the start of the evening shift. They all rested in the flat and then 

awoke to a brief period of watching television or talking. 

97 In contrast with the male restaurant workers in Gantley's 1994 study who ate with their 
families after work at about 3pm. 
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After tea and sometimes Guar98 he retuned to the restaurant before 6.00 pm for the 

evening shift, seldom finally retuning home before 1.00 am. 

Answar had come to England from Bangladesh after his marriage and a few years 

waiting to obtain permission. He had had no opportunities to learn English on his 

arrival in Britain since he had gone straight into working in the restaurant. As his 

visa was conditional on sponsorship and employment by his brother in law, his 

security was closely bound with obligations to his wife's family. 

At times Nasima would point out her husband's inadequacies in terms of his lack of 

education, "He does not even know how to read and write in his own language that is 

the man 1 am married to". I suggest that since he had not completed his schooling in 

Bangladesh this would increase his difficulty in learning English. Without fluency in 

English his employment prospects and the family's income would be limited to low 

paid restaurant work: 

Nasima and I have been discussing the benefits system and 
how even a small income, such as her husbands from the 
restaurant can make you ineligible for certain benefits, 
such as free school meals in the nursery. "I know this" she 
says. "When she was first diagnosed the social worker she 
explained it to me she said that we could have more money 
if my husband was not working. But he will not do this, 
some people do say they are not working and then they do 
a job, but my husband will not it is "Ilaram " you know 

98 Sometimes referred to as Paan the chewing of betel nut wrapped in a leaf, sometimes with 
tobacco, was a popular after meal activity with many Bangladeshis particularly prevalent 
amongst the older generation and more recent migrants. The potential health hazards of this 
important social activity was the subject of a current health campaign supported by Cancer 
Research UK. 
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what that means to us so he will not do it and also they 
could send him back. " (Fieldnotes) 

English language skills and uncertain migration status combined with religious 

prohibitions to limit the family's economic resources and created a situation of 

limited power for Nasima and Answar. 

According to Nasima her husband now asked his young child about the English 

words for things when they were out walking to and from school or visiting the local 

park. I suggest that it was particularly difficult for men to learn to speak English, if 

the only English speakers with whom they came in to contact were women. None of 

the men I met in the study appeared very comfortable speaking to me in Sylheti. The 

few who did replied to my greetings in English or in Bengali but returned the enquiry 

in English. 

Both his wife's English skills and gendered expectations of caring for sick children`s 

were a barrier to accessing interpreting services for this father in health care settings. 

In addition working in a family business seemed to make the negotiation of time off 

to attend appointments more difficult: 

"Ile does not like to ask, if my brother offers he will say 
yes but he does not like to ask. " "I hope next week that 
they will give my husband the lunch time off so that he can 

Health professionals expected mothers to be the primary carers of children during illness. 
Although attempts were made to include fathers especially at diagnosis or when giving and 
prognosis information, this was seen primarily as a means of supporting mothers. The 
perceived absence of mothers in the decision making process was viewed with particular 
concern in relation to Bangladeshi children by professionals. 
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come with me.... (Family Support worker1 °°) cannot come 
on that day it is their team meeting. (Fieldnotes) 

If their child had an appointment at the hospital furthest away from their home and 

no one else to accompany her then Nasima could appeal to the impropriety of women 

travelling alone to encourage her husband to come with them. To me she indicated 

the additional work and the contact she would have to endure with strangers, which 

risked exposing her limited language skills. This particular appointment came at the 

end of over two years of cancer treatment for their child. It seemed to me a measure 

of their limited power that the time off could not be assumed, even from an employer 

who was a family member. 

Answar's limited English language skills meant that he received little information 

about his child's illness directly from health care professionals. Ulis employment 

prevented him from spending as much time at the hospital with his child as his wife 

did. He came every morning briefly before his shift and would also come in the 

afternoon to enable his wife to go home, change her clothes and shower, buy food, 

sometimes cook and collect clean clothes for the child. These trips had to be fitted in 

the time between the end of the lunch shift and returning for the evening shift. This 

quick turn around seemed to be stressful for all concerned. If the child was distressed 

or particularly unwell, with a fever for example, Nasima would not leave her. If she 

was expecting to see the doctors she would have a further dilemma of leaving her 

10° This was a service to which one family in this study had been referred, that provided practical 
support to parents of children with life threatening and life limiting conditions. This included 
providing transport to hospital appointments. 
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husband to manage with his minimal English skills. 

If all of the work fell to Nasima so did all of the available support. This support drew 

her into contact with white professionals who were focused on a model of parental 

care as autonomous decision making and upon women having the opportunity to take 

the lead in decision making. One professional described this in terms of positive 

progress for a mother she saw as moving away from a dependant and subservient 

female role: 

"She has come a long way, she is now making decisions 
for herself, thinking about learning to drive and thinking 
that perhaps she does not have to stay with her husband. 
She has seen that it is possible to live on her own" 
(Fieldnotes) 

I did not encounter any of the professionals asking questions about the father's 

involvement in the child's care or any concerns that he might have. At various points 

in the project when I visited with an interpreter (female), our efforts to engage 

Answar in conversation met with limited success. fie reiterated his consent for the 

project to continue but gave little information about his own experiences as the father 

of a child with cancer. '°' 

The gender imbalance of English language skills between parents here contradicted 

the expressed expectations of professionals, who asserted that it was usually mothers 

who did not speak English: 

101 During 2005 I attempted to recruit a male interpreter with a view to conducting some 
ethnographic interviews with the fathers in the study. I was not successful in this and although 
invited both parents to the interviews in only one case was a father present. 

276 



P13 (HC) "First of all many of the Bangladeshi mothers 
especially don't speak English" 

I suggest this perception relates to an over reliance on older migration patterns'02. 

Amongst my informants British born Bangladeshi's married to someone in 

Bangladesh, meant that the adult migrant, with limited English may equally be male 

or female. 

Of the eight families that participated in the study, Saleha and I assessed that four 

mothers and two fathers were fluent in English (one of the fathers was Indian rather 

than Bangladeshi), four fathers and three mothers had none to very minimal English 

and one father and one mother were along the middle of the continuum. There was 

only one household with no English speaking adults in it. 

11.2 Language and status 

"She is not learning standard Bengali; she wants to be 
able to speak Sylheti, so that she can talk to the people 
that live round here. She wants to be polite. I am teaching 
her the polite forms of address, but she doesn't want 
people to think that she is posh" (Fieldnotes) 

In the previous section I outlined the interrelationship between migration and 

language. Here I consider how the languages used in this study (Sylheti, Bengali and 

English) could provide markers of status and identification. In suggesting that I am 

102 Prevalent in the late 1970s and 1980s when single men who had been working in Britain and 
sending money home were joined by wives and children from Bangladesh. Gardener's (2002) 
study of elderly Bangladeshi men and women living in Britain provides several examples of 
this pattern. Bose (2000) describes the current marriage patterns seen in this study as a way to 
maintain economic and kinship alliances with Bangladesh. 
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learning the polite forms of address my language teacher reveals the language itself 

reflects the hierarchical nature of Bangladeshi society, this means that people you 

would wish to show respect to are addressed in a particular way: 

"Apnar Bala asoni (how are you ?)- you would say that 
to the parents, Paula or any of the adults that you meet in 
the study. Tomar is for children only or members of your 
own family" (Fieldnotes) 

This structure of respect or polite forms of address is rooted in generational 

differences rather than age alone. For the majority of the families with whom I spent 

time during this study there was a further concern not to be seen as middle class or 

posh, coming from Dhaka'03 

"Oh Paula you sound really posh your voice, the way you 
say that it's a bit Dhaka-ish. " (Fieldnotes) 

Respectability comes from adherence to your religion and caring for your family, 

something felt to be achievable whatever your income or family status. Lack of 

language fluency was acceptable, for Bangladeshi parents (with the migration 

histories described previously) and for people like myself, since we were trying to 

learn as adults. 

"Don't worry Paula" he says to me about my language 
errors. "The reason is because you are in your golden 
years. 

103 Bangladesh's capital city was often described in a negative way by British migrants from the 
rural areas of Sylhet. It's well publicised political corruption and identity as the home place of 
middle class professional Bangladeshi gave it this image for the families coming into 
occasional contact with its citizens (see sections 10.2 & 10.3). 
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Like my parents you are the same all in your golden years 
that is why you cannot learn Bengali and they cannot 
learn English. "(Fieldnotes) 

For others the situation was more complex: as a businessman and someone with 

financial and social standing in the local community, my language teacher's husband 

was expected in the Bengali community to be an English speaker. lie spoke Sylheti 

at home with his family, standard Bengali'04 in his business work (which was locally 

based but with strong connections to Bangladesh) and aspired to fulfil community 

beliefs that he was a fluent English speaker: 

"Paula do you know of somewhere I can learn English, 
not here, I cannot go here because everybody here thinks 
that I can speak English. " (Fieldnotes) 

Sayeed's mother speaks a minimal amount of English although her understanding 

exceeds her spoken skills. She recognises the difficulty that her lack of English skills 

places her in, dealing with English-speaking bureaucracies of health, education, and 

housing and welfare benefits. 

"Paula I want to learn English (Fieldnotes)" 

When I suggest classes at a local centre about five minutes walk from her house, run 

in conjunction with a creche she says: "I don't have time too busy looking after 

104 Standard Bengali is the official language of Bangladesh; adopted after the war of independence 
with Pakistan it became the language of government and education. A Bangladeshi person with 
significant years in formal education would be able to speak, understand and read and write in 
Bengali. Within Bangladesh a number of regional dialects existed in both written and spoken 
form. Following independence the need to create and sustain a national identity meant that the 
written formats of the regional dialects became eroded and languages such as Sylheti are 
regarded as oral only. 
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Sayeed, shopping and cooking too much". 

She seems to be aware that learning English places her in a particular group one 

perhaps with which she does not want to be associated I surmise that the women who 

do access these resources are possibly much younger and are more recent migrants. 

As Sayeed indicated, despite the difficulty associated with this for other family 

members, non English speakers are accepted and accommodated within kin groups 

and do not seem to be regarded as either a burden or of a lower status because of 

their lack of English skills. 

When helping an older sibling to complete a form for Education Maintenance 

allowance'05 I am surprised at his lack of confidence in completing the parts of the 

form for which he has information such as his address and name. I think that this 

reluctance comes from the anxiety that his family seem to have about the completion 

of forms, but it may be a more fundamental difference that suggests to him and his 

parents that I am a much more appropriate person to complete the form106. The 

103 Scheme piloted in 1999 and introduced nationally to encourage young people from lower 
income (less than £30,000) families to maintain links in education and further training. The 
means tested benefit is paid directly into the young person's bank account and is graded 
according to parental income levels and dependent upon full attendance on the identified 
education programme. 

106 This follows Khanam's (1994) suggestion in her thesis on Bangladeshi women and illness, that 
hierarchy in Bangladeshi society has a powerful influence on behavioural norms. She suggests 
that it is important to remain within the expectations for your class. She uses the example of the 
care that Boro Lok (wealthy people) should give to their daughters in law during pregnancy 
should include providing them with Western medical care, including care by male doctors, 
whereas Choto Lok (low status people) could not be criticised for failing to make provision for 
this type of care. I suggest that what I have viewed as a lack of language skills is in fact more 
complex and relates to the family also seeing themselves as not the most appropriate people to 
complete official forms and someone like myself as having an obligation to assist them with it. 
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obligation to assist, your family (in this case a fictive kin relationship) was illustrated 

repeatedly by several participants in the study. The acquisition of language skills 

alone would not necessarily result in a significant change in the family's access to 

entitled services and provisions. 

I have illustrated that the Sylheti language has a particular external status as the 

language of a minority group, in Bangladesh and in Britain it provides a strong 

recognition of hierarchy, reflecting Bangladeshi rural society. Its structure and the 

manner in which it deals with social hierarchy and kinship relations are rooted in the 

key values practiced by British Bangladeshis in their everyday lives. English has its 

own status within the community and being an English speaker carries particular 

implications and obligations. 

11.3 Being a non English speaker in the clinical setting 

The diagnosis of cancer brought parents into more prolonged and intensive contact 

with a specialist part of the health service, with a limited focus on facilitating 

language: 

"I remember she was having very great difficulty with 
communication with being in hospital my wife, because of 
the language barriers there, she couldn't speak English 
that was the worst" (Parent interview) 

Practical difficulties in the ward situation included obtaining food for the parents and 

the child. Children who were reluctant to eat because of the nausea associated with 

treatment needed to be encouraged and tempted with favourite foods. Parents who 

could not speak English were unable to communicate to nursing staff the nuances of 

their child's preferences and could only reject offered food they knew their child did 

not like or accept food offered and try to persuade a reluctant child: 
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"She wouldn't know how to explain. When he was so ill, 
and you know, nurse, nurse look at him, and they said 'has 
he ate anything'? My wife can't explain and so there were 
things like food to be given to him, mum knows which food 
he's going to like, she doesn't know how to explain, so 
Abeed will go without food" (Family Interview) 

Difficulties with communication also impacted on parents' own wellbeing when they 

were resident with their child in the ward. Parents reported difficulty in getting food 

and drink for themselves and obtaining access to washing facilities. Ability to 

negotiate did not depend solely on language skills but was also related to the 

confidence parents felt in different clinical contexts: 

"I really want to try and go home today. I have not had a 
proper shower for three days you know and I really need 
to, I have just washed hands and face ". 

PK "Do they not have a shower on the ward for parents? " 

"I don't know maybe I haven't been able to ask them. I 
don't really know them" (Fieldnotes) 

This mother's English language skills, judged as relatively fluent by the ward staff, 

did not enable her to feel comfortable in asking for facilities for herself, with staff 

who were not well known to her indicating that parents were aware of their 

ambivalent status on the ward. She had greater confidence when asking about the 

provision of appropriate food for her daughter: 

"1 asked them today why is there no halal food on the 
ward, this is the second day also yesterday, the only thing 
that she can eat is a jacket potato. " (Fieldnotes) 

For those parents without English the restrictions and difficulties were considerable. 

Lack of accessible language support services in the clinical setting led to a need to be 

in regular contact with the English speaking parent who could be at home or work. 

This increased pressure on the English speaking parent to be present more often in 

the clinical setting. For two fathers and two mothers in this study it meant giving up 
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work, resulting in significant changes in the families' economic circumstances: 

"Forme it's been really difficult. I've had to give up my 
job and I've taken to this job, being constantly on call 
today. This is all I'm doing - waiting for calls - and it's 
difficult because it's not what I would have chosen to do 
and it means that financially it's not so good for us. I have 
had a lot of financial difficulties. " (Fieldnotes) 

Families make frequent phone calls notifying other family members of their arrival 

in hospital and making regular calls throughout the attendance. This connectedness 

provides a welcome source of conversation during long waits in the clinical setting, 

when there is not usually anyone to speak to their own language. This sometimes 

requires behaving in a manner regarded as transgressive by the professionals and for 

which there are sanctions when discovered. 

"Mum is really good at concealing her use of the phone. I 
didn't realise that she was using it but look she is using 
the end of her scarf" (Fieldnotes) 

These day to day experiences highlight the isolation and limited power of this group 

of parents in English language dominated clinical settings. 

11.3.1 Implications of not speaking English 

Being a non English speaker could also impact on treatment delivery alongside the 

general issues of being a parent of a child in hospital: 

"I remember one stage when Abeed had to go to theatre 
and my wife had to sign something, I told her if you don't 
understand, don't sign it, and I told the doctors that I 
must be there to sign it, I told her not to sign it. " (Parent 
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interview) 

The father's comment above indicates that this was an occasion when a parent could 

legitimately withhold cooperation as a result of not being able to understand an 

English consent107 form. 

Lack of spoken English in hospital clinical settings meant that parents received less 

information about their child's condition, explanations were simplified and shortened 

and opportunities to ask questions were curtailed. 

(i) "It's just his chemo Mum "(Nurse in day care ward 
approaches child with an infusion pump, a bag of 
intravenous fluid covered by a red plastic shell hangs from 
the top of the pole. The nurse is wearing protective plastic 
goggles, her arms are covered in paper sleeves and both 
of her hands have bright purple plastic gloves on them). 
(Fieldnotes) 

(ii) "Two times a day medicine". The child has just been 
seen in the outpatient clinic and we are collecting 
medicines from the hospital pharmacy. We have had to 
wait a considerable time as the pharmacist was concerned 
about the dosage of one medicine and needed to contact 
the prescribing doctor to verify this. She hands over a 
bottle of tablets to the mother tapping on the side as she 
says the words. (Fieldnotes) 

Since many treatments were repetitive during the protocols it could be argued that 

107 During treatment for childhood cancer parents are asked to sign consent for their child to be 
entered into a clinical trial, shortly after the confirmation of the diagnosis. This implies consent 
to give all of the treatments on the protocol the child is allocated to and further consent is only 
usually sought in relation to participation in additional research studies or for specific modes of 
treatment such as under general anaesthetic or some forms of clinical imaging. Alderson's 
(2006) work indicates that consent is more usefully seen as a process that continues during the 
whole of a child's admission and treatment and should not be implied. Parents in her study of 
neonatal care were particularly concerned to be consulted on areas of care to which they felt 
able to contribute an informed decision such as feeding rather than the ritualised approach of 
consent only being associated with procedures that carried significant or specific risk. 
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the actions described above were simply routine, and that language was not a factor. 

However, apart from at the diagnosis the majority of parents in this study were 

offered no further detailed descriptions of treatment in the hospital setting. Lack of 

English language skills decreased parents' opportunities for infonnation about their 

children's treatment and progress and their ability to question the actions of staff. 

P11- "Now a Bangladeshi mum is going to have exactly 
the same feelings, thoughts and worries as everybody else 
and yet they are definitely not given the opportunity ". 

The benefits of a consultation in their own language were acknowledged: 

P15 (IIC) "Child I think you know (Ilanifa), for example is 
unwell, probably a viral infection that is affecting her 
balance and muscle power. Well the doctor on the ward 
rounds spoke Bengali so we were able to get the 
information across, the father needed the update but the 
mother was actually quite anxious. When the doctor spoke 
in Bengali and said this is what we are doing and we hope 
we get to the bottom of this she was more reassured". 

The example provided above shows recognition that information could be a source of 

reassurance to both parents, not just the fluent English speaking father as in this case. 

Yet there appeared to be little insight on the day to day impact of being a non English 

speaker on all aspects of treatment. Staff found the need of non English speaking 

families to go to several staff members for the same information puzzling and 

frustrating: 

"I have told him and the community nurse rang yesterday 
to check again because mum had asked them and now they 
are also asking you to check, it's here next Monday, on the 
ward at 10am. " (Fieldnotes) 

For many of the families this resulted in additional uncertainty about the treatment. 

They could never be wholly confident that they had fully understood all of the 

information and given any opportunity they checked repeatedly about medicines, 
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appointments, side effects and general progress of their child. 

11.4 Bilingual children 

"I am just amazed at these children who are f uent in their 
mother tongue and also in English. But they get no credit 
for it" (Speaker at Pillars of Islam festival: Fieldnotes) 

All of the children who participated in the study had language skills in English and 

Bengali. In this section I show how children used their repertoire of languages in 

different settings. 

Sayeed was born in Britain; he speaks English and Sylheti fluently. lie was ten years 

old at the start of the study and can read and write fluently in English. Nis reading 

and writing skills in Bengali are limited. At home he speaks in Sylheti to his parents 

and most other Bangladeshi visitors; with his older brothers he shifts between the 

two languages. If they are discussing English television programmes, sport or school, 

the discussions tend to be in English. Disputes and insults are nearly always in 

Sylheti. Assia, aged four, speaks English and Sylheti with almost equal fluency. Her 

mother sometimes asks her for the English word for something and she moves 

between the languages with apparent ease. Assia finds my attempts to speak to her in 

Sylheti amusing and sometimes pitiful: 

"Amma amma Paula Matte Bangla" laughing she calls 
to her mother in the kitchen. I ask her what the word is for 
red in Bengali. She places her hand on my arm and looks 
at me with sympathy "it's OK" she says. (Fieldnotes) 

Despite her sensitivity to my poor language attempts she censures herself for using 

Bengali words in an English dominated conversation. 

We are playing a game where we call each other by the 
names of fruit and vegetables. PK "Hello Mrs Banana, 
how are you today? " Assia "1 am not Mrs Banana. I am 

286 



Mrs Strawberry". 

PK "Oh sorry Mrs Potato ". Assia "No no you are Mrs, 
Mrs Bhatt oops oops I mean Mrs Rice you are Mrs Rice, 
Mrs Apple Mrs Banana ". She begins to laugh, "I said it in 
Bangla" she says laughing, "I know" I say starting to 
laugh too. "I am laughing so much" she says as she leans 
on the side of the sofa, "it's too funny. " (Fieldnotes) 

Assia suggests that the mixing of English and Bengali is a mistake. This may have 

been related to her recent school experience where fluency in English was likely to 

be highly regarded by educational staff10s. This was reinforced in clinical settings 

where younger children with cancer were frequently complimented by staff when 

they spoke in English. 

"It's so great to see her looking so well and having so 
much to say, she is really getting chatty" (Fieldnotes). 

Chat for the clinic nurse is talk in English, speaking in Bengali does not warrant 

comment. In the clinic setting I did not observe the Bangladeshi children talking to 

each other in Bengali. They used their mother tongue in these settings to ask 

questions of their parents who did not speak English or when they were upset. This 

was in contrast to their parents: 

Sayeed has been observing Indira's mother and his mother 
talking together. He turns to Indira and says in English, 
"so your mum knows our language ". "Yes" she says "we 

108 Walters' (2003) study of Bangladeshi pupils' identity and achievement in relation to reading in 
British schools illustrated that language support for children came not from assessment of their 
language needs, but as a result of specific behaviours in the classroom. Shy children received 
beneficial language support in contrast to responsive children whose language needs remained 
hidden. Moreover support for language quickly became focused on instilling appropriate 
classroom behaviours. 
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are Bengali she is from Bangladesh. " "Do you know the 
language? " he asks her, "Well" says Indira "I can't do 
the writing, but I can speak. " Iler mother adds "It's a 
little bit different from what you speak but your mum and I 
can understand each other. " (Fieldnotes) 

This led me to consider whether English was seen by bilingual children as the 

language of public places, such as the hospital or perhaps school and Bengali the 

language of home. Bengali is used in particular by children when asking for food, 

wanting to go to the toilet and when distressed. Parents expressed some concerns that 

children had limited knowledge of their mother tongue' 09, older children lamented in 

cheerful tones their lack of knowledge asking parents to provide words and phrases 

they were not sure of. The differential use of languages by children and adults with 

skills in both suggested to me that children recognised a different status for Bengali 

(and those who speak it) in comparison to English. 

Since all the observations and interviews took place in the presence of an English 

person it is important to consider the impact that this had on the balance of Bengali 

and English spoken in home and more public settings. Sitting on the local buses and 

walking through the market Bengali is one of the dominant non English languages 

heard. It is usually mixed with English words and from young people in particular 

109 Attendance at Mother tongue classes represented an important opportunity for children to learn 
standard Bengali, classes held after school and at weekends taught verbal (often in the form of 
traditional songs) writing and reading language skills. Some British educated parents felt the 
lack of these skills since their own parents, usually first generation migrants, had not been able 
to read and write in their own language. Ilaque's (1999) study of secondary educational 
attainment for British Bangladeshis indicates that attendance at these schools was not valued by 
educational staff. When I accompanied the children in this family to their Independence Day 
celebrations at a Bangla school, held after hours in a state primary school, I was the only white 
English attendee apart from the school's head teacher. Both of us were asked to make an 
impromptu speech at the event. 
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there was an ability to speak fluently in one or other language, switching from one to 

another without hesitation or an apparent change in the subject matter. They 

appeared to be able to select the most expressive words and phases from either 

language to produce a rich and unique mode of talk. 

11.4.1 Bilingual children: monolingual parents 

Children's skills in Bengali, although seldom explicitly acknowledged by adults, 

were put to use in their everyday encounters between mono lingual adults, their 

Bengali speaking parents and English speakers: 

Several weeks ago I went with Sayeed's family to buy a 
new washing machine with a grant they had received from 
the Family Fund. The store had delivered the machine but 
the engineer had been unable to fit it as it was "not safe ". 
One of the older boys was in the house at the time; "They 
didn't have the part. They couldn't fit it" he said to me. 
When I telephoned the company the operator told me that 
the engineer had refused to carry out the fitting because 
when the old machine had been removed the area behind 
it "was so disgustingly dirty" he was unwilling to do it. 
"Obviously" the operator continued "he couldn't put that 
on the sheet- it was too awkward, -so he put what he did". 
Another date was arranged and 1 suggested to Sayeed's 
mother to make sure that the area where she wanted the 
machine to go was clear and clean. (Fieldnotes) 

The position in which his brother had been placed in the encounter with the engineer 

who refused to fit the machine suggests a particular power dynamics for a young 

person ̀between' adults. On another occasion to do with the repair of the boiler I had 

seen how frustrated he became trying to translate the information from a cross 

engineer to his mother about why it could not be fixed and how she should not store 

anything in the area between the boiler and the surface. 

I suspect that some of the washing machine engineers' feelings about the state of 

cleanliness were conveyed to the child, whose difficulty would than have been how 
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could he translate the information to his mother, risk insulting her and being in the 

middle of a confrontation with an unknown English speaking male in his own home. 

Two weeks later Sayeed calls me. "My mum still has to go 
to the launderette, my cousin came and washed his shirt in 
the machine and now it is smaller". After consulting the 
instruction book Sayeed's mother and I work out the 
correct programmes, demonstrating with the gestures to 
the clothes that we are both wearing. When Sayeed comes 
home I update him on the washing machine situation. 

"1 told her that but she doesn't take any notice of what I 
say. " he complains to me (Fieldnotes). 

Sayeed reveals that his knowledge of English does not place him in a position of 

power in relation to his non English speaking parents; rather he retains the powerless 

position of a child despite his knowledge of language since his views of certain areas 

are not trusted. In contrast I as an adult and possibly as a white professional am 

considered to be more reliable in this context. This example also illustrates how lack 

of English language skills could limit a family's ability to access the resources 

provided in relation to their child's cancer diagnosis. Their journey in obtaining the 

washing machine was complex and involved the parents in accessing a number of 

other people in order to benefit from the provision available. 

In this study Sayeed was the oldest child with a non English speaking mother and 

father on treatment and he was the child I most frequently observed interpreting in 

clinical settings: 

Dr "Hello tell me how you have been " 

Sayeed "I am OK" 

Sayeed's Mother - Speaks in Bengali to him 

Sayeed "My mum says that 1 have not been eating and that 
I have a cough ". 
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Dr "That's what your mum is worried about is it"? 

Sayeed -Nods (Fieldnotes) 

These exchanges and the feeding back of information from the doctor or other 

clinician via Sayeed to his parents limited the detail and complexity of information 

that could be exchanged. If his mother repeated her question as she frequently did he 

was left in the awkward position of suggesting his mother had failed to understand 

the clinician's response or did not accept it. Similarly the clinician limited his 

probing out of concern that it might reveal uncomfortable information. In observing 

these exchanges I had no sense of a productive dialogue. Sayeed remained detached, 

usually not involving himself in the exchange other than to reiterate his mother's 

enquiry and frequently trying to divert the discussion away from physical symptoms 

to a more social topic. The clinicians, although frustrated by the lack of language 

resources, could fall back on physical examination in order to gain the information 

they required as essential to the consultation. They engaged in social exchange with 

the child about school progress and other activities but seemed to be reluctant to add 

to the burden of interpreting by asking the child to enquire about the social issues 

within the household from his mother. In addition to assessments older children were 

also asked to explain the giving of chemotherapy and other medications at home: 

"Can you come over her for a few minutes please, leave 
the computer game, I need to explain to your Mum about 
your medicines ". The nurse holds up a large white bag 
and the child leaves the game to come and stand next to 
his mother, who is seated in the waiting room. The nurse 
takes out each of the bottles in turn, identifies the medicine 
and says how much is to be taken that week. Ile translates 
this for his mother who uses the nurse's pen to write on 
the tablet bottle the frequency and dose in Bengali. 
(Fieldnotes) 

In the situation described above Sayeed's mother could not question the change in 

dosage or check the implications for having a gap in treatment if she wished to, since 
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the structure of the encounter was such that information is flowing in one direction, 

from the nurse via the child to the parent. 

11.5 Summary 

English language skills have been shown to be shaped by specific migration 

histories, employment, educational background and gender and carried implications 

for status, within and externally to the community. Parents were labelled English 

speaking (usually if they had some verbal skills) or non English speaking and the 

continuum of language skills observed was not reflected in professional assessments. 

Language limited economic opportunities, as did uncertain migration status, 

increasing dependency on low paid work that frequently increased obligations to 

employers who were likely to have direct or indirect family connections and 

associated obligations; all these factors acted to limit power. Being a non English 

speaker in clinical settings reduced access and flexibility to resources such as food 

and drink for parents and children and washing facilities for parents. One result of 

this was to increase the pressure on English speaking parents to be present in the 

clinical setting, resulting in changes for some to employment and additional financial 

burdens. 

Although the benefits of information were recognised by professionals, day to day 

clinical experiences did not reflect this need with information about treatment being 

given in shorthand form and parents having limited opportunities to obtain additional 

details or question staff actions. 

The experiences of mono lingual parents were in contrast to bilingual children, who 

were creative in their use of language, in home and community settings. Providing 
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language support to their parents often placed children in an ambiguous position. 

The following chapter on interpreting shows that the provision of language resources 

did not significantly mitigate this situation for families. 
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Chapter 12 - Interpreting 

P13 (11C) "When you do communicate the diagnosis to 
parents you will need an interpreter" 

I consider here interpreting as a subject area in its own right and illustrate its 

potential as a process involving a loss in power and control for all participants. 

Beginning with the organisation of language resources, I suggest that scarcity in part 

led to the widespread use of family members as lay interpreters. The challenges 

associated with this practice led to interpreting work being the focus of trust and role 

negotiations by clinicians and interpreters. I suggest two aspects to the difficulties 

associated with provision in practice. Firstly the process of translation brought about 

the potential for inappropriate disclosure and secondly it challenged professional 

power and autonomy. 

12.1 Managing language resources 

The use of formal translation services' 10 in verbal or written forms was relatively 

unusual in the specialist clinical settings within which children with cancer spent 

110 In POCI a team of interpreters and health advocates was based within the hospital, with one 
team specifically attached to the children's services. These services could be pre-booked for 
clinics or specific discussions or contacted via a bleep when required. In POC2 the advocates 
were employed by the Primary Care Trust based outside the hospital their services had to be 
pre-booked. This limited both the flexibility of the service and any opportunities for continuity. 
One community nursing service in the area of highest density Bangladeshi population 
employed interpreters and advocates within the service whose dual language expertise was 
combined with experience in supporting families of chronically ill children in the home setting. 
Hospital and community staff could also (when budgets permitted) make use of Language Line 
a telephone translation service. 
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their time and the decision to utilise language resources was made by English only 

speaking professionals. I observed a professional interpreter being used on only three 

occasions during two years of field work and a Bengali speaking doctor talking to 

families on two occasions. 

Health care professionals were frequently heard to comment when talking about how 

they managed with language issues: "There is usually someone who speaks English". 

My own observations suggested in contrast that "there was usually someone who 

. spoke Bengali. " 

Obtaining a professional interpreter for a clinical consultation required action on the 

part of the clinician. 

P15 (11C) "All it takes is for you to forget to tick the 
interpreter box in the outpatient clinic. " 

It was difficult and unusual for a clinician to interrupt the flow of the clinic and 

request an interpreter once a child and family had crossed the boundary of the 

consultation room. 

The consulting room doors opens and a doctor emerges. 
She says, to no one in particular, "I can't manage without 
an interpreter. It's ridiculous" and goes to the reception 
desk. The nurses remain in the treatment room. One of 
them catches my eye: "That's Dr ... 

for you" she says. 
Shortly afterwards an interpreter arrives and hurries into 
the room (Fieldnotes) 

The reaction of other staff in the clinic was that it would be unlikely that an 

interpreter would be available; it may have been the case that an interpreter was 

ordered for the clinic since there were a number of other non English speaking 

Bangladeshi families in the clinic that afternoon. The staff were reluctant to cross the 

boundary of the routine operation of the clinic as seen above those that did so were 
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sanctioned if only covertly. Ordering an interpreter took additional time in itself, 

delayed the progress of the clinic, meant that the family and possibly other families 

had to wait longer and was also thought to result in a longer consultation. 

Below a health care professional indicates, firstly that there is rationing in relation to 

the use of interpreters for families that do not speak English and secondly that 

professionals define what is serious: 

Pl2 (IIC) "We always try and get an interpreter for the 
serious things" 

PK "Can you give me an example? " 

P12 (HC) "Well prognosis 1 would say, that sort of thing" 

Language resources here are seen primarily as a means of professionals providing 

information to families. Several of the health care professionals asserted that 

interpreters would always be used at diagnosis. Since no families were recruited at 

the start of the treatment I obtained no observational data during this part of the 

child's treatment trajectory. Parents reported high levels of satisfaction about the 

manner in which the difficult and distressing information about diagnosis was related 

to them, although no parents had recalled the presence of a professional interpreter: 

"Sister-in-law was interpreter but no one else was there" 
(Parent interview: Transcribed from Sylheti to English) 

All the professionals who participated in the study recognised that language 

resources presented a challenge to care provision for British Bangladeshi families 

and they supported the need for an improvement: 

PI 1- "Access to interpreters and I know, absolutely 100% 
sure that Bangladeshi families where, either one or both 
parents don't speak English, do not get the same level of 
service" 
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Despite the recognition of this potential for inequality, there was no discussion about 

who should control and provide language resources, or how the control of language 

resources shapes their provision and effectiveness. The control of information flow 

from professionals to the families and its implications was recognised by families: 

"I mean they can get one obviously, or you know for their 
sake but for our sake, no "(Family interview) 

Although in theory families could request an interpreter for their next appointment 

within the services observed they could not book these services directly. Their 

perception was that they could not initiate these themselves, or on the occasions 

when they had tried they had had little success. In the face of this lack of direct 

access to professional language resources, any autonomy in this process came 

through the use of family members. 

12.2 Family members as lay interpreters 

"Ile (mother's brother in-law) was the strong one the rest 
of us were just falling apart on that day but he really 
helped, holding it together asking the doctors questions" 
(Fieldnotes). 

Other families also suggested how important the support from close kin had been 

during their children's treatment. This support was recognised by professionals, 

although they would see it in a much narrower way than the families themselves. 

Their concerns about family members interpreting suggested to inc that although 

practical help was desirable direct access to clinical information and decision making 

should take place with a relationship that only included clinicians, parents and older 

children in order to maintain parental rights: 

PI 4c (HC) - "One of his aunties speaks very good English 
and can be quite manipulative with information so you try 
not to use her because that's actually taking power away 
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from the parents so if you have anything to say you wait 
until you've got an interpreter even if it's over the phone 
rather than using that person" 

The idea that parents may wish to give information or ask questions is not referred 

to, the focus of the professional's statement appears to be on the danger of using this 

relative. 

The erosion of parental (maternal) power is also suggested by other professionals: 

PI I "She might not want to use an interpreter, she might 
not want to use a family member" 

It was clear that having to rely on someone other than the child's main carer to 

always be present for consultations created additional pressure and obligation for 

families. However the presence of a family member at the hospital or during a home 

visit suggested to me that the parent had asked for the presence and was trusting of 

both their language skills and motivation in providing translation. 

In practice relatives who were available were used frequently, including translating 

information about diagnosis and prognosis: 

SU "-Yeah, after say about a week or two weeks of having 
that done (a biopsy), they went back for the results - mum, 
dad and aunty - dad's sister-in-law - younger brother's 
wife, she went as the interpreter for the family" (Parent 
interview; translated in the field from Sylheti into English) 

Professionals worked with a tension where they could not sanction the use of family 

interpreters but were faced with the necessity of accessing their skills. They 

responded by limiting their ability to contribute to the decision making process. 

PI 4c (IIC) "Yeah you can use that auntie in an emergency 
like-'you need to get up to a clinic now' kind of thing 
rather than. " 

Professionals appeared to be constituting Bangladeshi parents as unable to make 
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decisions and being vulnerable to `cultural' pressures. 

The uneasiness of professionals about information delivery was not confined to 

extended family members. There was considerable concern that fathers did not 

provide mothers with all the information professionals felt they needed: 

PI 4b (HC)- "I had a visit recently where the father refused 
to let my interpreter interpret for the mother and said he 
would interpret what she needed to know. " 

The actual refusal was an unusual situation, but the idea that fathers would not pass 

on information about the child's illness to mothers was very common amongst the 

professionals interviewed for the study. 

They proposed that mothers were given less information than clinicians intended, 

because of cultural differences in sharing information between parents. Fathers were 

thought to expect mothers to be "inconsolable with grief. "i! 1 

P13 (IIC) "Ile will try to camouflage it and we don't like 
that happening so we get an interpreter who will interpret 
word for word what we have told the father. " 

The use of a professional interpreter can thwart the tendency of fathers to protect 

mothers and through the control of language bring the consultative process much 

more firmly back in to the sphere of expected professional practice. Language 

I was unable to conduct interviews with interpreters working with sick children in clinical 
settings but I did interview a group of maternity based advocates at the end of the study. One 
gave the example of the tensions between clinical professional's desire to ensure that 
information had been given and her own practice of delivering bad news in a sensitive way. 
"The doctor he pointed his finger at me wagging it saying you make sure that you do tell her 
that the baby is dead", after she had suggested waiting a short period before informing the 
mother that her child was stillborn. 
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resources are both a means by which non English speakers can obtain the 

information that professionals feel that they need and, in addition, a further means to 

support professional power and expertise. 

For `family interpreters' the occasional use of a professional interpreter in their 

presence implied a lack of trust in relation to their skills in their own language and 

English. 

"Eventually they did get interpreter but interpreter was 
there when we went to see the consultant. To explain to my 
wife but, I don't think you need an interpreter it was a 
waste of time, because I was there to explain to her. It's 
like I'm not trusted. " (Parent interview) 

I suggest that professionals imagined an implicit continuum in relation to the use of 

family members for translation in the clinical setting [See table 4 below]. This 

ranged from a situation of bilingual parents and child, which was seen as the best set 

of language circumstances to both parents being non English speaking and the 

repeated use of another family member as interpreter as the worst. The data suggest 

that the reasons for this professional discomfort were not only grounded in fears of 

inaccurate communication through lack of competence in English language skills, 

but also related to the way in which they additionally identified specific family 

relationships, in particular between genders, as leading to an erosion of the autonomy 

they advocated for parents of sick children in general but mothers in particular. I 

suggest that this extended to identifying older bilingual children as preferable to 

bilingual fathers in the interpreting continuum. 
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The continuum of professional preference outlined in table 4 suggests that working 

with professional interpreters is the preferred mode of working. In the next section I 

demonstrate that some of the trust concerns identified with family members extended 

to working with interpreters. 

12.3 Working with interpreters 

"They should be saying `We have got a child who's got a 
long term illness and they are going to need from now an 
interpreter. "'(Parent interview) 

The data in the previous section suggested that one of the key difficulties for 

professionals in working with families where English language skills were limited 

was the loss of control over their professional practice. This could lead to an 

assumption that using a professional interpreter, (rather than family members) would 

create fewer tensions for professionals in working with non English language 

speakers: 

PIS (HC) "Interpreting is an art form and it has to be 
very carefully policed, it has to be the words of the person 
speaking and it has to be the words back from the people 
replying and we have known interpreters who would you 
know. You would say one thing and then they would 
interpret themselves and give it to the family completely 
different and I always insist that they use exactly my words 
where possible with the grammar and so on" 

Here the potential for inaccuracy is explored by the clinical professional; the use of 

the term ̀ policing' suggests a need for control and the difficulty of obtaining it. Non 

Sylheti speaking professionals were not in fact able to police the language used by 
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interpreters. The idea of a direct translation, including grammar 112 suggests a strong 

need to maintain the information in original format, i. e. as spoken by the professional 

and uncontaminated by words and ideas from the interpreter themselves or the other 

language. The absence of discussion on understanding of information from the 

professional quoted, suggests that this is secondary to maintaining the accuracy. 

Although professionals seldom had concrete evidence that information was not being 

passed on in the way that they wished, even when the opportunity to check this arose 

the concern remained, in the example where the services of an interpreter had been 

refused (section 12.2), later confirmation of accurate translation by the interpreter 

present in the home still failed to satisfy the clinician. 

The continued doubt for professionals even after confirmation by a language expert 

suggests tensions about how clinical consultations should be managed. In dual 

language situations professional potentially lose two aspects of their control, firstly 

the power to check that technical information is being translated accurately and 

secondly direct assessment of the parent's response to information. Thus professional 

status is visibly undermined since they cannot confidently demonstrate ability to 

make judgements within their field of expertise. 

112 Advocates interviewed during the study who had worked with Bangladeshi adults with cancer 
identified two issues with this approach; firstly the technical difficulty of direct translation from 
a Latin and Greek rooted language to a Sanskrit rooted one. This point is illustrated by Shaw 
and Ahmed (2004) when they examine the translation of genetic leaflets into Urdu from 
English. Second is the concern that in practice some clinicians do not provide all of the 
information to patients in relation to risk, suggesting a need for two way policing. 
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In situations where families might wish to give information rather than receive it, 

professionals suggested that they would prefer to do this without an interpreter: 

PI 1 "Some people probably would be comfortable saying 
things with an interpreter there. But I would say the 
majority of, majority wouldn't. They'd feel it is a very 
private thing. " 

Although the observation data suggests that families had some reluctance in 

discussing their child's condition with strangers, it did not appear to me that this 

reluctance extended to staff working in the childhood cancer field. Some families 

were reluctant to engage in lengthy and repeated discussions about the child's 

condition and their own feelings but I did not feel that this was particularly related to 

interpreters, whose use seemed to be valued by families. 

I suggest that although different dynamics were created in translation situations, they 

were of less discomfort to families than they were to professionals. Professionals 

worked with an ideal of one to one discussions with families in relation to sensitive 

issues. Language through interpreting makes public that which should ideally stay 

private between the professional and the patient (or in these cases the patient's proxy, 

the parent). I suggest that for biomedical practitioners (including non-clinicians who 

work in the illness field) illness, particularly such a serious one as cancer, should be 

kept private; information should not be given to third parties who may or may not be 

trustworthy. In the context of this argument interpreting can be viewed as disclosure: 

PI 1- "For the emotional support, no. The only way you 
can do that is if you speak the same language. 1 believe 
that for any language, when you bring an interpreter in it 
is different. I mean we do our best, but you can just see it 
on some of the Mum's faces when they really want to tell 
you something they just haven't got the words for it and 
then I say, you know, wait, wait, let me see if I can get an 
interpreter or get an interpreter, Oh, no, oh, no, they don't 
want to because they want that one to one contact. " 
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This potential for disclosure of sensitive information outside of the professional- 

patient dyad, represents a further reason for professional discomfort in addition to the 

challenges it could bring to professional status. These tensions may account for the 

lack of use of existing language resources observed during fieldwork and the 

emphasis placed by some professionals on the limitations of translation work. 

12.4 Power relationships within interpreting 

In this section the complex negotiations involved in obtaining and working with 

interpreters and the way these experiences produce shifts in the power relationship, 

between professionals, parents and children are explored. 

Tensions were observed when children who had been repeatedly used as the 

translator for their parents in clinical settings were occasionally `usurped' by the use 

of an interpreter: 

During Sayeed's examination by the doctor, his mother 
calls SU to interpret for her (SU and 1 are visiting the 
ward so that she can meet the staff in POC2). She wants 
SU to explain that she is concerned that he has had some 
abdominal pain. Up until this point Sayeed has been the 
intermediary in the exchange between his mother and the 
doctor. It is clear from his facial expression and his body 
language that he is not pleased to have an additional 
interpreter. Ile tries to bring the conversation in English 
back to his own discussion with the doctor about the chess 
game he was playing before and then when she persists 
with her clinical pursuits gets off the bed and begins to 
return to the play area. "hey come back young man we 
are not finished yet" the doctor calls to him. lie speaks 
sharply to his mother in Sylheti "Don't tell her about 
that" (translated by PK in the field). 

After the examination is completed he begins a sharp 
tirade against his mother and returns to the play area 
clearly cross (Fieldnotes). 

The clinical history is obtained via an interpreter rather than an `unreliable' child 
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historian and the joking reprimand to Sayeed indicates that he is then viewed as a 

child patient rather than a partner in the process. For Sayeed the episode can be seen 

as a loss of agency in that information about a specific clinical symptom- his 

abdominal pain-was not something he wished to be highlighted. 

The agency of the clinician is initially undermined by the lack of an official 

professional interpreter. The informal use of SU enhances the agency of the clinician 

who obtains the clinical history from a concerned mother. Sayeed's mother gains 

agency in being able to express her concerns in detail. Later in the encounter the 

doctor asks SU to ask her why she is upset today. Following an exchange between 

SU and Sayeed's Mother13 the information about a bereavement is given to the 

doctor, who then offers her sympathy via the translator. In this encounter I suggest 

that a ̀ private' matter is discussed with a clinician via an interpreter. 

This example shows how interpreting involved negotiating a specific space and 

accounting for the sometimes competing needs of participants. I turn now to give 

further consideration to how translation was negotiated. 

12.5 Negotiating interpreting work 

The process of formal interpreting involved the negotiation of a number of 

1 13 Following the doctors inquiry "Mum does not seem her usual self today. Is there anything else 
she is concerned about? ' SU translates this to Sayeed's mother and asks if she wishes the 
doctor to be told about her bereavement. In observing this exchange I note the careful process 
of negotiating permission to give information to the clinician that SU engaged in suggesting 
that interpreting involves constant renegotiation of permission for information disclosure. 
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challenges for all participants as the extended extract illustrates. This was the first 

time that I observed an official interpreter being used for a Bangladeshi family in this 

study: 

The family had been waiting for some time to be called 
into the clinic, arriving late for the appointment but the 
clinic had yet to start. It was being held in the same space 
as another clinic and the doctors had to search to find a 
room to hold the consultations. In the waiting room a 
woman dressed in a sari holding a professional's diary in 
her hand and wearing a photographic identity badge 
around her neck approaches the mother. She introduces 
herself and following a brief conversation turns to me. "1 
only heard about it this morning that I needed to come 
here" I explain to her who I am and give her sonic 
information about the study. 

"When will they be going in? I can't stay very long, I 
finish at 4pm" she tells us in an agitated voice 

"I work in the community they call us any time and we 
come, but I was with another clinic this morning and then 
I have had to come here and I am supposed to finish at 
4pm they will not pay for any overtime you know and I 
have to get the people here to sign my form. I will ask the 
doctor to do it". 

The next time the doctor appears from the room she leaps 
up and approaches him, in a voice audible to the whole 
clinic. She explains that she has to leave very soon, was 
very busy and could he see her next with the family as she 
could only stay for a brief period. The doctor had already 
started talking to the family that he was about to see next 
and his face showed the difficulty that he faced. The 
interpreter persists and the doctor looks more 
uncomfortable. The family that he had been talking to 
suggest that they would be happy to wait and allow the 
other family to go in first. The doctor said to the father 
"are you sure that you do not mind? I really want to see 
you and talk to you, I have your notes here" indicating the 
thick f le of records in his hands. The father of this family 
smiles and says "No it's OK. The doctor thanks him. By 
this stage the waiting family had stood up and were 
hovering, not sure if they were to go in next or not. The 
interpreter gestures to them, to come with her. 

In the consultation room, the interpreter again explains 
her situation and receiving some sympathy from the 
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doctor, then, explains two concerns of the mother, that the 
child was not eating and that he had a cough. The doctor 
checked the weight chart. "Tell her" he says to the 
interpreter "that his weight is fine. " Ile then examines the 
child listening to his chest. "That is fine ". In response to a 
further question from the mother the interpreter said to the 
doctor, "She wants to know if it has gone. Has the cancer 
gone? " The doctor sighed and then leans forward for 
emphasis, "Tell her this" he said "It has gone. There is no 
cancer here now- it's all gone- but if 1 stop the treatment 
now it will come back, that is why we have to keep on with 
the treatment, otherwise it will come back. " 

After this information is translated he says "Now tell me 
what medicines he is on at the moment. The medicines ? 
the interpreter asks in English and then in Bengali. The 
doctor interjects before the mother can ask for 
clarification. "1 know the medicines but I want her to tell 
me. " The next few minutes involve a complex interchange 
in which the child intervenes to translate further for his 
mother. Since the interpreter knows nothing about the 
regular treatment for the disease she is unable to give her 
any further details about what the doctor wants to know. 
The mother takes out her shared care folder and passes 
this to the doctor who ignores it, she then gets out her 
medicine box and takes out the medicines.. Eventually they 
establish that the dosage that is being given at home 
corresponds to the instructions given based on the 
previous week's blood results. The doctor makes no 
changes to the medicines and the agitation of the 
interpreter signals that the consultation needs to come to 
an end (Fieldnotes). 

Interpreters and clinicians were required to work within a range of structural 

constraints in providing and utilising translation. Locality and clinic rules all 

constituted potential barriers. The mother utilises the opportunity to ask about her 

concerns and does not appear to be hesitant with an interpreter that she has not nict 

before. 

The potential for the interaction is undermined by the lack of detailed knowledge of 

the interpreter in relation to cancer treatment. Her word for word translation does not 

help to clarify the question and it requires the intervention of a cancer and language 
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expert, the child, to negotiate this boundary. 

Time was often a key factor in the provision of language resources. When children 

were inpatients the ward routine usually included a daily ward round representing a 

review by the medical team, to assess the child's progress by a physical examination, 

reviewing observation charts and results from tests, discussion with the resident 

parent, child and ward nurses to make plans for ongoing care. Numerous ward 

rounds were observed during the study, but an interpreter was never present. It was 

sometimes suggested that arrangements would be made to organise an interpreter for 

later in the day at a time when one of the doctors could return. In a similar way to the 

clinic example described previously, to delay the progress of the ward round by 

waiting for an interpreter to arrive (even in the hospitals where they were based on 

site) was unacceptable. 

In one setting the staff had made a decision to ask a bilingual member of staff with 

no interpreting training to translate: 

P12 (HC)- "We really needed to give the family, the 
information. It was very difficult because her prognosis is 
so bad, but the consultant was here, I was here, both mum 
and dad were here. I couldn't get one of the hospitals' 
interpreters to come until the afternoon, so we asked 
.... you know our housekeeper and she did it. " 

The use of someone untrained and potentially unsupported in this role caused several 

concerns to the professional quoted above, which related to the protection of the 

employee. The nature of the consultation had been particularly distressing and the 

professional was concerned with the emotional impact on the housekeeper. "I don't 

know if she has anyone to talk to about this? " After the consultation and during the 

remainder of the period of time the family were on the ward (most of that day) she 

was further concerned to observe, that the family continued to ask the housekeeper 
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questions about treatment. 

It is not anticipated that ongoing dialogue will be necessary; information is given and 

understood, questions are answered. The behaviour of the family is considered 

problematic since their actions involved the transgression of a work boundary that 

was only breached as an exception. The family's ongoing questioning was scen as 

inappropriate and separate from their rights to information about prognosis 

previously advocated. 

For those who were working officially as translators, their work involved a continual 

process of renegotiating boundaries between speakers to maintain an information 

! ]ow: 

SU "I've just said to mum, because my dialect is Syllieti 
and mum's is Bengali. There are some bits maybe I may 
not get accurate and dad will probably be able. " 

PK "To help us out. " 

SU "Yeah in case. " 

(translated in the field by SU) 

This is an early part of an interview with a family who are unusually not from the 

Sylhet region of Bangladesh and do not speak this dialect. In this extract the 

interpreter and I jointly construct the father's language skills as a benefit to us in the 

interview. SU constructs herself and the mother as able to communicate but her 

knowledge is less specialised compared to the fathers. She gives him permission to 

step in during the interview, to assist the mother in understanding. This suggests that 

the interpreter views translation as something that happens as a process and that has 

an element of uncertainty, despite the presence of expertise. 
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12.6 Summary and discussion 

This chapter has illustrated both scarcity in language resources and considerable 

barriers to their use. Language resources were seen as primarily a means of 

professionals giving information to families, rather than an ongoing and negotiated 

process. Assessment of need was usually made by English-only speaking 

professionals and since only they had direct access to the language resources families 

had limited opportunities to obtain this professional resource. Family members were 

frequently used as lay interpreters but professionals felt this gave inappropriate 

decision making powers to people who were not the child's parents. Professionals 

also had concerns about fathers interpreting information for mothers. 

The process of interpreting raised a number of additional concerns for professionals 

and I have argued that their desire for policing of this activity resulted from 

interpreting itself being seen to diminish professional control and autonomy. It 

provided the opportunity to disclose information via a third party which for 

professionals disrupted their preferred and expected mode of working. 

These linked chapters have highlighted the complex and contested social meanings 

associated with membership of a specific minority ethnic group and how these 

created additional barriers to British Bangladeshi families obtaining services to meet 

their needs. Children can be seen as mediators (Green et at (2005) in relation to 

language and religious identity. Undertaking this mediating `work' consumed time 

for children (Tsimicalis et al 2006) and could also foreground adult vulnerabilities. 

These final data chapters illustrate, that power relationships in children's cancer care 

were shaped by the specific histories of British Bangladeshi families as migrants 

living in an environment that questioned their religion, assumed family structures 
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and struggled to provide language resources to meet their needs. As a result not only 

did children and their parents occupy specific positions of vulnerability but 

vulnerability also extended to professionals providing cancer care. 
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Chapter 13 - Conclusion 

13.1 Introduction 

The central purpose of this thesis was to produce an ethnographic account of the 

everyday lives of a particular group of children with cancer: a serious and life 

threatening health problem. As a children's nurse I wanted to explore the insights of 

the sociology of childhood and a perspective from medical anthropology that 

integrated everyday lives during illness within a broader social, political and 

economic context, to enhance understanding about children's illness experience. 

In selecting British Bangladeshi children with cancer my intention was to foreground 

the social and cultural aspects of a disease experience previously dominated by 

accounts that focused on biomedical and psychological outcomes. I did not envisage 

ethnicity (or culture) as a principal variable, but rather as one of a range of 

interrelated complex and contested ̀ identities', which alongside 'childhood' itself, 

required further illumination as a social category in children's lives. 

Ethnographic research and childhood cancer care are constituted here as inherently 

social, specific to the historical and political context of the daily lives of the 

researcher and the participants. This thesis is grounded in the relationships between 

researcher and participants producing data for the study through engaging jointly in 

the process of fieldwork. This view of data and analysis as socially produced reflects 

the overall study findings that cancer care was both ac/sieved and restricted by the 

social relationships made in the particular field of illness relations, and within which 

children, families and professionals found themselves operating. 

In this concluding chapter I present a summary of the study findings and their 
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implications for social science theory and clinical practice. I then go on to review the 

experience of the study including its limitations suggesting implications for 

methodology and future research. 

13.2 Summary of study findings 

13.2.1 Canccr childhoods 

The social actors in this study saw childhood as affected by cancer in three distinct 

ways: as compromised, transformed and in need of restoration. Implicit to these 

concepts is the suggestion that cancer is not only a threat to the child but to the social 

category of childhood itself. Each group- parents, children and professionals- 

conceptualised these threats in a different way and employed sometimes conflicting 

strategies to manage them. Parents saw their child as in need of protection, which 

they provided by keeping them close by, and instituting measures of increased 

interdependence between themselves and their children. Their strategies sometimes 

came into conflict with professionals who valued restorative activities; in particular 

play and school that symbolised their definitions of `normal' childhood. I have 

argued that both groups of adults were responding to the life threatening nature of 

childhood cancer. Young et al (2002: 1840) argue that this aspect of cancer resulted 

in a situation for parents where the "medical agenda becomes particularly potent". I 

support this argument and extend it further to suggest that the restorative focus 

provided legitimacy to professionals in pursuing their non clinical aims to maximise 

a particular kind of childhood - one that valued the future and recognised the 

uncertain nature of the present. This was emphasised via the symbolic restorative 

representations contained within normalising activities such as play and school. 

Some parents, concerned to follow the sometimes ambiguous clinical instructions to 
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protect children from harm, were resistant to the emphasis that professionals placed 

on `being a normal child'. In day to day cancer care professionals highlighted 

routinely the importance of school as a means of ensuring the future for children 

whose future was, in reality, highly uncertain. Parents were more concerned with the 

present aspects of their children's lives, including their transgressive behaviour, 

which, alongside physical changes to children's bodies, emphasised their 

compromised and transformed state as a result of cancer, driving them to maintain 

their highly developed protective role - even in the face of opposition. 

Children were seen to resist both the protective and normalising/restorativc activities 

of adults. Rather than see their childhoods as being compromised, they viewed them 

as restricted and experienced an existence under increased adult scrutiny and control 

as a result of their diagnosis and treatment. Children sought acknowledgement for the 

restrictions and difficulties in their day to day lives rather than employing other 

strategies that might underplay these realities, as seen in the skateboarding example 

in chapter 4. 

Children made efforts to accommodate changes to their bodies and resisted attempts 

by adults to ignore the alterations by suggesting they were `back to normal' as they 

returned to school. Rather they sought acknowledgement of physical change as an 

unpleasant process that had to be endured, while simultaneously appreciating the 

potential threat to identity. They sought support through emphasising the continuity 

of relationships and their `former' selves (Bearison 1991). 

These different responses were drawn from distinctive constitutions of `childhood' 

and ̀ vulnerability' in relation to cancer. Further there was limited understanding 

across the groups of social actors of the alternative perspectives adopted and they 
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competed for legitimation. 

13.2.2 Cancer treatment `work' 

The specific service organisation observed resulted in a fragmented care experience 

for these families. This lack of continuity reduced the opportunities for developing or 

maintaining the social relationships with staff that were so highly valued by children 

and parents. Professionals also experienced tensions within, and between, service 

structures and were constrained in service delivery by scarce environmental and 

skilled staff resources. I have re conceptualised the treatment activities of parents and 

children within the context of this service provision as a form of work. 

Parents, for example, were expected to work at their child's treatment and recognised 

this expectation. Some areas of this treatment work were more highly valued, for 

example when they demonstrated specific cancer knowledge in contrast to other 

child-rearing knowledge which was not valued. This is similar to the observation by 

Callery (1995) of the dismissal of child-specific parental knowledge in his study of 

parents of children hospitalised for surgery. Other aspects of parental work, such as 

co-ordinating services and fulfilling their responsibilities for family life, were largely 

invisible to staff or expected to be put aside for the duration of treatment. 

Children were also seen to be active contributors to treatment work, in particular 

through cooperation, which adults both expected and encouraged. Co-operation was 

seen as a multi-layered activity: with children demonstrating both active and passive 

cooperation alongside an ability to negotiate some aspects of treatment delivery. 

They could also withdraw cooperation from professionals and parents. Overall, 

however, they had limited agency in relation to treatment decisions. Children's 

treatment work was only acknowledged by professionals through a specific narrow 
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frame of reference; such as their responsibility to aid adults in their efforts to deliver 

treatment, rather than an explicit acknowledgement of actions as co- contributors. 

Children were therefore characterised as ̀ helpers' in relation to the more legitimate 

work of adults. 

Although it is possible that the above issues could apply to all children with cancer, 

British Bangladeshi children were expected to adopt additional treatment 

responsibilities, especially if their parents' language abilities were inadequate. This 

increased their treatment workload and, I suggest, accounts for the high value placed 

on social relationships by both the children and their parents. Without these social 

bonds their sense of isolation and responsibility were intensified further. 

13.2.3 Culture: language and power 

British Bangladeshi families lived their lives in a context of being seen as different 

(and sometimes problematic) outside of their immediate local community. A cancer 

diagnosis created an additional dimension of difference in school and community 

settings in part as a consequence of increased intensive contact with professionals. 

Children had considerable skills in articulating ideas about identity and difference, in 

contrast to adults who demonstrated more constraint in raising these subjects. 

Parents, who already had in place a set of mechanisms to protect children and 

themselves from a hostile external environment, were obliged to engage with 

professionals who questioned routinely their health seeking behaviours and family 

structures. I suggest that professional discomfort about difference was in part 

expressed in their pursuit of a particular model of parental autonomy that emphasised 

the importance of gendered care for sick children. The professional view posited a 

model of knowledgeable, independent mothers who led care provision with fathers in 
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a more supporting role. British Bangladeshi parents were sometimes seen to 

challenge this preferred model of parenthood for parents of seriously ill children. 

Craig & Scrambler (2006: 1117) discuss the difficulties faced by mothers of children 

requiring artificial feeding, of negotiating identities within dominant discourses of 

mothering and idealised child rearing practices, suggesting the application of a 

`gendered, raced and classed' system of control. 

Migration histories were the strongest influence on proficiency in relation to English 

language skills. For parents, limitations in a range of English language abilities 

(talking, reading and writing) reduced access to, and information about, a wide range 

of resources in relation to cancer care. This created additional pressures on English- 

speaking parents to be present in clinical settings and resulted in a lack of detailed 

exchanges between Bangladeshi parents and professionals in relation to children's 

Care. 

Since families had no direct access to professional language services they were 

forced to rely on relatives to assist them and quickly learnt that they were expected to 

manage with very limited language resources. 

These findings reflect those of Chamba et al (1999) whose survey of six hundred 

minority ethnic families caring for a severely disabled child (including 61 

Bangladeshi parents), identified considerable additional difficulties for parents with 

limited English language skills. 

Their study suggested that language was part of a series of additional burdens for 

Bangladeshi families on the lowest incomes and in the poorest living conditions, 

compounding limitations in information about and access to support services when 

compared to other minority ethnic groups or the majority population. 
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I have argued that language difficulties acted as a symbol for a situation of 

inequalities and limited power that challenged both families and professionals in 

achieving adequate cancer care. This is illustrated in the examination of professional 

language resources where scarcity provided only a partial explanation for the absence 

of interpreting services in clinical settings. The need for interpreting was seen to 

challenge professional autonomy in relation to technical expertise and clinical 

judgement, leading professionals to question the trustworthiness and legitimacy of 

interpreters - especially when family members were used. Family members were felt 

to have the potential to undermine the `conduit' interpreting role, since it was 

assumed that they would be unable to maintain neutrality in exchanges of 

information between parents and professionals. Hsieh (2006) has argued that this role 

is also highly problematic for professional interpreters who are more likely to shape 

their practice according to the particular context of an interpreting situation. 

In summary the findings indicate not only the considerable challenges to children, 

parents and professionals of cancer treatment, but also emphasise that these were 

accentuated by considerable differences in constitutions of acceptable models of 

parenthood and childhood in cancer. Professionals, who carried the most power, 

were able to pursue their models more vigorously. This power lay not simply in their 

clinical expertise in childhood cancer care but was also extended through their 

membership of the majority British population and the prevailing characterisation of 

British Bangladeshis as a minority group whose economic, social and religious 

resources were seen to require reform. 
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13.3 Key concepts 

13.3.1 Liminality and vulnerability 

I apply the concept of liminality (Van Gennep 1960)14 in conjunction with 

Frankenberg et als' (1998) work on vulnerability to conceptualise all of the social 

actors in this study as people in transition, and to suggest that their activities can be 

seen as attempts to manage this transitional state. 

I consider initially how children's experiences during cancer treatment led them to 

occupy a position of liminality, a transition state between one sort of person and 

another. The characteristics of this state for children included, separation, 

vulnerability and transgression. I have demonstrated that children with cancer were 

separated from childhood (chapter 3). This separation can also be seen through their 

sequestration in clinical settings; treatment delivery in specialist centres (POCs) and 

isolation from other children in the generalist paediatric services. This marked them 

out as being different from other hospitalised children. 

Liminality also served to make visible the threat of cancer, usually only identified 

and monitored through examination of the inner body. States of transition 

`proclaimed' the change in status brought by cancer to children. 

"' Van Gennep's (1960) cross cultural study of rites of passage centres on a process form of ritual 
transformation which has three stages, separation, liminality and reaggregation. I to identifies 
ceremonies associated with each state which serve both to proclaim the change and to bring it 
about. 
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Children's physiological vulnerability was another driver for separation alongside the 

life threatening nature of cancer which seriously undermined their membership of the 

category of childhood, defined as it was by health, well being and "futurity" (Jenks 

1996). 

In a similar way to other transition peoples children with cancer were also 

constituted as potentially `dangerous'. British Bangladeshi children were expected to 

recognise the explicit social and kinship hierarchies and adhere to prescribed forms 

of appropriate behaviour; children with cancer were often seen by families to 

transgress these and other boundaries of appropriate childhood behaviour (chapter 5). 

In this liminal state children were disturbing to the expected order of childhood as 

they engaged in the adult world of illness (chapter 4& 9) as well as adult activities 

such as interpreting (chapters 10 & 12). This state of being came not simply from the 

biomedical aspects of their illness but its social consequences which, significantly for 

this group of children and their families, brought them into intensive contact with 

professionals. This increased their vulnerability and the potential for danger by 

association with `different' ideas about childhood. 

These characteristics of liminality for British Bangladeshi children receiving cancer 

treatment evoked different responses. As outlined in chapter six professionals placed 

1 15 Kotalova (1996) describes how new brides are both vulnerable to outside harm and at the same 
time dangerous to others in the new household Chapter 18 213-238. See also Winch et al 
(2005) for neonates and Leppard (1997) for delivering women in chapter 2. 
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considerable importance on strategies that I interpreted as an attempt to move 

children away from this position and to facilitate their re-incorporation into a more 

appropriate state of childhood. 

Professionals' focus on school as a restorative and normalising strategy was 

underpinned by their ideas of childhood as an inherently vulnerable state; mainly 

because of children's developmental immaturity (Prout 2005). An enhanced state of 

vulnerability was then brought about through illness (James 1998; Christensen 2000). 

Bangladeshi childhoods, however, were additionally vulnerable as a result of poverty 

(Platt 2007) and lower educational achievement (lladue 1999; Walters 2003). School 

attendance served both as a route to adulthood (reducing general childhood 

vulnerability) and a marker of normal childhood (reducing the specific vulnerability 

brought about through serious illness). This may explain the drive to maximise 

opportunities for schooling in these children's lives. In addition school attendance, 

and via this educational achievement, was seen as the only means to escape the 

current low economic and social status of being Bangladeshi in inner city Britain 

(reducing the vulnerability of an economically deprived childhood). 

Parents did not share this response to children's liminal state (chapters 6& 8), 

preferring, I suggest, to maintain it during treatment with their strategies of enhanced 

protection and the development of interdependency with children. This was a 

difficult position to maintain during lengthy treatment regimes - and in the face of 

opposition from some professionals and the children themselves (chapter 9). Parental 

desires for children's re-incorporation focused more strongly on them re-establishing 

their place within kinship networks in Britain and Bangladesh (chapter 4). 

Children related their liminal state as a threat to their pre-cancer selves and the 
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recognition that, during treatment, their lives were restricted and under increased 

adult scrutiny. Children with cancer contrasted the transformed nature of their lives 

with their pre-cancer identities and the experiences of peers and siblings (chapter 4). 

I argue that they attempted incorporation into the specialist world of illness through 

increased interdependency with parents and in their strategies of developing and 

maintaining social relations with professionals (chapter 9). Their resistance to the 

normalisation strategies of professionals can be seen as a way of preserving their 

specialist status and the links with their pre cancer selves (chapters 4& 9). 

These findings demonstrate that children with cancer were vulnerable in a number of 

different ways - each of which challenged the universal view of vulnerability already 

associated with childhood. Frankenberg et al (2001: 588) highlight problems in 

approaching such ̀vulnerability' as "Self evident, linear and clear". They argue that 

this essentialised approach has led to a failure to examine in detail the relational and 

situational nature of vulnerability, resulting in a reliance on vulnerability being 

located within the individual child' 16. I suggest that alongside the additional 

`vulnerabilities' experienced by these children the adults, parents and professionals 

were also subject to vulnerabilities of their own as a result of their involvement. 

A child's diagnosis of cancer resulted in a highly vulnerable state of parenthood 

16 This paper draws on fieldwork with children in home, school, hospital and community settings 
to suggest that not only is vulnerability made explicit through specific sets of circumstances 
and situations, but that the presence of children served to generate vulnerability in all 
participants. Christensen (1999b: 294) also demonstrated in her study that vulnerability was 
most usefully seen as 'quality or a status that is seen as distributed and negotiated in every day 
social interactions between children and adults' 
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(Young et al 2002) and the parental work (chapter 9) carried out during treatment 

can be further conceptualised as a way of maintaining their own status as parents. 

Vulnerabilities were magnified as a result of being separated from other Bangladeshi 

parents by treatment commitments and through the fear of gossip. 

Their vulnerabilities in the cancer setting in relation to language and culture, led to 

their being seen as transgressive by professionals, since they were unable to meet the 

expectations of `appropriate' parents of sick children and also by their community 

because of their unusual close association with white professionals. In addition they 

were in danger of being seen as transgressive through their limited ability to fulfil 

expected ongoing family obligations. Strategies adopted to manage their transitional 

state included seeking continuity within highly fragmented care services and looking 

for shared responsibility in care giving with professionals. 

Finally I suggest that professionals could also be vulnerable through their role as care 

providers to children with a life threatening illness. Professionals might seek to limit 

their vulnerability by emphasising their status as carers of children who would 

actually survive (chapter 6). Professionals were also restricted in fulfilling key roles, 

however, as a result of inadequate and ineffectively utilised language resources 

(chapters 11 & 12). This created further vulnerabilities and placed them in danger of 

transgressing codes of practice to provide high quality and equitable care to families. 

Language made explicit the underlying challenges professionals felt with families 

who did not conform to their expectations. They sought to manage this by 

constituting the families' management of their children as inappropriate. 

I suggest this explanatory framework as an alternative to the concept of biographical 

disruption by Bury (1982) as an explanatory device for the experiences of people 
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with chronic health problems. The present study indicates that cancer provided 

considerable scope for undermining children's biographies to such an extent that 

their childhoods were seen as transformed, compromised and in need of restoration. 

Although children's biographies were both disrupted and challenged by cancer the 

responses by the children, parents and professionals did not follow the traditional 

`normalisation' or renegotiation of identities described by Bury and in several other 

studies of childhood cancer experiences (Earle et al 2006; Rechner 1990; Stewart 

2003; Woodgate & Denger 2003a). 

The positioning of children as being in a transition state with specific vulnerabilities 

evoked through childhood cancer diagnosis enables appropriate account to be taken 

of the relational nature of their experiences. It highlights the ambiguous and marginal 

position of the children in particular but also demonstrates that this marginality could 

be extended to their adult care providers. 

13.3.2 Children's agency in cancer care 

In the previous section I outlined the complex vulnerabilities that canccr evoked for 

children parents and professionals. In so doing I demonstrated that vulnerability 

cannot be assumed as a simple product of children's dependency on adults. In this 

section I consider further the differential constructions of childhood in the data and 

explore how the specific (but fluid) set of structural dependences arising for British 

Bangladeshi children with cancer contribute to understanding children's agency in 

illness. 

I apply Alanen's definition of agency to the expressions of children's agency in this 

study: 
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"Agency is inherently linked to the `powers' (or lack of them), of those positioned 

as children, to influence, organise, coordinate and control events taking place in 

their everyday worlds......... such positional powers are best approached as 

possibilities and limitations of action determined by the specific structures within 

which persons are positioned as children" (Alanen 2001: 21). 

The possibilities for children's agency in cancer treatment are focused in part around 

their responses to treatment regimes and their conceptualisation of childhood during 

this period of increased adult control. 

Their activities of resistance included negotiating gifts or treats before and following 

unpleasant treatments, the passive and active withdrawal of expected cooperation 

(chapter 9) and the (often hidden from professionals ) day to day reluctance to 

support parents' efforts to comply with clinical instructions. Resistance was not 

confined to clinical aspects of treatment, however, but could also include fighting 

with older siblings and failing to meet other cultural or religious expectations. 

These actions were constituted by parents as transgressive behaviour, and to some 

extent expected from children with such a serious illness, since they were no longer 

part of the vulnerable but controllable category of childhood. Thus these activities of 

resistance challenged expected generational categories of childhood and adulthood 

and were sometimes compared to the transgressive behaviour of young Bangladeshis 

who participated in drug use and inappropriate relations with young people of the 

opposite sex. However parents could see these behaviours as temporary (although 

difficult to manage) and to some extent permissible especially when linked to 

treatment. 

However, professionals were more likely to construct resistance (either clinical or 
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social) as deviant behaviour, and linked to problems with the child rather than the 

nature or organisation of treatment (chapter 9). 

I suggest that children's cooperation with treatment can also be seen as evidence of a 

form of agency that is a reasoned action on the part of the child, seen by children's 

initiation of treatment activities, suggesting as has Punch (2001) for Bolivian 

children's work that resistance may not be the only evidence of autonomous action in 

childhood. Children's potential for autonomous action was recognised only narrowly 

within cancer services such as through the provision of choice in anaesthetic 

induction, order of treatment delivery and the opportunity for oldcr children to sign 

their treatment consent form - however even this could be over-ridden if children 

withheld cooperation. 

Children demonstrated agency and the potential to negotiate the treatment agenda via 

the close relationships they developed with their parents and staff. I suggest that 

although children were constrained by adult power, the term interdependence may be 

more accurate than the oppositional terms independence and dependence. This agrees 

with Punch (2001) that unequal power relations between children and adults are not 

best represented as a linear relationship. In my study parents were not themselves 

fully independent either; in cancer care they were highly dependent on professionals' 

and on children's willingness in some circumstances children to provide language 

support. Further, professionals and parents also depended on children's cooperation 

to complete treatment regimes and to protect adults from the threat of the children's 

visible distress. 

Children's who performed as interpreters for their monolingual parents were placed 

in an ambiguous position which undermined rather than increased, their agency in 
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relation to decisions about their care and treatment. Although other studies have 

highlighted professional disquiet for children's roles in interpreting for their parents 

in health care settings (Cohen et al 1999: Green et al 2005) they have mainly 

considered the role of child interpreter for adult patient. In this study ̀ child patients' 

were seen to act as interpreters between adults, carers and health care providers. I 

suggest that limiting children's agency was an adult device, borne out of discomfort 

with a situation that subverted ̀child vulnerability' and adult (parent and 

professional) invulnerability. `Knowledgeable' adult decision makers were 

sometimes required to depend on `unknowing' children - in effect, challenging a key 

concept of contemporary Western childhoods as characterised by dependency, care, 

incompetence and vulnerability (Christensen 1999b). Alderson argues that rigid 

knowledge differentials between, children and adults or patients and health 

professionals should be replaced: 

"to see wisdom and uncertainty shared among people of 
varying age and experience. " (Alderson 1993: 158) 

Alongside these possibilities for agency was a specific set of limitations on 

children's agency during cancer treatment, which included achieving treatment goals 

within organisational constraints, parental conceptions of vulnerability and an 

overreliance on a linear developmental framework (Emond 2000). 
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Children's agency was frequently limited by time constraints, to arrive on time for 

appointments and complete treatment tasks within a time frame set by adults. As 

chapter 9 illustrated children achieved limited recognition for their contribution to 

treatment work which was undervalued in comparison to that of adults. In agreement 

with other researchers' 17 1 suggest that younger children's contribution to treatment 

was least likely to be valued; thereby meaning that their agency most subject to 

limitation. 

Dixon Woods et al (2005) concluded that theoretical models which advocate 

children's agency and construct children as victims of adult oppression are dangerous 

and take little account of the detailed emotional work carried out by adults (parents 

and staff) in obtaining cooperation from children during distressing procedures. 

Whilst I agree that seeing children as oppressed victims is an oversimplification of 

the everyday realties of childhood cancer care, I would also argue that it is essential 

to retain the recognition that adults (being both caring and well meaning) are able to 

persuade and compel children because of the social and legal status of childhood 

117 Barnes (2006) illustrated how these frameworks have been applied historically to the provision 
of information to children about cancer. Contemporary leaflets for older children had 'child ' 
contributors and included details on unpleasant symptoms, those for younger children 
suggested cancer as a badly behaved body amenable to change and relied on adult experts. The 
absence of both child experts and some of the harsher realties of cancer reveal the dominance 
of age related ideas of childhoods in illness. 
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reinforced during everyday experiences of cancer care. These interactions require 

further exploration which I suggest should take place not from a taken for granted 

perspective of vulnerable/ unknowing child versus invulnerable/knowing (or better 

knowing) adult, but rather though a theoretical stance that acknowledges generational 

structures in adult-child relations and seeks to describe how children and adults 

negotiate these during day to day encounters. Through this process the meanings 

ascribed by children and adults to `childhoods' during illness might be better 

understood. 

British Bangladeshi parents' relational approach to personhood including the idea of 

vulnerable persons requiring the constant presence of a trusted adult provided a 

further limitation to children's agency. Gantley's (1994) study of infant care 

practices in Cardiff illustrated that leaving an infant (or any other vulnerable person) 

alone was inconceivable in a Bangladeshi household. Thus these children with 

cancer had limited opportunities to escape parental scrutiny. 

I introduce here a further structural consideration in relation to children's agency - 

that of place - in order to expand on the interplay between generational, illness and 

cultural categorisations of childhood. In the home setting I suggest that children had 

increased possibilities for agency in relation to treatment. Negotiating powers with 

their parents away from the health care structures of hospitals and the presence of 

health care professionals appeared heightened. Conversely, however, their powers to 

resist parental scrutiny and control, in relation to food for example, were diminished. 

In hospital settings the visibility and the power of the treatment agenda increased (in 

particular for young children who were frequently observed as having minimal 

agency). Children were also aware that the power of cultural practices could be 
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diminished and they were less likely to be compelled to eat by parents in the hospital 

setting since parental power could be more easily challenged. 

Thus although a generational framework has considerable utility in explaining some 

of the limitations and possibilities of children's agency in cancer care it cannot be 

considered without attention to the context and other key structures integral to 

children's lives. 

This study offers evidence to support the arguments advanced by Mayall (2001) that 

childhood agency is always limited by forms of adult control. I have illustrated the 

particular ways in which childhood agency was limited in cancer care, through 

membership of generational categories and children's entry into the adult world of 

illness, which conferred on them a different sort of childhood identity. That is 

children were given additional responsibilities (such as cooperation with treatment). 

although they continued to lack power. This argument on the contradictory nature of 

children's agency in situations where childhood is under extreme threat has also been 

postulated in relation to child sexual abuse (Kitizenger 1997). Children are given the 

responsibility to avoid abuse through adult advice to "say no to strangers", with little 

attention to the power relations that structure children's everyday lives. In a similar 

way adults' experiences of hospitalisation and adoption of the sick role also serve to 

undermine personhood (Lawton 1998) childhood itself may lack a robust foundation 

in illness contexts and may be subject to dissolution. 

13.3.3 Parenthood in serious illness 

The work of Strong (1979), Baruch (1981) and Silverman (1981) in studying 

interactions in outpatient clinics revealed how professionals and parents evoked 

moral agency to legitimise their sometimes competing agendas. White (2002) has 
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suggested that there is an increasing tendency for `morally good parenting' to move 

centre-stage in paediatric clinical reasoning. 

Parents interactions with nursing staff have been examined in studies of inpatient 

care (Callery 1995; Derbyshire 1992) which challenge the partnership and family 

centred care models expected to underpin child health nursing practice. Derbyshire 

illustrated how parents who were resident with their child in hospital were acutely 

aware of their parenting being under scrutiny. 

This study provides further data to increase the understanding of the moral 

complexities of child health work pioneered in the studies cited above. In addition 

the study offers two distinctive contributions to this body of work. First, parental 

work in childhood cancer care can be seen as operating within a framework of 

competing forms of legitimate knowledge. Second, not only did professionals evoke 

a moral agenda in relation to parenting but they seemed to advocate a particular 

model of appropriate parenthood in childhood cancer care. 

I have argued that the contested forms of knowledge in childhood cancer care can be 

illustrated through examples of professional classification of parental knowledge in 

relation to their children's bodies into `cancer' and ̀ non-cancer'. Thus parental 

knowledge which was not cancer specific was usually rejected as being inexpert or 

underpinned by non- biomedical concepts. Cancer-specific knowledge, such as the 

practical care of intravenous devices, or which made use of cancer language, was 

encouraged. 

Callery (1995: 561) argues that parents of hospitalised children acquired their 

knowledge of the ill child from the `private sphere' of close personal contact that 

enables them to recognise when "there was deviation from the norm for their own 
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particular child". Professional knowledge was based on observation of deviation 

from the norm of a population and is located in the public domain. Ne goes on to 

argue that it is difficult for professionals to interpret the knowledge of mothers whose 

credibility was undermined by their ambiguous status as workers in the hospital 

setting. In the present study I argue that parental credibility is further undermined by 

poor language skills and the assumption that ethnic background limits thcir 

understanding of biomedical concepts. 

The high value of specific forms of knowledge was further illustrated by the punitive 

approach professionals adopted towards mistakes in relation to cancer knowledge 

and the policing of parents in relation to more general aspects of child welfare such 

as schooling. Parents who failed to demonstrate ̀ legitimate' cancer knowledge were 

also subject to sanctions and increased scrutiny as in studies of disabled parents 

(Fisher & Goodley 2007) and women experiencing domestic violence (Peckover 

2002). 

I am also arguing that professionals expected knowledge and skills in cancer care to 

be part of appropriate parenthood in this context. Staff were often seen during 

treatment to encourage parents to demonstrate autonomy in their management of the 

child's medical care. Thus cancer knowledge was one way for parents to adopt 

control in an uncertain situation and to become more independent. 

This model of knowledgeable, independent and autonomous parents was, i suggest, 

strongly linked to the linear (biomedical) future-oriented organisation of cancer care 

and supported by the professionals' campaign for normalisation during treatment. 

The strongly gendered application of this model to mothers may be linked to the 

concern articulated by professionals in this study and within the media regarding the 
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oppression of Muslim women. However, it is also important to recognise that there is 

a strong general expectation that women will be the main caregivers and this may 

also be reflected here. 

The model of increasingly independent and autonomous mothers advocated by 

professionals was not associated with specific support mechanisms to enable parents 

to achieve this - although the bureaucratic systems for obtaining help could be seen 

as incentives in their own right to act independently. Although the majority of 

parents did so only through necessity I suggest this was not their preferred approach 

to care. Rather than wanting to be in control, they sought collaboration in their 

endeavours and worked to engage staff in their task. 

British Bangladeshi parents had difficulties in obtaining cancer-specific information, 

but did not see information as providing them with control per se as it did not lead to 

independence and choice. Parents saw information and their efforts to gain 

information as part of their vigilance to protect their child from harm (which came 

not only from cancer but from the outside world). Biomedical constructions of illness 

presuppose that it can be controlled and managed. Parents in this study did not seem 

to share this construction however - rather they saw illness as something to be 

endured; a test of their parenting skills, cured through faith and medical expertise. 

The tensions between the models of appropriate parenthood advocated by 

professionals and the parenting practice of British Bangladeshi parents can also been 

seen in other spheres of child welfare research in 21st century Britain. Reay (2005) 

demonstrates the drive for mothers in particular to engage in education and offers a 

further theoretical insight by analysing the differential responses in terms of social 

class. Although both middle class and working class parents valued education highly 
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and facilitated their child's schooling they viewed their roles differently. Middle 

class women were much more likely to see the support they gave as compensating 

for the inadequacies of the education provision their child received from the state. In 

contrast, working class mothers saw their roles as complementing the education 

provided by `expert teachers'. I suggest that similarities can be drawn with the 

expectations of Bangladeshi mothers (and fathers) who expected their cancer work to 

support the medical care given to their child rather than to feel responsible for 

ensuring its delivery. 

13.3.4 Ethnicity and childhood cancer care 

In chapter 31 acknowledged that ethnicity was a contested and situational concept. I 

suggest here that although it can be defined in terms of place, language, religion , 

culture, nationality and shared heritage (Atkin et al 2006), it may more usefully be 

seen as dynamic process, denoting the relationships between peoples rather than the 

`content' of a particular set of people or communities. Culley (2006) suggests that 

this conceptualisation holds greater potential for health care research since it 

challenges the danger of essentialism in relation to health care for minority ethnic 

groups. In this study I argue that to see ethnicity as a social process that can "produce 

and reproduce boundaries of identification and differentiation" (Culley 2006: 147) 

provides a useful analytical device to increase understanding of these findings 

whereby ethnicity was evoked as a social process to clarify identification and 

highlight differences by all of the social actors in this study. Caution, however, is 

also required in suggesting 'ethnicity' (even in its most fluid form) as the only 

explanation for the experiences outlined here. Nevertheless I propose two ways in 

which this study can contribute to the debate about the health and health experiences 

of minority ethnic families. 
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The first concerns the utility of institutional racism as an analytical concept to 

increase understanding of the nature of ethnic differentiation in childhood cancer 

care. This was demonstrated in chapter 10, where a lack of specific knowledge about 

hospital practices enabled staff to label visitors as ̀ inappropriate' and explained their 

behaviour simplistically by membership of a minority ethnic group. 

Secondly I suggest that although `identity' may usefully be applied to the 

experiences of British Bangladeshi children, this concept is seen as insufficient to 

fully explain the same issues for adults, where additional considerations of location 
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and positionality 1l8offer the opportunity to consider such issues as migration history 

and associated positions of obligation. Nasima's husband in chapter II illustrates this 

where other factors alongside a specific ethnic identity located him in a position of 

limited power. 

I suggest that migration experiences of parents (and children) placed them within a 

specific set of structural relationships that require recognition alongside economic 

and other markers of power (Platt 2007). 

13.4 Implications for clinical practice and service development 

Children's health and wellbeing, including their care during serious and complex 

illnesses such as cancer, has a particularly high profile in contemporary British 

government policy (Department of Health 2004; HM Government 2005; NICE 2005). 

These policy and strategy documents are underpinned by the drive to reduce 

inequalities in children's experiences of childhood in health, education and welfare 

(essentially by enhancing economic opportunities). Although the existence of 

inequalities underpins these developments, there is a notable absence of discussion of 

how they can be addressed in day to day clinical practice. In relation to children from 

1e For Anthias (2002) these concepts are used in favour of identity to interpret the narratives of 
young British Cypriots, whose positionality as an ethic minority group was at times hidden (as 
Europeans) and at other times recognised by others (through racist commentary or rejection of 
association) and by themselves (as belonging to extended families that actively incorporate 
kin). Their location was frequently expressed both in terms of specific London geography and 
activities within and outside the home such as youth clubs. The visibility of British 
Bangladeshis in relation to debates about ethnicity and racialisation can be seen in relation to 
language religion, gender and class. Rather than regard these as a collection of interrelated 
identities Anthias' analysis suggests that location and positionality are more meaningful 
concepts to aid understanding. 
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Black and Minority Ethnic (BME) backgrounds recent research on Sure Start 

programmes (Craig et al 2007) found considerable weaknesses in service provision 

to BME families, with uneven provision of translation services and limited 

understanding of diversity and difference amongst service providers. 

This study has provided evidence that the delivery of paediatric cancer services was 

problematic for the children and families involved, partly as a result of over-reliance 

on taken for granted assumptions about appropriate care for all children and families. 

Further it has demonstrated significant inequalities in the standard of care provided 

to families whose English language skills are limited. Finally it suggests that 

strategies to encourage children's cooperation in treatment took insufficient account 

of the unequal power relations between children and adults and increased children's 

convictions that their specific concerns had less validity. In this section ( suggest 

changes to clinical practice and policy to help address these issues. 

The study has provided evidence that a shift in professional expectations is needed 

regarding support needs of all families, with a better understanding of the additional 

pressures facing families of BME origin essential. Parental concerns that their 

contribution to treatment work was unacknowledged by professionals, resulted in 

their feeling undervalued, unsupported and sometimes overwhelmed by their 

treatment responsibilities. The mindset that families should be autonomous and 

independent care leaders with professionals taking on highly specific roles should 

also be challenged. I advocate that consideration is given to a more negotiated 

approach to care provision that accommodates some of the parental needs for shared 

responsibility in care giving. 

The specialisation model of paediatric oncology services is regarded as having 
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considerable benefits in relation to morbidity and mortality in childhood cancer 

(NICE 2005) and is increasingly being advocated as a model of hospital care in child 

health services (Healthcare Commission 2007). However this model was also seen to 

result in fragmented service provision and fewer opportunities for contact with 

known and trusted staff members leading to increased parental (and sometimes child) 

responsibility for care delivery and coordination. Therefore, in addition to finding 

improved ways of supporting parents in their care roles, services should consider 

how best to reduce the effects of fragmentation and pay increased attention to the 

complexities of inter- service relationships. For example the provision of transport to 

hospital appointments should be discussed with all families and adequate provision 

made so that appropriate alternatives to the practice of children and their parents 

travelling on crowded public transport pre- and post- chemotherapy treatments can 

be offered. In this study some families were referred to a voluntary sector service that 

provided support and transport, however, such referrals did not seem to follow a 

systematic pattern. Since the voluntary service itself carried out assessments of 

eligibility with the family directly it would seem appropriate that all families could 

be offered such a service. 

I am suggesting that there is a need to increase the access to available support 

services (Lanceley & Cox 2007) and to consider additional information and 

interventions, such as a named key worker, who has sufficient specialist cancer 

knowledge and advocacy skills to coordinate service provision for families. This has 

recently been advocated for adult cancer patients (Carballo 2007) and is a care model 

used within care provision for children with complex needs (Department of health 

2005a). Mitchell et al (2006) also identified uneven provision of support services and 

in particular the lack of psychological support services to children with cancer 
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suggesting that there also may be areas of unmet need in the wider childhood cancer 

population. 

In addition to advocating an increase in the support resources available to these 

children and families, I am also suggesting that these resources may need to increase 

their focus on support during the ongoing treatment phase of children's cancer care. 

Observations of service provision in this study suggested that social workers and 

specialist oncology nurses focused attention on the diagnostic and palliative care 

phases of treatment, whilst the data from children and families identified a need for 

ongoing support in particular for parents in relation to care co-ordination. This 

reorientation would, I suggest, require professionals to acknowledge that not all 

families wanted to be independent or to `return to normality' during treatment and 

that this orientation was not necessarily abnormal or pathological. 

These suggestions raise complex issues for training and resources within paediatric 

oncology services and require a strategy (Carter 2007) that is enabling to 

professionals who are already working in a setting that places considerable burdens 

on their working lives. 

Current modes of paediatric oncology education are discipline-specific. This study 

suggests that there is a need for a more integrated approach to training to enable 

some of the taken for granted assumptions professionals make in relation to 

appropriate childhoods for children during illness to be challenged. I suggest that 

since they are taken for granted, there is little exploration of the barriers that may 

exist for children and families (especially those in vulnerable or socially excluded 

groups - such as ethnic minorities) in meeting these expectations. Resources should 

be used to enable all staff to recognise the burdens that fragmented, or culturally 
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insensitive care places on families and to respond appropriately. 

Training could additionally seek to increase professionals' awareness of the power 

differentials between them and families. This might go some way towards facilitating 

dialogue between families and professionals about each party's expectations. 

The inadequate provision and utilisation of language resources was perhaps the most 

powerful example of institutional racism seen in this study. It demonstrates vividly 

the ongoing inequalities in health care delivery for minority ethnic groups and a 

failure to embed current health policy targets within practice (Department of IHcalth 

2005b). 

Inadequate language provision meant that critical discussions took place without 

fundamental levels of understanding on the part of the parent or the professional, so 

reducing therapeutic opportunities. Addressing this challenge will require something 

more than an increase in translations services provision, although this study also 

supports the findings of others (Elkan 2007: Richardson et a12006: Thomas et a! 

2006) of the need to increase provision of language resources in cancer care. 

This study has also indicated that the lack of language resources diminished 

professionals' effectiveness in clinical practice settings. In addition, models of 

language provision need to view dialogue as a goal rather than simply an opportunity 

for information exchange. Professional language resources may need to be 

restructured to give both professionals and parents more flexibility and availability. 

Further training also needs to be provided for clinical staff on the practicalities and 

wider issues of languages resources in cancer practice. This training is required both 

to educate staff on the role and the potential benefit of using advocacy and 

interpreting services and to explore the anxieties within interpreting situations 
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(Richardson et al 2006). 

Furthermore, this study calls for a fundamental shift in the approaches used to gain 

children's cooperation with clinical procedures in health care settings. It advocates 

recognition on the part of parents and professionals that their actions in encouraging 

and persuading children are additional pressures which create a set of expectations 

for children's behaviour. Since children are expected (over a period of time) to 

cooperate there may be value in challenging traditional assumptions about what is 

good for all children in this situation and to develop more flexible child centred 

packages of care. This will be needed if the day to day experiences of child health 

care are to reflect more closely the aspirations within the National Service 

Framework (Department of Health 2004). 

13.5 Looking back and looking forward 

I present next a review of the study and examine its limitations. I will then reflect 

briefly on my personal experiences of carrying out the study before considering 

finally the methodological implications and potential for future research in this field. 

13.5.1 Study limitations 

This work focused on the lives of a small group of children and their families living 

in a particular part of Britain at a specific time in history, providing data from a 

unique social and political context. I include this as a limitation, although it may also 

be regarded as a strength, since it has resulted in highly detailed data and analysis on 

an area of care that have previously been under-examined; namely the social and 

cultural context of children's everyday home and hospital lives during cancer. 

Nevertheless the specificity of the focus on Bangladeshi families limited recruitment 
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to the study. Expanding the study population to include other minority ethnic 

children might have overcome this problem by offering a more diverse study 

population and some opportunities for comparison with other childhood populations 

such as those with a disability (Ali 2006; Fazil et al 2002), which have also focused 

on the needs of minority ethnic children (Chamba et al 1999). 

As outlined in chapter 3,1 made an attempt to learn Sylheti and enjoyed some 

success! However within the time available I failed to attain the fluency that would 

have enabled me to hold in-depth conversations. Although this did not limit the data 

significantly I obtained with the children, it may have had an effect on the 

relationships I was able to develop with some parents during periods of participant 

observation. 

Clearly my own social and professional background influenced data collection and, 

as well as my limited language skills, gender also played a part in curtailing the data 

obtained from some of the fathers. Only 2 of the 7 fathers seemed completely 

comfortable with talking to me, although their willingness to communicate was 

restricted both by language barriers and work commitments. 

Although studies of childhood illness continue to be dominated by perspectives of 

mothers (Earle et al 2006 ; Fisher & Goodley 2007; Green 2006; Williams 

2000; Young et al 2002) I suggest that the absence of fathers in this study is 

particularly important since it limited the potential to investigate the views of several 

professionals that fathers routinely dominated decision making. Young et al (2002) 

argue that parents need to be considered as persons in their own right rather than in 

their role as providers of care for their ill children. I would support this argument and 

suggest the need for future studies that enable fathers to be more readily included. 
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In the same way that gender may seem to have privileged the views of mothers, 

focusing on care processes from the perspective of children and families inevitably 

means that less attention has been given to the processes that professionals 

encountered in providing care to Bangladeshi families. Although professionals views 

are well represented in the interview data and their actions are documented through 

participant observation, I have not obtained data on the `backstage' nature of 

professionals' work (Atkinson 1995) in providing cancer care to these children. As a 

result I am unable to provide detailed ethnographic insights into the professional 

domain that examines the process from their standpoint. A similar limitation applies 

to the lack of detailed data on the process of facilitating children's care within the 

school setting. 

13.5.2 Reflecting on the experience of the study 

The experience of conducting this study was felt as a series of interrelated processes, 

some more challenging and more rewarding than others. Although this study began 

formally with the development of a research proposal and ends with the production 

of this text, in reality it spans a much broader time period. My clinical background as 

a nurse provided many opportunities to question both the organisation of care for 

sick children and their families and think about the impact of serious illness on 

childhood and parenthood in late twentieth century Britain. Why did we continue to 

develop and implement care models that limited the flexibility of provision and took 

little or no account of the difficulties that these imposed on families who, to my 

mind, were already struggling with the demands of a particular illness? Studying 

anthropology provided an additional layer to these reflections and provided an 

opportunity to examine critically dimensions of healthcare and contemporary 

childhood. 
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I planned a synthesis of these two personal traditions to research childhood cancer in 

a way that would have meaning, relevance and utility for clinicians (like me), 

children and families. 

The opportunity to immerse myself in the lives of children and families and to have 

the opportunity for close engagement and listening was an immensely enriching 

experience. Stimulating discussions with my supervisors on the way in which the 

structure of service provision obscured the everyday needs of families provided 

justification for my approach. The skills needed for involvement, watching and 

listening were in contrast to the more challenging task of disengagement from 

fieldwork and development of detachment to allow for analysis. This had led me to 

question the opposition of immersion in ethnography and the assumed necessity for 

distance when undertaking analysis. I reflect that this is a particular challenge for 

research that assumes knowledge is derived primarily through 'seeing' and 'stripping 

away' from a distance rather than through active engagement from within. My own 

experience was that rather than detachment and disengagement as an aid to analysis 

and writing, it was the intermittent re-engagement with research participants that 

inspired and supported me in continuing to write this thesis in the hope that its 

completion would provide the opportunity to develop practice. 

As the project developed I questioned this apprenticeship approach to research 

arguing that a more collaborative method of working could help improve the quality 

of the project. I recognise now that I was also looking for a way to develop a more 

recognisable structure of support. This recognition that my strengths lie in teamwork 

rather than individual endeavour is valuable in its own right and has allowed me to 

see that I did in fact construct a virtual network of support with which I interacted 
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during different phases of the research. I was able to develop a focus and recognise 

levels of competency through the presentation of data and analysis in a range of 

seminar and conference presentations. This method of developing ideas through 

interaction with others revived my sense of personhood considerably. I suggest that 

this need for competence may be an issue for other nurse researchers steeped as we 

are in a culture of care provision within a specific remit of skills. 

I reflect on my journey towards the completion of this text as a series of transitional 

states separated from the responsibilities of providing, or educating about care, to 

one of living within the worlds of ethical bureaucracies, childhood cancer services, 

the home lives of children with cancer to the student writer at desk 6217 at the 

British Library - looking forward to membership of the world of research! 

13.5.3 Methodological implications of the study 

This study has also confirmed that it was worthwhile conducting an ethnography of 

childhood cancer care. It has both drawn from, and expanded upon, the seminal work 

carried out by Bluebond-Langner in the 1970s to provide data on the impact of life- 

limiting illness in children's lives in their life settings' 9. 

By observing children at home I was not only able to gain considerable data about 

119 I orientated this study away from a classical ethnography of childhood (that privileges 
children's worlds) into one that focuses on children as they live in a world constrained by 
differential power relations between children and adults by electing to collect data with children 
predominantly in settings where they were in almost constant interaction with adults, namely 
their homes and clinical settings. 
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their everyday lives - in particular the centrality of religion, child rearing practices, 

adult child relations and illness management-but additionally to witness the unseen, 

and to professionals invisible, aspects of parent and child treatment work; such as 

preparing for and travelling to and from the hospital. Although this activity could 

perhaps have been described during interviews in the home or hospital setting the 

necessary subtle and complex negotiations would not have been revealed without the 

use of participant observation. As well as revealing the significant challenges of 

transport for children, accompanying families to hospital also revealed the 

experience of moving from a predominantly Bangladeshi area into a white dominated 

locality and the behaviours of hospital staff in different settings. These proved to be 

important and unique insights that support the particular value of applying 

ethnographic approaches to health care research (Savage 2006). Although I would 

not claim to have recounted all the childhood cancer experiences as if through the 

eyes of families, this approach enabled the everyday or taken for granted activities to 

be noted. 

The shift of care away from hospital and inpatient care to day, community and home 

settings for children with cancer emphasises the necessity for health researchers to 

develop methods that are able to differentiate between different social contexts and 

are applicable effectively in a range of settings. I suggest that it is essential for the 

researcher to be able to follow the total cancer journey rather than confine 

themselves to a single setting such as home, school or hospital. 

Since this study started, a growing body of work has emerged that focuses on 

children as research subjects in their own right (Green & Hogan 2005). Novel 

methodological approaches encouraging children to talk continue to be developed 
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(Ali 2006; Punch 2000). Whilst these can be seen as valuable additions to traditional 

qualitative approaches I suggest that this study provides evidence of the value of 

participant observation in studying children with complex and serious health 

problems such as cancer. The subtle resistances offered by children to examination 

and other treatment interventions are examples which are unlikely to be captured by 

other methods. 

This should not be taken as underplaying the challenges of data collection with 

children, as Curtis et a! ( 2004) and Harden et a! (2000) have illustrated they do exist 

and require further debate. I am suggesting that a broader consideration should be 

given about why talking may be difficult for children (and other research 

participants) in specific circumstances. 

Finally, I turn to the methodological implications of using dual language data and 

suggest that this may provide a rich source from which to explore further the 

challenge of interviews as method. In conducting dual language interviews and using 

dual language transcription services I have been able to draw attention to the content 

and interview form. This demonstrates the interactive and constructed nature of the 

interview encounter and suggests potential to yield further linguistic insights in 

relation to the practice of interpreting clinical information with BME populations. 

I would also argue that bilingual interviews involve a particular kind of translation. 

In my own analysis I suggest that attention needs to be paid to the `voice' of the 

interpreter as well as those of the interviewer and informant (Wallin & Ahistron 

2006). This approach runs counter to the suggestion that data should be analysed in 

terms of spoken language alone. Although I suggest that this is of value, I am also 

concerned that to ignore the context within which language is used may reject the 
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potential for insights relevant to future research and clinical practice. The approaches 

taken in this study follow the arguments made by Shaklarov (2007) that translation 

cannot be reduced to a technical act. The bilingual interpretation and researcher roles 

enriched the perception of the context and contributed to the ethical sensitivity of the 

study. 

13.5.4 Recommendations for future research 

This study has raised a number of potential avenues for future research to address 

some of the limitations identified and pursue the implications of the findings. I 

outline in the table below one set of possibilities. 

Table 5- Research recommendations 

Research aim Population group Potential outcomes 

Application and further evaluation of Children with cancer (mixed Determine the impact of the social 
the analytical framework of ethnicity population) nature of cancer, health care 
childhoods in cancer as 

' '' Children with other life 
delivery and childhood on the daily 

transformed and 'compromised 
' ' threatening illness. care experience. 

restored . 

Deeper examination of the process of Professionals working with Illumination of the social processes 
'restoration' and 'maximising' of children with life threatening and and ideological underpinnings of 
childhood in different ethnic groups. life limiting illness. professional practice. 

Longitudinal study on school Children with cancer from Testing impact of interventions on 
experiences for children with acute different ethnic backgrounds children's day to day experience of 
lymphoblastic leukaemia. school. 

Examination of the advice given to Parents and children with cancer Development of effective 
parents in relation to managing home from different ethnic interventions to support parents and 
symptoms during cancer treatment. backgrounds. children during treatment. 

Exploration of the process of Families of children with long Increased understanding of the 
providing language resources to term health problems, identifying impact of interpreting on clinical 
families of sick children when themselves as requiring language care for families. 
English is not their first language, support. 

Exploration of the process of Staff providing language support Understanding of the process of 
providing language support in in clinical settings. language Interventions in health 
clinical cancer settings. care. Increased insight into the 

barriers and facilitators for effective 
language support. 
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In conclusion this work has demonstrated the capacity of ethnographic enquiry to 

produce meaningful and unique insights into the experiences of children with cancer 

from Bangladeshi backgrounds. 

The understandings gained provide alternatives to traditional constructions of 

childhood health and illness in medical sociology and suggest potential to develop 

further the sociology of childhood to incorporate serious illness in childhood within a 

framework that encompasses relational and power differentials. Prout (2005) argues 

that the future success of childhood studies lies in the ability of researchers to 

integrate more effectively the academic disciplines that study children. This work has 

indicated the existence of a strong interrelationship between the everyday lives of 

children with cancer and the biological and social implications of the diagnosis and 

treatment experience. Childhood cancer evokes biological vulnerabilities for children 

but also brings in its wake significant social risks for children, parents and the 

professionals providing cancer care. These vulnerabilities stem from the way that 

each group of social actors constitute 'appropriate' childhoods and parenthoods in 

both health and illness. I have argued that the life threatening nature of cancer, 

combined with the marginalised (economic and social) positions of British 

Bangladeshi children and families, give undue weight to the professional agenda in 

children's cancer care; and so limit the abilities of services to meet this community's 

support needs adequately. 

The challenges to childhood cancer care provision revealed in this study suggest that 

changes, both in terms of awareness and practical developments, are required on the 

part of service providers to improve significantly the experiences of this group of 

children and families. 
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This study has revealed the differences in interpretations of vulnerability and other 

factors of cancer lives can only be understood through a consideration of the 

complex interactions between children, parents and professionals. 

I leave the final words to one of the children: 

"You need to bring an interpreter for my mum " 

(5 year old child with cancer to a healthcare professional) 
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Appendix 1: Incidence of different cancers 

Number of children with each type of cancer presenting each year in the 1K 
(Souuce: United Kingdom Children's Cancer Study Group. Accessed on line at 
www. UKCC: SG. org. uk 18.02.03). 
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Appendix 2: Ten-year survival rates (Source: United Kingdom Children's Cancer 
Study Group. Accessed on line at www. UKCCSG. ore. uk 18.02.03). 

Seven in 10 children with cancer are now cured, compared with fewer than three in 
10 in 1962 - 1966. 

Changes in overall percentage survival rate of childhood cancer (all types combined). 
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Aouendix 3: Self reported health (Source: Nazroo et a12001 The Health of 
Minority Ethnic Groups '99. Accessed on line at http: //www. archive. official- 
documents. co. uk/document/doh/survey99/hses-03. htm on 17.06.07). 

Self-reported health 

H 

_1 
_ýý 

ý; 
r 

! -r 
/i, / /. ", 

 I- 'i)! Iandtng tlinc. a 
   %%: utc %k: knc%%fpa+1 2 weck% 

lclf a.. r.. cJ fair or Kid Ixalth 

Girk 

ý. 

: cý", 
fý, ri' ;ý 

ýý*j, 

393 



Appendix 4: Information leaflets and consent forms for parents and children 

Consent form for parents (also provided in Bengali) 

Patient Identification Number for this trial: 

CONSENT FORM 

Title of Project: Being a child with cancer: Bangladeshi children and 
young peoples views about their lives during treatment. 

Name of Researcher: Paula Kelly 

Please initial box 

I confirm that I have read and understand the information sheet 
dated ............................ 

(version 2) for the above study and have had 
the opportunity to ask questions. 

R 

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time, without giving any reason, without my child's 
medical care or legal rights being affected. 

F-I 
3.1 agree to take part in the above study. 

Name of Parent 

Researcher 

Signature 

Signature 

Date 

0 

Date 

I for parent; I for researcher, 1 to be kept with hospital notes 
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Consent form for young child verbal and written (also provided in Bengali) 

Being a child with cancer 

Agreeing to take part 

If you would like to take part in the research project, please 
answer the questions and sign below: 

O Paula is doing a research project about children and cancer and 
she would like to spend time with you at hospital and at home 

. Are you OK about this? (please tick). 

yes ýý no 

O You can stop taking part in the project at any time and you do not 
have to say why. Are you OK with this? (please tick) 

[]yes []no 

O Would you like to take part in the project. (please tick) 

[]yes 

Name of Boy/Girl Date 

Name of Parent 

Paula Kelly 

Name of Researcher 

Date 

Date 

[] no 

Signature/verbal consent 

Signature/verbal consent 

Signature/verbal consent 
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Appendix 5: Protect chronoloey 

Month/Year Key Activity Impact on Project 
October 2003 Start of three year doctoral PK takes up post at host university. 

fellowship SH identified as first supervisor. 
Funded by Consortium for 
Health Care Research. 

November- Meetings with key clinical Identification of POC I and community 
December 2003 staff at potential health service children's nursing services in East 

sites. London as clinical field sites. 
Identification of appropriate LREC 
DK identified as second supervisor. 

Development of information Reviewers and translation service 
leaflets and consent forms. identified. 

December 2003 Appointment of project Review of recruitment strategy. 
advocate. 
Submitted Research Ethics Clarification on requirements and need 
Committee form to R&D for written support from clinical and 
department of POC1 for management staff in hospital and 
comment. community trusts. Links made with 

Community Rand D departments. 
January- Sylheti teacher identified. Weekly language lessons began. 
February 2004 Collecting written support Recognition of range of R&D 

from clinical staff, managers, requirements including immunisations, 
R&D teams. honorary contracts and additional Trust 
Applied independently for specific paperwork. 
enhanced criminal records Provisional indemnity issued by R&D of 
bureau check. four trusts and university. 
Informed by LREC now pilot 
site for COREC. 

March 2004 Completed and submitted Maintained links with clinical staff but 
COREC application. unable to progress any aspect of project 

plan as feel research governance prevents 
any preliminary work being done, prior 
to full ethical approval and indemnity 
being in place. 

April 2004 Attended LREC to present Response received five weeks post 
a lication. meeting. nine weeks post submission. 

May 2004 Received response, five issues Reviewed and resubmitted version 2 of 
raised: none discussed at COREC application. 
meeting. 

July 2004 Ethical approval letter Inform clinical teams of ethical and 
collected from ethics research governance approval for project. 
committee offices by Meet with key clinical staff to identify 
researcher. eligible children on current caseload. 
Full indemnity from R&D Researcher and project advocate plan 
teams at three trusts. recruitment strategy. 
Consent from paediatric Family I agree to meet researcher to 
oncology consultants to learn more about project. 
approach identified families. 3 families approached by community 
Key staff members identified nursing service. 
to introduce project to 
families. 
Observation period on da 
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Month/Year Key Activity Impact on Project 
care unit. 

August 2004 Researcher informed by day Family land2 recruited to the project. 
care unit sister that the POU is Observation at home with family 2, 
to be closed for three months observation in outpatients with family 1. 
and unlikely to re-open on Recruitment of families identified 
current site. stopped whilst families informed of 
All clinical activity at change of trust location. Hospital staff 
inpatient trust stops. Nursing unable to continue with recruitment. 
team and patients under 5 
years on active treatment 
transfer to one alternative 
trust. 

September Medical team and older Data collection in progress with families 
2004 children transferred to recruited at home. 

alternative trust. Family 3 consented following home visit 
Decision to focus on inpatient in August. 
unit at one trust. 
Clinical nursing and medical 
staff at new trust contacted. 

October 2004 Met with trust staff support 
for project to be based at 
POC2. 
Letters of support written by 
Paediatric oncologist and 
senior nurses. 
Further R&D process began. 

November Data collection in progress with 3 
2004 families. 
December 2004 Departmental seminar 

presentation. QMUL 
January 2005 Ethical approval to collect Data collection with families at home 

data at POC2 and in hospital sites. 
Two further eligible children identified. 

February 2005 Two families consented to Data collection in progress with 5 
participate. families at home and in two hospital 
One family would like to sites. 
consider at different treatment 
stage. 

June 2005 Presentation to cancer and 
palliative care group 
Middlesex University. 

July 2005 Successful upgrade Advised current recruitment is yielding 
examination appropriate data. 
Additional family recruited. Data collection with six families in 

progress. 

August 2005 Additional family recruited Data collection in progress with seven 
families in progress. 

September Presentation at Medical Plans made to commence interviews with 
2005 Sociology conference staff. Letter to staff presentations 

arranged in clinical settings. 
October 05- Interviews with 19 Plans made to interview parents. 
January 06 professionals. 
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Month/Year Key Activity Impact on Project 
November Presentation at Consortium for Visits to all clinical areas and families 
2005 Health Care research retreat. for updates. 

Updates to staff and families 
on roject ro ess. 

December 05 - Five families interviewed: six Interviews with parents and bilingual 
April 06 parents. project advocate. 
May 2006 Completed data collection. 
May - October Analysis of data. Data analysis using transcripts of 
2006 fieldnotes and interviews. Manual coding 

and thematic analysis. 
June 2006 Departmental seminar on 

interviews, QMUL. 
Qualitative researchers' group 
presentation on 
disengagement from 
fieldwork. 

July 2006 Presentation to paediatric 
nursing conference. 

October 2006 Transferred to writing up Re-analysed data on childhood theme 
status. using CAQDAS NVivo. 
Presentation at RMH data on 
language and interpreting. 

January 2007 Returned to full time 
employment. 

May 2007 Submitted for examination 
September Submitted thesis for 
2007 examination. 
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Appendix 6: Information about observation for clinical cettinec 

Being a child with cancer: Bangladeshi children and young people's views 
about their lives during treatment. 

This information sheet provides a summary of the above project, I am 
observing some of the children taking part in the study today in the clinic. 
Pease ask me Paula Kelly today if you have any questions or contact me Paula 
Kelly Research Fellow Bart's and the London School of Medicine 4 Dentistry by 
email on P. Ke//y@gmul ac uk or by phone on 0207882 7081 

What is the research study about? 

This study will examine the effect diagnosis and treatment for cancer has on 
British Bangladeshi's children's ideas of themselves. I am interested in finding 
out about what Bangladeshi children with cancer think about their care and 
treatment. In particular the effect this has on their everyday lives. I think this 
will increase our understanding about the social aspects of childhood cancer and 
help us to improve care. 

What are the aims of the study? 

i. To find out how the diagnosis and treatment for cancer influences the day 
to day lives of children and families. 

2. To identify the support networks used by children in the home hospital 
and school setting whilst on treatment. 

3. To see how health care professionals take account of children's cultural 
backgrounds in providing care. 

What will this involve? 

The study will last for two years, observing and talking to children in the 
hospital and at home. At the end of the study I will be writing a report for my 
course examination. During the study I will give regular feedback to those who 
take part. 

For children who wish to take part 

I will meet with the child and their parents to explain the study in detail (I can 
bring an interpreter to the meeting if the family wish). 
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If the child and family agree to participate, I will be meeting with them in 
hospital and at home observing their day-to-day activities and asking them 
about these in relation to their treatment. 

It's up to the children (and the family how often and for how long each time) 

Depending on their stage of treatment I will continue this for several months. 

During the observations I will make notes or use a tape to record conversations. 

For those caring for the children in hospital and at home 

If you know a family well that are eligible for the project I would like you to 
ask them if they would be interested to meet me and have more information. 

I will be inviting staff to consent to be participants in the project. 

If you consent I will include in the study observations that involve you 
interacting with the children so that I have a more complete picture of their 
experiences. 

Confidentiality 

All the information collected during the study will be confidential. No name will 
be used in any of the notes or the reports. The information will be stored in a 
locked filing cabinet, in my office. The only time I would not be able to keep a 
name confidential would be if I was worried that someone was at risk of being 
hurt. I would always talk to the child first, before talking to someone else 
about this. 

Participation 

It is entirely up to children, families and staff to decide whether they want to 
be involved in the study. If you decide you do not want to be involved that is 
OK. 

Participants can leave the study at any time without giving a reason. 
Thank you for taking the time to read this information and consider the study. 
Pease feel free to ask any questions and /et me know if there is anything you 
do not understand or wish to be clarified. Paula Kelly Tan 2004 
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Study poster for clinical areas 

Being a child with cancer: British 
Bangladeshi children and young peoples 

views about their lives during treatment. 

Tula Kelly Research Fellow 

Information for Ward 
Research Project 

Aims 

To find out how the diagnosis & treatment for cancer influences the day 
to day lives of children and families. 

To identify the support networks used by Bangladeshi children in the 
home hospital and school setting. 

To sea how health care professionals take account of children's social and 
cultural backgrounds when providing care. 

t.. 1. Ie lf' -i, - 

Ethnographic approach. 
Focus on children's perspective 

By taking part and observing their every day lives 
In home ward & clinic settings. 

Unstructured interviews. 

IrtipIII-. It1'ns f':! r {.. i, licipdrit,, 

Invitation to participate & consent process. 
Researcher observing day to day activities over prolonged period. 

Visited by researcher in hospital & at home. 
Ongoing feedback on the project. 

R&D registration (POC1, POC2 & PCTs 162). 
LREC approval for data collection at POC1 & 2. 

Identifying and recruiting participants. 
Data collection in hospital and home settings in progress. 

Please contact Paula Kelly-research fellow. 
Email or phone 0207882 7081. 
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Appendix 8: Fieldnotes format (11) 

Key to terms in field notes. 
Family 1. 
Cl Child with cancer 
M1 Mother of C1 
F1 Father of Cl 
ALL Acute Lymphoblastic Leukaemia 

Field notes I Reflection and analysis 
These notes relate to a period of 
intermittent observation with Cl child in 
family 1. 

C1 has ALL and as part of her treatment 
plans has a series of intensification blocks. 
These involve daily visits to the hospital 
for chemotherapy as an outpatient and 
close follow up by health services in 
hospital and community settings after this 
to monitor responses to the intensive 
treatment. 

The timing of the treatment blocks is set 
out in the child's individual treatment plan, 
which is divided into weeks. Families carry 
a copy of this plan between services 
alongside their records of the child's blood 
results and often other documentation such 
as letters from the hospital they feel are 
important. Changes to the timing of 
treatments does occur, for example if the 
child is unwell or her blood counts are 
particularly low, the intensive block of 
treatment may be delayed. 

Recommencing the maintenance treatment 
may also be delayed because of low blood 
counts or infection. I visited Cl on the 2nd 
of December at home; she had started her 
intensive treatment and was due to go to 
the hospital several days in a row the 
following week. I saw her on the day care 
ward at the hospital on Wednesday the 8th; 
on this day she was having a bone marrow 
aspiration and lumbar puncture under 
general anaesthetic. On this day M1 said to 
me "Paula I have a problem for Saturday 
and the party. I am coming here for Chemo. 
I don't know what time but the problem is 
the transport - you have to wait. " When I 
go back to the ward later in the afternoon 
Cl and one of the other children are 

I started to group these observations and 
visits together as I wanted to have a sense 
of the differences in perception behveen 
clinical assessments of a child's well being 
and those of families. I thought that these 
observations could provide an illustration 
of how a child who is labelled as well by a 
clinician could be seen by a parent in a 
different way. As time went on though there 
was more agreement with the definitions 
and the uncertain nature of cancer and its 
treatment was well illustrated. That is there 
is uncertainty for clinicians or 
unpredictability as well as for parents. 
Lack of `definitive' explanations for why a 
child develops a high fever. 

In addition this set of observations shows 
the uncertainty of space and the need to 
constantly adapt to new environments, 
within which parents and to a lesser extent 
intermittent visits by consultant paediatric 
oncologists are the only constant in the 
child's clinical management. 

Over a relatively short period of time this 
child had overnight admissions to four 
wards in two different hospitals, in addition 
to day case admissions to three wards in 
two different hospitals. In a five week 
period 1 estimated she had spent only five 
nights at hone. 

Transport for families to and from the 
hospital since the transfer of services to the 
new POC is a key issue, often raised during 
fieldwork. Cl 's family have been referred 
to a support service by their social worker. 
This service brings sick children to hospital 
appointments and supports their parents 
during the appointment. Parental anxieties 
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playing, waiting for their medicines to 
arrive. 

The transport department telephones the 
ward. The ward clerk calls out to M1 "your 
transport is waiting. " After the medicines 
have been explained, I walk with M1 and 
Cl to the lift, helping to carry shopping 
bags and other items needed for a day's 
stay on the ward. Another child is leaving 
at the same time who lives very close by. 
They do not have transport booked and we 
part at the hospital main entrance. The 
transport department is on the other side of 
the hospital along winding corridors to the 
lower ground floor. We arrive in a small 
area with a low level desk that leads out on 
to the street via automatic double doors. 
M1 gives her child's name and the person 
behind the desk says "where is the driver 
from this one? He was here a minute ago". 
It is not clear who this is being addressed 
to, there are several members of hospital 
staff here who may be porters. Patients 
wait on the chairs and in wheelchairs 
around the entrance to the double doors. 
"Take a seat" she says to Ml "he will be 
back soon. " It's about 17.15 and dark 
outside. M1 takes a seat. "I will be ok with 
these" she says about her bags, "the driver 
will help me. " I remind him that we have 
been in touch by email and, they continue 
to talk about the party, which the social 
worker knows nothing about and has not 
been invited to. 

about travelling on public transport are 
managed in different ways by staff and 
often explained as inappropriate anxiety. 

Travelling to and fron: the hospital on 
public transport with families reveals a 
more complex process. Buses are very 
crowded (parents are told by clinical stag 
to avoid crowds particularly when children 
are neutropenic). Children often do not get 
a seat, they may be fasting as on the day in 
question and feel nauseated. 

Negotiating hospital spaces. 

Isolation and dependence on people that 
you do not know. 

Saturday 11`h December 2004 

I telephoned the ward to see if Cl might be 
well enough to go to the party. 

I speak to one of the nurses who confirms 
that she is still in. When I ask if she might 
be well enough to go to the party, she asks 
me to hold on and talks to someone who is 
standing beside her. "it's someone from the 
Royal London she say's they want to know 
can Cl go to the party there today" Let me 
talk to them he says and comes on the line. 

"Hello its S "(the CPO from yesterday) he 
says. I tell him who I am and saythat I had 
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rung to see if C1 would be able to go to the 
party". "Look he says she is a very well 
girl, I only admitted her last night because 
she cannot have her chemotherapy at the 
London that's the only reasons, she is well 
if she was at the London she would be able 
to go to the party, the only problem is 
transport, how will she get there. I say well 
that can be managed, if he feels she is well 
enough to go perhaps I can talk to her mum 
and see what she thinks and maybe we can 
arrange something, I thank him and he goes 
to call M1. 

I hear M1 voice, "I am sorry Paula, I meant 
to call you I am here they keep her in" "you 
didn't need to phone me I say I was 
planning to phone you and see how you 
are. "I am here they kept us she is having 
antibiotics we have to stay, she had a 
temperature in the night once only so that 
is good". I say "I spoke to Dr S and he says 
that C1 can go to the party if she wants to 
but I wanted to ask you what you thought 
"how is she? Would she enjoy going". 
"What did he tell you did he tell you she is 
on antibiotics and we have to stay for 
tomorrow? " "Yes" I say "but he did say 
that she was well and if she was at the 
London she could go but it's up to you, you 
know if she would enjoy it or not " 

"I think it's too long a journey" she says, 
"it's a long way there and to come back". 

"I think you are right" I say. "As its is a 
Saturday there will probably be lots of 
traffic in the centre of London so it could 
take us an hour to drive and she may feel 
fine when she gets to the party but the party 
and coming back might be too much. " 
"Yes it's too much for us I think. I will stay 
here". She says, "thank you" I say I hope 
she will feel better and be home soon. I 
will call her next week to catch up. 

The uncertain nature of cancer treatment is 
shown by the events quer this Cl is 
admitted on the Tuesday to her local 
POSCU and transferred two days later to 
the POC unit. She is discharged on the 
Friday of the children's party but is unwell 
that afternoon and readmitted for that 
weekend. She is again discharged on the 
Monday, the day she completes her dally 
chemotherapy, but comes back the same 
night with a fever and is admitted again to 
a different ward at the POC. 

Tuesday 14th of December 2004 

There is a missed call on my mobile 

Issues of shared care? 
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I call the number back and it's M1. I 
apologize for not answering the call at the 
time, "That's OK Paula" she says "Cl was 
asking for you so I called you. " She wanted 
you to come and play with her but now she 
is sleeping. " "We are in again" she says. 
"We came last night. We went home and 
then her temperature went up again so we 
came back one o'clock in the morning. " 

Isolation of child and parent, in a hospital 
far from home, Fl is working and can only 
visit once a day. Conventional hospital 
visiting times do notfit in with shift work in 
restaurants. 

I ask her "how is Cl now? ", "Well she is 
sleeping and OK I am thinking, she is 
having antibiotics. " 

I tell her that I am coming to the hospital 
tomorrow and would it be OK to come and 
see her. She says "Yes, we will be here. 
She is going to theatres tomorrow, she is 
asleep now but she wanted to speak to you 
before she wanted to play. " I will call in 
tomorrow after I have seen Ni (day care 
Nurse POC), I say. "I am not there I am in 
another place. " "Yes" I say "POC in- 
patient ward. " Ml says "No I am in a 
different place a different ward. " She 
names a ward I have not heard of. 

"Another new place? How is that? " I say. 

"It's OK. I like it actually it's nicer better 
than the POC in-patient ward. Ask N 1. She 
knows where I am. " 

Wednesday 15th December 2004 - 10-11: 30 

I have a meeting with Ni on the day care 
ward today about the progress of the 
project. We have our discussion on the 
ward as there are no patients at the time. 
The ward clerk and the play specialist are 
also there answering telephone calls and 
enquiries from visitors and making 
preparations for Christmas presents for 
children who will be coming to the ward 
for treatment next week. 

Temporal nature of cancer treatment 
planned in tinted blocks. 

Exceptional children, those who need 
special care and deserve treats. The 
provision of Christmas presents is usual In 
paediatric care for fanºilles who do not 
celebrate this as a religious festival. Staff 

are usually careful to ask parents' 
permission for them to receive presents in 
the presence of the children. I have 
observed staff asking parents if they 
celebrate Eid Instead, Joining the cultural 
practice of present giving with the religious 
aspect of Christianity and suggesting a 
potential correspondence in Islam. I have 

not seen parents engaging in explanation 
with staff; they usually ignore the question. 
Children are however more eager to 
explain the differences. "You worship 
Jesus and we pray to Allah, that's the 
dTerence. " 

The ward clerk explains to N1 that she has Negotiating the hospital hierarchy. Ni s 
had to "grovel big time" to the transport expression Is quite distressed, this is 
department this morning as they had clearly a major problem that could affect 
forgotten to cancel the transport for Cl and the dealings the day care unit will: the 
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they arrived to collect her from home this 
morning. "Oh No! " says Ni "very they 
very very cross I am so sorry I completely 
forgot". "Well they definitely need to go on 
the Christmas card list" says the ward 
clerk. "Yes definitely" says NI. 

Later in the morning a woman comes into 
the ward and says that she is looking for a 
child with blood cancer who comes from 
East London. The woman has light brown 
skin and is wearing a scarf covering her 
head and hair. The ward clerk talks to her 
and asks her the child's name "Sabena I 
think" the woman is hesitant in her 
response and she is directed to the ward 
opposite. Ni gets up from the desk with me 
and says "I will show you. " After they have 
left, the ward clerk comments "I just don't 
understand how they can come to visit a 
child and not know the child's name. " 

When NI comes back she is smiling "She 
was coming to see C2" she explains "so I 
have directed her to the ward downstairs. " 

15 December 2004 - 11.45-14.15 pin 

I go down in the lift as instructed by E to 
the ground floor of the hospital, just to the 
right of the lift is a corridor and a small 
Power Point sign that says ̀ Paediatric 
Surgery' with an arrow. Pointing along the 
corridor. I follow the arrow and end up at 
another set of lifts. I take the lift which 
says ̀ Patients and Staff Only' to the second 
floor. More signs indicate the paediatric 
ward to the left. It is a long narrow 
corridor, there is no entrance bell via this 
route but half way down the corridor on the 
left is an office with hospital staff standing 
inside. I ask if it is possible to visit Cl. 
"Yes" they say, "she is in room 10 just 
there. " 

transport deparhnent in the future and may 
jeopardise their ability to arrange 
transport for the patients. 

The use of names or no nanºes (see Pollen 
2002). Classt/lcation of names according 
to the English ", v tent, provides some 
problems for visitors who may know 

children by their given name rather than 
one linked to the second name of one of 
their parents that are commonly used in 
encounters with English official bodies, 
health, Immigration and education. 

This is further complicated by children 
having additional names that are only used 
in the honte setting. I had been visiting two 
families for four months before I drew 

about these names called h omne, family or 
secret names. Other children are familiar 

with the names and as in the case opposite 
fancily friends may be rn{fandliar with their 
"official names. 

Managing alternative spaces in hospital. 

Immediately opposite the office is a room 
and I can see M1 inside, she calls me in. 

The room is very plain and clinical; unlike 
most of the children's ward there are no 
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permanent decorations, although the bed is 
covered with colouring pictures and two 
have been stuck to the wall. The room 
contains a hospital bed and a folded up bed 
I assume is for M1. In addition to a bedside 
locker and tall cupboard in the comer of the 
room, this room has its own bathroom and 
toilet. There is a television mounted on a 
wall bracket on the wall opposite the bed. 
M1 is in the room carrying Cl. The lady 
who was looking for her upstairs is also 
with her. MI introduces her as a friend 
from B house (the estate that they live on). 
She explains that she was in a muddle 
about C 1's name and was calling her CIa. 
She explains to the woman in Sylheti who I 
am. I sit down and start to play with Cl 
who is now sitting on the bed. M1 says to 
me I have told her that I hope you will 
become a Muslim". The woman smiles at 
me. I say to M1 "Thank you I think that is 
a very flattering thing to say that you hope 
I will join your religion. " 

They continue talking and then M1 says to 
me in English "Paula can I ask you 
something, I made a mistake, when I came 
here, I signed my name in Bengali, it was a 
mistake and now I want to change it. Do I 
need a lawyer to do this? " I say that I am 
not sure and ask her "why do you want to 
change it? Is it a problem? " "No I just 
didn't know and now it is in the red book 
and I think that I need a lawyer to change it 
and at the bank, and I will have to pay a 
lawyer, don't worry if you don't know" 

Cl and I are playing a game on the bed 
with some disposable cardboard bowls 
(usually used for vomit bowls in hospital, 
she has just finished colouring a piece of 
paper and wants some blue tack to put this 
new picture up on the wall. She calls to her 
mother for this. There is none left from the 
previous pictures. In searching for this on 
the shelf by the window M1 finds a soft 
toy. "Look Paula, Joey from East Enders 
came and gave her this and they took lots 
of pictures". I am unsure who this person is 
although it is clear they are a television 
celebrity. "Oh sorry I don't watch East 
Enders" I say "I don't think I know who 

The direct use of names is relatively 
uncommon in day to day interactions; 
people are addressed if at all by their 
relationships, or in terns of respect, if they 
are elders or considered so because of 
their position in the family or the 
community. Only parents address their 
children by name and they will often use 
relationship tens. Afl often calls Cl ma, 
which is a term for mother. She does not 
introduce me to the woman by nahte. 
Relationship to personhood since people 
are defined primarily by their relationship 
to others rather than by themselves. How 
does this match with the focus of cancer 
treatment not just on the individual but on 
their cells? 

The visits of celebrities to children's wards 
goes on at various tines, sometimes 
associated with a particular charity event, 
but at Christmas time this intensifies as 
seen by the children's party and the visits 
of Kelly Holmes to the ward, reported by 
C2 2. Apart front the party I have no 
observations relating to this. It does 
suggest to nie evidence of identifying 
children as special, or extraordinary. 
(Dixon Woods and Seale 2002) 
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that is". "Joey, Joey you must know she is 
going out with Dan the brother of Sharon, I 
think that is it. She came and sat with her 
and gave her the toy. " 

Cl and I continue with play with the 
cardboard bowls which are now acting as 
hats, causing us to laugh at each other. We 
are taking it in turn to place them on our 
heads and as C2 takes hers off she catches 
the comer of her eye. She begins to cry and 
M1 picks her up in response to her arms 
held up request. She looks at the eye and 
blows on it making soothing noises, A rubs 
at her eye and cries. M1 walks around the 
room with her briefly bouncing her up and 
down and looking at her eye. A nurse 
comes into the room carrying a plastic tray. 

She says to Cl "can you sit down on 
Mummy's lap? I have your antibiotics for 
you". She looks at her wrist band. 

Cl and MI are both now sitting on the bed. 
I have stood up and am standing at the bed 
end and the nurse sits on the bed facing the 
door. The plastic tray is beside her, it 
contains three syringes, one is empty and 
the two others contain clear liquid. She is 
wearing gloves. Cl is sitting on the bed and 
she asks her again to sit on her mothers lap. 
Ml lifts up her top and passes the end of 
the CV line to the nurse. I cannot see 
clearly what she is doing but I hear her say 
"that's the antibiotics. " 

As she changes from one syringe to another 
the line begins to leak blood, M1 and I pass 
her some tissues to mop up the spillage. 

She calls to another nurse to come in she 
comes and stands at the door, "Its leaking 
she says even when it is clamped off. Can 
you throw and she tries to pass a handful of 
blood stained tissues to the nurse at the 
door. The nurse looks at them and tries to 
move with her foot the bin that is propping 
up the door, she keeps her hands firmly at 
her side, making it more difficult to move 
the bin. Eventually she succeeds in moving 
it close enough so that the first nurse can 
stretch across and drop the tissues into the 

Proximity needing to be close. 

The space is the room has been rearranged 
and everyone except the nurse has a 
passive role; this is the priority activity 
now. Even A who was preoccupied with her 

eye a few seconds before, complies with the 
activity, holding her top up to give access 
to her line. 

77ºis fear of contamination by blood has 
become prevalent in hospitals since the 
HIV and AIDS epidemic of the 1980s and 
90s. The introduction of universal 
precautions to protect staf from patients 
who were asymptomatic and to reduce the 
stigma associated with the wearing of 
gloves for HIV positive patients only, seems 
to have resulted in a slavish application of 
this policy, without any 'risk assessment. 
The first nurse is clearly struggling to 
manage the line spillage and the lack of 
action on the part of the other nurse, by 
standing at the door and not entering the 
room suggests a strong sense of danger, 
despite the professional culture of assisting 
patients and staff in their care. Ironically 
just above the bin was a box of gloves that 
the nurse could have put on and been 'stf ' 
to touch the contaminated tissues. 

Another nurse demonstrates the 
importance of maintaining good relations 
with the transport department. 
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bin. The nurse at the door then says "T (an 
antibiotic) time is 3-5 minutes. I did 
manage to find that out for you. "Can you 
get me some more wipes? " the beside nurse 
says. She leaves again and the nurse at the 
beside continues with the line. M1 says 
"did you cancel our transport? " I am really 
sorry no. "I will" the nurse says" M1 says 
"they will arrive at my house in the 
morning to collect us". Having heard the 
conversation upstairs I feel I should let 
them know what has happened "they have 
already been" I say. "Is it a problem? " she 
says half turning to me. "The ward clerk 
upstairs has spoken to them" I say "and 
they have apologized to the transport 
service so I think it has been sorted out. " 
She turns back to M1 and Cl and then back 
to me. "Are you from the London? " she 
asks. "No not really I reply, I am doing a 
research project and the family are taking 
part in it, it was based at the London but 
it's going to be based here now that the 
oncology service is moving. " 

She asks no questions and makes no verbal 
response to the information turns back and 
continues with giving the antibiotic. Cl 
starts to cry. "What's wrong? " she says. 
M1 and Cl do not answer. M1 speaks to 
Cl and she responds in Sylheti. Cl 
continues to cry. The nurse says again 
"What's wrong? Is it me? " Cl says "No 
it's not the line". The line is then clamped 
off but continues to drip blood, over the 
nurse's hands, on her gloves and onto the 
bed. The other nurse has returned. "Hold it 
up" she says. As she does this and the flow 
stops the nurse who has been giving the 
treatment starts a discussion with the other 
nurse about why the line should do this 
after it has been clamped. They come to no 
conclusions. M1 and Cl (who has now 
stopped crying) are not included in these 
discussions. M1 and I help with clearing up 
the bed space as the nurse cleans the line 
with another alcohol wipe. M1 has blood 
on her clothes. 

After the nurse leaves she says to me "It 
was the same last night, on C 1's clothes. I 
had to wash her clothes and hang them up. " 

I think it would have been useful to have 
offered her sonte more tºt fonundon here 
but I am reluctant to do that because of the 
ambiguous status of the project at this time. 

Parents have to negotiate a particular role 
for themselves in the hospital setting. 
Relationships with nurses and other ward 
staff make a difference to the facilities 
received on the ward and the general 
atmosphere of a hospital stay. Some nurses 
are helpful; they play with the children i. e. 
provide extras to a strict definition of 
nursing activity, others as the ºuurse 
described opposite narrow the definition of 
nursing activity and seek to broaden 
parents role as 24hr carer for their child in 
hospital. My own experience suggests to 
me that parents are very willing to provide 
their child's care but the hospital 
environment is riot hone; the facilities for 
dealing with vomit and managing the 
child's eating are different and require 
insider knowledge and skilled negotiation. 
Having to do this in a variety of hospital 
settings, which have a range of rules, 
approaches and personnel would be 
challenging in most circumstances. The 
anxiety about the child's health, tiredness 
from poor nights sleep and English not 
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She points to the bathroom. Here they being your first language are all additional 
don't have the washing machine and burdens. Highlighted by Ml to me in her 
ironing that they have on C (the oncology talk about hospitals. 
ward). But it's OK the room is OK" she 
says. She picks up A and carries her around 
the room. Cl rests her head on her 
mother's shoulders and is clearly tired. I 
say to M1 that I will go and contact her 
again soon. 
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Appendix 9: Recruitment process and results 

Recruitment plan: Being a child with cancer: Bangladeshi children's and young 
people's views on their lives during treatment. 

igible child and family 
sntified by member of 
nical team. 

msent for investigator to 
proach family refused. 
iginal identifier informed 
principal investigator 
d thanked. 

amity decline to meet 
rincipal investigator. 
hanked for listening to 

iformation) . 

Consultant paediatric 
oncologist approached by 
principal investigator for 
consent to recruit 

to approach family 

Key clinician identified to 
approach family with information 
re project (Consultant 
Oncologist. Clinical Nurse 
Specialist, Malcolm Sergeant 
Social Worker) 

Family approached and asked if 
interested in meeting principal 
investigator and advocate to 
hear more about the project 

amity meet with principal investigator and advocate. Project explained written 
iformation given Understanding checked. arrangements made to meet re 
ossible consent. (Thanked for listening to information). 

Family (child or parent) decide not to 
participate (Thanked for listening to 
information and meeting with principal 
investigator). Reassured re clinical care 
and treatment. 

mly (child & parent) consent to 
ticipate. Consent forms completed 
pies given to child and family (copy 
ced in notes) Arrangements made re 
t observation period. Family reminded 
t they could withdraw at any time 
anked for listening to information and 
eting with principal investigator) 
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Recruitment results 

Key-POC-(1) First unit for which ethical approval was gained. 

POC (2) Unit recruited families transferred to Nov 2004-ethical approval for 
data collection in this unit January 2005 

POC (3) Further unit children also sharing care with POSCU project had 
ethical approval for. 

Child's Consultant Introduced to Results Notes 
code (Consent) project by 
C3 POC 1 Community Family consented Planned to visit monthly at 

(Consent Children's December 2004. home initially. 
given) Nurse 

CS POC I Community Family interested Home visit 01/02/05 
(Consent Children's home visit in Feb. Consented 2/03/05 

ven) Nurse 
C20 POC I Community Family CCNT feel family cannot 

(Consent Children's considering Sept consider at nºoincnt. Jaw 

given) Nurse 2004. 2005. 

C21 POC I Community Family declined Consider appropriateness of 
(Consent Children's participation method for teenagers 
given) Nurse following 

recruitment visit at 
home November 
2004. 

C4 POC I Community Fancily interested, Home Visit 05/02/05 
(Consent Children's home visit planned Consented 15/02/05 
'ven) Nurse Feb 2005. 

C2 POC I Community Family consented Visiting weekly at home 
(Consent Children's August 2004. after school. To sec in 

given) Nurse hospital setting in 2005. 
C'30 POC 1 Social Worker Unable to contact 

(Consent family 
given) 

Cl. POC1 Comm niity Family consented Visiting at home and in 
(Consent Children's August 2004 hospital. December 2004. 

given) Nurse hospital visits 
only. Asked for 
home visits in 
addition in 
November 2004. 

C41 POC2 POC Nurse To approach on lives outside Fast London. 
(Consent practitioner next hospital visit Family declined 
given) April 2005. participation. 

C42 POC 2 POC Day care Keen to participate Approached by Macmillan 
(Consent sister after transplant. project December 2004-not 
given) March 2005. to be approached until Feb. 

Recruited late 2005. 
October 2005. Too unwell to participate 

until October 2005. 
Home and hospital 
observations. Parent and 
child interview. 

C43 POC 3 POSCU Nurse Recruited July Family decided to stop 
(Consent 2005 participation in December 
given) after early completion of 

treatment. Permission given 
to use data collected already. 
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Child's Consultant Introduced to Results Notes 
code (Consent project by 
C44 POC 2 POC Nurse Newly diagnosed Recruitment visit May 2005. 

(Consent Practitioner Jan 2005. To Family declined 
given) approach on next participation. 

hospital visit. 
April 2005 

C45 POC 2 Parent. Recruited August Home (every other 
(Consent 2005. wcek)and hospital POC' 
given) visits. 

C'46 POC'2 Comnmunity Completed Family declined 
(Consent Children's treatment. participation. 

iven Nurse 
C47 POC2 Conununity New Completion. Etlinicity. discussed with 

(Consent Children's tamily do not meet 
given) Nurse recruitment criteria. 

C48 POC2 Conuuunity Near Completion. Not contacted by clinical 
(Consent Children's team. 
given) Nurse 
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Appendix 10 : Information and consent forms for professionals 

Information for health care professionals 

Being a child with cancer: 
Bangladeshi children and young people's views about their lives 
during treatment. 

Study background 

A diagnosis of childhood cancer starts a child and family on an illness experience 
that involves complex and long-term treatments with an uncertain outcome (Parry 
2003; Scott et al 2003; Young et al 2003). This potential for biographical disruption 
has been inadequately explored for contemporary British children with cancer, 
particularly those from an ethnic minority background (Dixon-Woods et al 2002). 
This is a significant omission since data on meeting the needs of adults with cancer 
from ethnic minority groups indicates inadequacies (Lodge 2001) and shortcomings 
have been identified in the quality of health care for ethnic minority children (Atkin 
and Ahmad 2001; Bywaters et a! 2003). 

British Bangladeshi children are a significant ethnic minority group in East London. 
Studies based on data from children's cancer registries provide evidence of a higher 
incidence rate in some cancers for South Asian children compared with children 
from all other ethnic groups (Cummings et al 2001; Stiller 2000). 

To date most of the research on the experience of childhood cancer has focused on 
the physiological and psychological effects of treatment leading to a limited 
understanding of the social aspects in particular from the perspective of children 
themselves. A small number of studies from the North American clinical nursing 
literature demonstrate the active role of children with cancer in understanding and 
influencing their social world (Woodgate 2000). 

British Bangladeshi children with cancer experience their illness within a specific 
health care culture (Good 1994 Ch 2). Contemporary paediatric oncology services 
place a high value on "truth telling" to both parents and children, which privileges a 
particular perspective in relation to medical ethics (Department of Health 2000). 
Cultural norms that privilege relatedness over individual autonomy may conflict with 
this perspective (Bose 2000). Blanchet (1996) illustrates cross cultural variations in 
expectations of the child and childhood in her study of children's rights in 
Bangladesh. 

This study will through developing a detailed description of the social and cultural 
needs of a specific group of children infonn the provision of appropriate health care 
interventions. 

Purpose of the study 

To investigate the impact of cancer on the experience of childhood for British 
Bangladeshi children. 
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Alms 

Q Investigate the way in which the diagnosis and prolonged treatment for cancer 
influences the way in which British Bangladeshi children see their emerging 
identity or sense of self. 

Q Examine the support networks used by children in the home, hospital and 
school setting. 

Q Provide data on the extent to which concepts of childhood held by Health care 
professionals accommodate the social and cultural backgrounds of children. 

Study methods 

The ethnographic design (Hammersley 1998) planned for the research will represent 
an appropriate approach to critically investigate the care provision of childhood cancer 
through the social processes that children engage in and with following their diagnosis. 
Bluebond-Langners' (1978) work effectively demonstrated how an ethnographic study 
was able to elicit data that challenged currently held views in relation to childrei's 
knowledge of their prognosis with leukaemia. 

The principal investigator will undertake extensive data collection in the fieldwork 
setting through participant observation (Savage 2000), over a two-year period. For this 
study the field has been defined as a paediatric oncology unit and associated shared 
care centres, the children's homes and schools. This reflects the location of children 
during treatment, which is not confined to a hospital setting (Evans and Kelly 1995). 
Immersion in these settings is required to discover how day to day social interactions, 
treatments and other activities structure the children's lives (Prout 1986). 

Interviews with children, clinical staff, parents and peers will provide additional data to 
critically examine observational information. Use will be made of a range of 
innovative and established data collection techniques designed specifically for working 
with children and young people (Alderson 1995: Christensen 2000). 

The principal investigator is a paediatric nurse with experience of working clinically 
with children and families with chronic health problems including childhood cancer. 
Much of her clinical work has been in East London working with Bangladeshi families 
in the home setting. She also has research experience with this community having 
conducted a previous ethnographic study on the experiences of Bangladeshi women 
caring for sick children at home (Kelly 1998). 

Study plan 

All Bangladeshi families currently being managed by the unit will be invited to 
participate in the data collection carried out within the paediatric oncology unit. This 
will include families whose children have completed their treatment and are attending 
clinics to monitor their health and wellbeing. Children up to the age of eighteen will be 
eligible for inclusion in the study. It is planned that twelve children at different stages 
of the illness trajectory will be recruited as key informants (Brewer 2000: 82). This 
group will be followed for a period of their treatment or until the end of the project. 

For families and children who consent to participate the principle investigator will visit 
them in the hospital and home setting. During these visits she will take part in te 
activities they are involved in or observe the activities. During these periods of 
observation the principal investigator will take records of her observations in a 
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notebook. Discussions with the children will also be recorded in the note book or on a 
tape recorder if extended. 

Although the child is the focus of the observation and data collection is aimed to 
primarily collect their experiences, in the course of clinical care the interactions that 
staff have with children and families will form a part of this. Consent will be sought 
from health care staff to use data obtained from observations in clinical and home 
settings where staff are present. 

The purpose of this information sheet is to give you the background information on the 
study. 

There are regular meetings being held to explain to staff the study in more detail. The 
date for the next meeting is ................. 

This will be held at .............. 
Or you can contact Paula Kelly directly at Queen Mary, College London, Department 
of Human Sciences and Medical Ethics, 40 New Road El 2AX. Tel: 0207 882 7081. 
Email P. Kelly@gmtil. ac. uk. 
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Information for professionals considering participation 

Being a child with cancer: Bangladeshi children and young people's views about their lives 
during treatment. 

Information to Participate in a Research Project 

I invite you to take part in a research study, which I think may be 
important. The information, which follows, tells you about it. It is 
important that you understand what is in this leaflet. It says what will 
happen if you take part and what the risks might be. Try to make sure 
you know what will happen to you if you decide to take part. Whether 
or not you do take part is entirely your choice. Please ask any questions 
you want to about the research and I will try my best to answer them. 

I am asking you to participate in this study as you have professional 
experience of caring for children with cancer. There is very little 
information available about what it is like for children who have cancer. I 
have been able to find no information on what Bangladeshi children think 
about their illness and treatment. Your contribution would be very valuable 
for other health care workers, children and families. 

The aims of the study are: 

Q To find out how the diagnosis and treatment for cancer influences 
the day to day lives of children and families. 

Q To identify the support networks used by children in the home, 
hospital and school setting whilst on treatment. 

Q To see how health care professionals take account of children's 
cultural backgrounds in providing care. 

If you decide to take part in the study I will be observing care and 
activities particular children receive or participate in, within the hospital 
and home setting. 

During the visits I would with permission tape-record any longer 
discussions and make written notes. I would then go away and write up the 
tape and notes. It is likely that I will be observing the same child on a 
number of occasions and you may if present be included in these 
observations. I will always make it clear that I am in the process of 
observing and you are free at any time to withdraw your consent to being 
observed or having notes made during observations used in the study. 
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As you know the treatments and follow-up for this illness takes quite a 
long time; for this reason I plan that the study will last for two years. 
This would help me to see the illness and treatment from the child's point 
of view and gain a clearer picture of what it is like for them and their 
families. 

The number of visits and the time taken at each one would vary and I 
would want to fit in with the day to day routines. One of the main 
purposes of the study is to see how children adapt to the illness and go on 
with their daily lives. 

Any information we discuss will be kept confidential. In any report 
produced from the study you or your profession will not be identified. The 
only people who will be able to look at the written information will be the 
researcher. 

I am a female nurse and have worked in the past caring for children with 
cancer in the home and hospital setting. I now work as a nurse teacher at 
a University. 
If you have any concerns or want further information you can contact me (Paula 
Kelly) at the number below. 

You dont have to join the study. You are free to decide not to be in 
this study or to drop out at any time. If you decide not to be in the 
study, or drop out, this will not put at risk your position in the service. 

What happens if you get worried or if there is an emergency? You 
will always be able to contact an investigator to discuss your concerns 
and/or to get help: 

Name: Paula Kelly 
Address: Queen Mary's College, School of Medicine and Dentistry , 
Department of Human Sciences and Medical Ethics. 
40 New Road El 2AX. Telephone 0207 882 7081. 
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Study Number: 041Q0502/104 
Participant Identification Number for this study: 

CONSENT FORM 

Title of Project: Being a child with cancer: Bangladeshi children and young 
people's views of their lives (luring treatment. 

Name of Researcher: Paula Kelly 
Please Initial box 

I. I confirm that I have read and understand the information sheet 
dated 

............................ 
(version 

............ 
) for the above study and have had the 

opportunity to ask questions. 

El 
2. I understand that my participation is voluntary and that I am free to withdraw at 

any time, without giving any reason, without my career or course being 
affected. 

3. I understand that the infonnation I give is confidential and will only be looked 
at by the researcher and her supervisor. I give permission for these individuals 
to have access to this information. 

4.1 agree to take part in the above study. 

Name of Staff member Date 

Paula Kelly 

Researcher Date 

1 for participant; 1 for researcher; 

El 

Signature 

Signature 
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Appendix 11 : Updated information for staff and families 

(I) Update for professionals 

Berg a child with cancer, British Bangladeshi children and young DIS s 
views of their lives during treatment 

Update on progress September 2005. 

Introduction 
This information is for professionals who are participating in the above project or who 
may come into contact with families who are taking part in the project. The aim is to 
summarise the progress of the project to date and provide some indications of the 
plans for the project in the final year. The support and advice of many people has been 
essential for the progression of the project and I would like to take this opportunity to 
say thank-you and hope that we can continue to collaborate. An update is also being 
sent to children and families participating in the project. 

The project started in October 2003 and is funded by the consortium for health care 
research to run until September 2006. Paula Kelly is the researcher for the project 
and it is part of her PhD studies being undertaken in the department of Human 
Sciences and Medical Ethics at Bart's and the London School of Medicine and Dentistry. 
Professor Sheila Hiller and Dr Danny Kelly supervise this study. The project has ethical 
and research governance approval from City and East London and University College 
Hospital research ethics committees and the following NHS trusts: Bart's and the 
London, University College Hospital London, and Tower Hamlets and Newham Primary 
Healthcare. 

The aim of the project is to develop a detailed description of the everyday lives of 
British Bangladeshi children during treatment for cancer. In particular it aims to see 
how treatment affects childrens identity, examine their support networks and identify 
they way in which staff account for children's cultural and social backgrounds in 
providing care. 

The research approach being taken for the project is an ethnographic one, this means 
that children are being studied in their usual settings, home and hospital, whilst they go 
about their daily lives. Data is collected through the researcher participating in the 
children's activities, observing their interactions and asking questions to clarify 
observations. This information is recorded in field notes, transcribed and analysed to 
identify key themes. 
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Recruitment 

As outlined in the research proposal a cohort of eligible children were initially 
identified by staff at the first Paediatric Oncology centre (POC). The changes in 

service provision enabled additional children who met the eligibility criteria to be 

identified. To date seven children and their families have consented to be part of the 

project. Five families have declined participation, two after meeting the researcher and 
three on being first approached by a member of the clinical team well known to them. 
Although it is disappointing that families have declined participation It does 
demonstrate that they feel able to decline participation in a study that involves 

considerable intrusion into their lives. It has also become clear that families are 
reluctant to participate during intensive treatment periods and at the start of 
treatment. 

Data collection 

By spending time with recruited families in hospital and home settings, detailed data on 
home life of children and on the way in which hospital visits, planned and unplanned, are 
managed by children and families have been obtained. In the hospital as anticipated, 
the consent process for observation has been problematic. Although verbal and written 
Information is provided staff may not always be aware that data collection is going on. 
It is difficult for staff involved in clinical verbally and in writing during data collection 
periods and request they activity to stop think and make a decision about this in the 
middle of their work. 

Results so far 

Themes emerging-The children, families and health care professionals have all provided 
data on the changes brought about for children during treatment. I have called this the 
transforming nature of treatment since it involves physical, behavioural and social 
changes. I am going to focus on discovering how children and families manage these 
changes in the next few months. 

The complexities of managing hospital attendances, admissions, medication, monitoring 
children and the support available to help with this has also been observed and I plan to 
ask children, families and staff about the way in which the organisation of services 
works for them in their roles. 

Finally a lot of information has been generated on how children interact with adults, 
parents, family members and health care professionals during illness and this will be 
further explored with the study participants. 

Pions 

No further families to be recruited for participant observation after November 2005. 
September/ October 2005: conduct interviews with heath care professionals in the 
hospital and community settings to explore shared care issues for staff. 
November/December 2005: interviews with the children and families who are part of 
observation and exit from these field relationships. 
December 2005/January 2006: interviews with children and families eligible for study 
inclusion who have completed treatment or who have not participated in observation and 
remain on treatment. 
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If you would like any further information about the study or would like me to come and 
talk about the above in more detail please contact me Paula Kelly on 0207 882 7081 or 
p. Kelly@gmul. ac. uk. 

Thanks again for your help. 
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(ü) Updates for families also translated into Bengali. 

Bei a child with cancer: British Banoladeshi children and young psooles 
view of their lives during treatment 

URdote on pr2gtgsseptember 2005. 

Hello 

This information is for children and families who are taking part in this project. 

I wanted to let you know how the project is going and what I plan to do next. 

I also wanted to thank you for taking part and being such a big help to me in the 
project. 

I have found it a real privilege to come to your homes and spend time with you there 

and at your hospital visits. I think this has helped me to get a good idea about what it is 
like to be have treatment for cancer as a child. 

What's happened already? 

The Project started in October 2003 and an organisation called the consortium for 
health care research has given money for the project to run until September 2006. 

The money they give pays for my (Paula Kelly) salary and project expenses. 

This project is also part of a degree I am doing at Queen Mary's college called a Phb. 
This is the study that people do to help them learn to be a good researcher. Professor 
Sheila Hiller and br Danny Kelly supervise me in my studies. 

As you know the ethics committee and the hospital trusts and community services gave 
permission for the study to be done. 

The aim of the project is to develop a detailed description of the everyday lives of 
British Bangladeshi children during treatment for cancer. 

In particular I wanted to see how treatment affects children's ideas of themselves, 
find out who supports them and ask them how they think staff take notice of their 
cultural and social backgrounds when they are looking after them. 

I have been finding this out by visiting children at home and in hospital, whilst they go 
about their daily lives. I collect this information through taking part in the children's 
activities, observing their interactions and asking questions to check out what I have 

seen. 
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After a visit I write notes on my observations, making sure that no names from the 
child and family are used. 

I read this information and look to see if there is something that many children are 
doing or saying about their treatment or if its different for some children. 

Now I asked your family to take R= 

I asked the staff at the hospital if they knew of any children who might want to take 
part and the hospital staff or community nurses asked that family if they would like to 
meet me and an interpreter working with me so that I could tell them more about the 
study. 

After meeting the interpreter and me, seven children and their families have agreed to 
be part of the project. 

It has been hard for families to think about taking part when their child has been very 
ill or in hospital a lot. 

By spending time with recruited families in hospital and home settings, I am getting a 
good idea about home life when children have had treatment and how this is affected. 
I have also seen how families have to manage planned and unexpected hospital visits and 
stays. 

What I think the information means 

Children and families have told me that they see changes in children during treatment. 
I have called this the transforming nature of treatment it involves changes in 
appearance, the way children behave and the things they can and can't do. I am going to 
try and find out how children and families manage these changes in the next few 

months. 

I have seen families managing hospital attendance, admissions, medication, monitoring 
children and some of the support available to help with this. I plan to ask children, 
families and staff about how the way services work helps them or not with the things 
they need to do. 

Finally I have seen how children respond to adults during their illness and I want to ask 
children and adults what they expect from each other. 

In September and October 2005 I am going to ask heath care professionals in the 
hospital and community what they think about the project and the information I have 
found so for. 

I am also planning to talk to some interpreters about the service they provide. 
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During November/December 2005 I want to talk to all of the children and their 
families who have taken part in the study so far to make sure that there are not any 
other things they wish to tell me I have missed. 

In January 2006 I am going to ask some children who have not taken part in the study 
yet some of the same questions about their treatment time. 

In January 2006 I will make final visits to the children and families who have taken 
part in the study to say goodbye. 

From February to October I will be looking at all of the information and writing my 
report. I will send you all a copy when it is finished and if you would like visit you at 
home to talk about it. This will be in November or December 2007. 

If you would like any further information about the study or would like me to come and 
talk about the project some more please contact me Paula Kelly on 0207 882 7081 or 
p. Kelly@gmul. ac. uk. 

Thanks again for your help. 
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Appendix 12 Ethical principles 

Ethical Principle Action taken in the study to promote this principle 
Confidentiality Informants coded in field notes. Field notes stored in 

locked cabinet and password protected computer. 

Informants made aware of situations where the researcher 
would not uphold confidentiality before consenting to 
participate. Undertaking given by researcher to discuss 
any breaches with informants. 

Consent Age group information sheets for children. 
All information available in dual languages in written and 
verbal format. 

Opt out potential emphasised in initial meeting regularly 
during fieldwork. 
Time to consider decision. No reason asked for refusal. 
Regular ̀checking' with informants of continued consent. 

Respect for Autonomy Family approached by professional known to then. 
Children's consent in addition to parent's emphasised and 
adhered to in recruitment. 
Visits arranged by invitation only. 
Children lead activities in home. 

Researcher restricts adult (supervisory) role in fieldwork. 

Respect for resistance from all informants. 
Listening and responding with respect to children's verbal 
and non verbal statements. 

Non Maleficence Support available for distressed families. 

Strategies planned for ending field relationships. 
Criminal records bureau check undertaken on researcher. 
Facilitating ways to say no. 
Sensitivity in dissemination of findings. 

Beneficence Established reciprocity with families in relationships. 
Opportunity for support and being heard. 
Research may highlight areas for service improvements. 

Justice All families approached; no exclusion in relation to 
language or disability issues. 
Reassurance in relation to continued service provision. 
Advocacy role undertaken with explicit permission of child 
and family. 
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Appendix 13 : Review of ethnicity by ethics committee 

In the preparatory work for data collection it was clear that for children and health 
care professionals, defming ethnicity is a challenging process. In presenting the 
project to the Local Research Ethics Committee (LREC) I was asked what I meant 
by the term `British Bangladeshi'. My response, ("people who identify themselves as 
Bangladeshi and are living in Britain") was felt to be inadequate and a more explicit 
account was requested, as given below. 

I "Definition of ethnicity" 

This study intends to examine the experience of children with cancer 

resident in the United Kingdom who identj& themselves as British 

Bangladeshi or Bangladeshi. Ethnicity is recognised by the principal 

investigator as a negotiated concept. Migration patterns front 

Bangladesh to the United Kingdom make it probable that all 

children eligible for the study will have been born in the United 

Kingdom. For the purpose of the study however it is residence in the 

United Kingdom rather than place of birth that relates to the 

principle research question. The term British Bangladesh! is used 

widely in the Bangladeshi community in East London by adults and 

young people. It is also used in the ethnic monitoring forms by the 

participating trusts and the census. (see NNS REC form A20 Page 

9). In identifying potential child participants the clinical stgj' will 

have access to their stated ethnic identity, which is collected as 

routine data on initial admission and diagnosis. The consent process 

and the ongoing study will further explore with children and families 

their views on ethnic identity. (Principal investigators response to 

LREC 19/' May 2004). 

I detail this example as one of the ways in which research ethics committees can 
influence access to research participants by their proposals. The preparations for 
accessing the field outlined above should not be seen as a process that only occurred 
prior to recruitment of participants but a part of a continuum of access issues 
encountered throughout the duration of the study. 
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