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Abstract 

The research investigates, qualitatively, the experience of primary caregivers 

of children who are ventilator-dependent and cared for at home.  Advances in 

medical and nursing knowledge and technology have improved the biological 

outcome of children who are critically ill.  As a result, there is an increasing number 

of children in hospital who are medically stable, however dependent upon long-term 

respiratory support.  Due to the increasing change from healthcare delivery to home 

care, some ventilator-dependent children are discharged to their primary caregivers 

who undertake the medical and technical care of the children in their home.  A 

review of the literature indicates limited research examining and addressing issues of 

pediatric home ventilation.  Information concerning the experience and needs of the 

primary caregivers of an in-home ventilator-dependent child is thus unavailable for 

effective and appropriate clinical interventions and policy implementation. 

To address the gap in the literature, a phenomenographic research approach 

was used to identify and describe a limited number of qualitatively different ways in 

which the primary caregivers understood their experience of caring for a ventilator-

dependent child at home.  An in-depth interview was undertaken with each of those 

seventeen participants and recorded on audiotape for transcribing verbatim.  Data 

was sorted using a qualitative software program—ATLAS.ti.—and analysed using a 

series of seven analytical steps recommended for a phenomenographic research 

(Dahlgren and Fallsberg, 1991).  The outcomes of the research are seven categories 

of description with each representing a conception of the experience, and all 

categories combined constituting an outcome space that presents the structural 

relations between conceptions.  The seven categories of description representing the 
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care-giving experiences of the primary caregivers are: (1) ‘Hospital is another world 

to me’; (2) ‘It’s a new world’; (3) An ambiguous social identity;(4) The medical 

technology associated with my child is frightening but necessary;(5) ‘The difficulty is 

having the carers at home’; (6) Social isolation; and (7) The experience of changing 

as a person.  Discussions on the outcomes of the research indicate a need for 

increased understanding of the ‘new world’  of the primary caregivers and a 

recognition and acknowledgement of the distinctive nature of the experience in 

caring for a ventilator-dependent child at home.  Hence, increased financial, respite, 

psychological and social support are of central importance, in addition to ongoing 

healthcare research, education, and practice for appropriate policy development, 

implementation and evaluation. 

•  
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CHAPTER ONE 

BACKGROUND TO THE RESEARCH 

Introduction 

Advances in medical and nursing technology have led to decreased mortality 

and increased morbidity among many populations, including children. As a result, 

there are an increasing number of informal caregivers in the community with 

children who have survived serious illness and now depend on one or more medical 

technologies to sustain their basic life functions. Moreover, the movement of 

contemporary healthcare towards increasing community-based care and reducing 

long-term hospitalisation have resulted in the growth of a new healthcare sector—

paediatric home care. 

Paediatric home care is an emerging phenomenon representing alternative 

healthcare delivery that aims to relieve the pressures of hospital paediatric patient 

care by transferring the burden of care to the family in the home (Chestnut, 1998; 

Lantos and Kohrman, 1992; Votroubek and Townsend, 1997). Despite its rapid 

development, there are insufficient reliable estimates and data in the current literature 

to indicate clearly the outcomes of home care for technology-dependent children and 

their families (Arras, 1995; Fusco, 1994; Kohrman, 1991; Murphy, 2001). This 

research focuses on one aspect of paediatric home care and aims to investigate the 

experiences of primary caregivers who care for a ventilator-dependent child at home. 

Paediatric home care began formally during the late 1980s, particularly in the 

United States of America (Votroubek and Townsend, 1997). The evolution of 

paediatric home care involves a combination of various medical, social, and political 
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movements in relation to the concepts of health and illness, culture of healthcare, and 

medical technology. These three interrelated domains will be the focus of this 

chapter. Closely examining their relationship will enable the researcher to 

contextualise the genesis and future of paediatric home care, and more fully 

appreciate its social significance. 

The culture(s) of a society will affect an individual’ s conceptions of health 

and illness. Technology has pervasively embraced the culture of societies like 

Australia, the United States of America, and the United Kingdom, which in turn has 

‘technologised’  individuals’  values and beliefs about health and illness (Cambrosio, 

Young and Lock, 2000; McConnell, 1998). The phenomena of health and illness, 

culture of healthcare, and medical technology are highly responsive to each other and 

may be described together as a loop of negative feedback wherein each is trying to 

identify and rectify human defects and imperfections. The system is reflected in the 

historical and social transformations of health and illness over centuries. The purpose 

here is to explicitly unfold the transformations of the concepts of health and illness, 

culture of healthcare, and medical technology from a historical and social dimension. 

The discussion of the first section focuses on the historical and social 

transformations of the concepts of health and illness, particularly in relation to 

medical science and technology, and also how the transformations affect our 

conceptions of health and illness both at collective and individual levels. Changes in 

conceptions of health and illness reflect our eagerness and desire for knowledge. It is 

argued in the second section of this chapter that medical knowledge is engendered by 

scientific experiments conducted by technological apparatus; therefore, medical 

knowledge itself may be viewed as a form of technology and power. The third 

section discusses the phenomenon of role specialisation in healthcare as an inevitable 
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consequence of medical and technological advancement. One major component of 

the labour market in the healthcare industry is nursing. The final section of Chapter 

One discusses the conflicts and common grounds between nursing and medical 

technology and between paediatric home care and medical technology. 

The concepts of health and illness, culture of healthcare, and 
medical technology: historical and social transformations 

The concepts of health and illness are influential in shaping human identity 

(Morris, 2000). How one person defines themselves in relation to others (people, 

environment or objects) is partly shaped by internal views of health and illness. The 

concepts of health and illness are value-laden phenomena and change with time and 

context. Starr (1982: 3) who reviewed the social and political transformations of 

western medicine, asserted that in the close linkage between the concepts of health 

and illness and culture of a society ‘our conceptions of disease and responses to it 

unquestionably show the imprint of our particular culture, especially its individualist 

and activist therapeutic mentality’ . In industrialised countries, the concepts of health 

and illness have been dominated by the culture of medico-technical rationality where 

technology is the centerpiece of people’ s lives (Cambrosio et al., 2000; Morris, 2000; 

Sidel, 1971). The concepts of health, illness, and disease may be redefined and given 

new meanings through the utilisation and application of biomedical technologies. 

Medico-technical rationality has been an influential ideology in relation to 

health and illness in western medicine. The modern elevation of medical technology 

in society affects our ways of seeing and dealing with health and illness. For 

example, Timmermans (1999), in his book of Sudden death and the myth of CPR , 

described that the medical profession comprehends issues of health and illness in 

terms of an objective scientism that may trivialise the significance of subjective 
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experiences of health and illness. He further indicates that the current medical system 

manages unexpected deaths, either from trauma or cardiac arrest, poorly in terms of 

statistics and social and emotional impacts. He suggests this failure is largely due to 

the medical profession’ s ‘over-confidence’  in technology. Objectifying human 

beings ignores the complexity of human emotions when it comes to death and dying 

(Finn, 1986; Timmermans, 1999). 

When caring for critically ill patients, however, contemporary healthcare is 

proud to assert its competence in saving lives with the most sophisticated and up-to-

date medical technologies to cure illness (Resier, 1978; Sidel, 1971; Zussman, 1992). 

For example, an intensive care unit can be considered as the success for biomedical 

science and technology. One aspect of the success of medicine is the knowledge that 

enables the use of mechanised systems to overcome the impact of an organ failure, 

such as the invention of a mechanical ventilator that performs the functions of a lung, 

haemodialysis works as a kidney, or the role of an intra-aortic balloon pump as a 

temporary replacement for the heart while open heart surgery is being undertaken. 

These medical technologies have drastically improved the survival rates of critically 

ill patients, and altered the way people understand health and illness and deal with 

death and dying (Kaufman, 2000; Lock, 1996). 

The modern experience of death and dying is predominantly dealt with in 

hospitals and nursing homes. In developed countries, people seem to be either 

oblivious to the inevitability of death and dying or attempt to use every measure to 

subvert its course (Morris, 2000). For example, Elisabeth Kubler-Ross, writing in the 

1960s, recognised that death and dying were taboo topics in western cultures at the 

time and that ‘sick’  persons were regarded as social outcasts who should be placed to 

die in institutional settings. More recently, the examinations on the perception of 
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death of people in the twenty-first century note that the fear of death has not been 

lessened but elevated (Lock, 1996, 2000). This fear can be found in the human desire 

to capture everlasting youth and defeat death and dying by creating cryonics, which 

deep-freezes the diseased body until a cure is found (Morris, 2000). The symbolic 

meaning of cryonics might be understood as a promise of futuristic technology to 

deliver perpetual youth. This has significant implications in the views of health and 

illness in that science and medicine are viewed as the keys to Utopia, and 

consequently have become dominant figures in western healthcare cultures. 

The apparent rise of the status of science and medicine began during the early 

nineteenth century when there was a steep increase in experimental research and 

scientific conscience (Reiser, 1978; Starr, 1982). Medicine has since been influenced 

by the ideology of technical rationality in research and delivery of patient care 

(Rothman, 1991). Medicine as technology has transformed the culture of healthcare 

from self-care, home-orientated and conservative methods of healing, to dependent 

and submissive care enacted by medical professions and institutions and heroic and 

experimental approaches to illness and disease. 

Around the seventeenth century, health and illness were domestic matters, 

and women were expected to manage illness in the home. At this time, a woman was 

the mother, housewife, and ‘doctor’  of her family. Care for sick persons in healing 

and dying was believed to be part of domestic responsibility. A culture of close 

community networks was particularly strong among women who learnt traditional 

ways of dealing with illness, or sought support from an ‘older and wiser’  woman 

when an illness situation was incomprehensible. Lay practitioners who used native 

herb and folk remedies carried out much of the healing work. The business of health 
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and illness was undertaken in the home, and was based on the ideology of autonomy 

and conformed to the laws of ‘nature’  (Illich 1976). 

A mutual relationship existed between domestic healers and professional 

physicians in the eighteenth century. Similarly, domestic medical manuals published 

by physicians were user-friendly (Resier, 1978; Starr, 1982). These domestic medical 

manuals used lay language, avoided Latin or technical terms, and focused on 

practical and simple ideas. The most popular (if not the most influential) manual was 

called Domestic Medicine written by William Buchan, published originally in 1769 

in Edinburgh. Buchan held a strong belief in the individual to prevent and heal 

disease. This was highlighted by the book’ s subtitle: ‘An attempt to render the 

Medical Art more generally useful, by showing people what is in their own power 

both with respect to the Prevention and Cure of Diseases’  (Buchan, in Starr, 1982: 

32). 

The concepts of health and illness at the time were about common sense that 

any lay person could understand and have competence. As Buchan asserted, 

‘everything valuable in the practical part of medicine is within reach of common 

sense’  (in Starr, 1982: 33). People were fearless and confident in dealing with disease 

and illness. Moreover, a naturalistic view of disease was profoundly rooted in the 

beliefs of people and communities, which complemented Buchan’ s aim to 

democratise medical knowledge. He promoted diet and simple preventive measures 

and educated the public repeatedly that exercise, clean air and environment, and 

personal hygiene were of more value in maintaining health than anything medicine 

could do. 
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Social and political reforms after the First World War created social 

conditions that gave medicine increasing power and authority (Rothman, 1991; Starr, 

1982). The social situation was conditioned with the public’ s general feeling of 

vulnerability to disease and illness during and after the war. Disease became an 

object of fear feeding an expectation that advances in medical science and 

technology could provide solutions. Social approval of biomedical and technological 

innovations came from a communal belief that advances in science and medicine 

could improve the wellbeing of people and offer prosperity to society. This 

perspective assisted in giving medicine a heightened authority over the human body. 

One example of this authority relates to the discovery of penicillin in 1928, 

which reduced the death toll among soldiers with bacterial infections from 14.1 per 

1,000 in the First World War to 0.6 per 1,000 in the Second World War (Starr, 1982: 

336). Similarly, in England after the First World War, infant welfare became a 

problematic social and political issue that required the expertise of medical 

professionals, ironically, predominately consisting of males (Wright, 1988). As a 

result, infancy and infant health were medicalised, which awarded doctors even more 

social, political, and economic legitimacy as a professional class and accentuated the 

occupational division of medicine. 

Advances in science and medicine brought hope and courage to combat 

disease and illness. However, underneath these celebrations were the unforeseen and 

destructive consequences to social organisation and the moral domains of society. 

The social norm towards medicine was wide approval and support without 

questioning medical research and development (Pellegrino, 1971). What the public 

did not know and understand at the time was that many scientific experiments were 

carried out at the discretion of professionals and politicians (Rothman, 1991). 
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Medical experiments conducted covertly in institutional settings were targeted at the 

disadvantaged without proper consent. Thus, in the beginning of the twentieth 

century while the relationship between human beings and disease in affluent societies 

had shifted from infectious to chronic illness, the relationship between the lay person 

and doctor had changed from admiration to mistrust (Rothman, 1991). 

Ivan Illich (1976), who reviewed the medical establishment in western 

cultures, described medicine as a threat to health because of its powerful influence on 

individuals and societies. He used the terms clinical, social, and cultural iatrogenesis 

to summarise the threat. Iatrogenesis originates from iatros, the Greek word for 

‘physician,’  and genesis meaning ‘origin.’  The meanings of these terms suggest that 

medicine has become an epidemic threat to the health of individuals, to the social 

order of a society, and to the morality of cultural endeavours. 

Examining the wide effects of medicine on human diseases and illnesses over 

centuries, Illich (1976) argued that medicine contributes little to change the picture of 

human diseases and illnesses, and can be considered as a source of human pain and 

suffering. For example, tuberculosis had produced a death rate in New York in 1812 

of higher than 700 per 10,000 individuals, and by 1882 when the bacillus was 

isolated and cultured by Koch, the rate had already declined to 370 per 10,000 

individuals. After the Second World War and before antibiotics became a medical 

routine, mortality from tuberculosis had dropped to 48 per 10,000 individuals. 

Similarly, the mortality from scarlet fever, diphtheria, whooping cough, and measles 

among children up to fifteen had decreased nearly ninety percent between 1860 and 

1965 before the popular applications of antibiotics and immunisation (Porter, 1971). 

Public health measures such as clean water and air, better housing and sanitation, 

nutritional diet, and improved personal hygiene, had significant impacts on reducing 
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mortality and morbidity rates from infectious diseases even before effective medical 

treatments and therapies were identified (Starr, 1982). 

Illich (1976: 26) proclaimed ‘in the most narrow sense, iatrogenic disease 

includes only illness that would not have come about if sound and professionally 

recommended treatment had not been applied’ . Clinical iatrogenic disease, in Illich’ s 

term, ‘comprises all clinical conditions for which remedies, physicians, or hospital 

are the pathogens, or “sickening agents”’  (Illich, 1976: 27). People were unaware of 

clinical iatrogenesis, and doctors were manipulating and abusing the naivety of lay 

people in order to increase their political power, which stemmed from medical 

knowledge and research. For example, in the 1940s people accepted unquestionably 

the notion of clinical science and experimentation such as the medical research and 

human experimentation on the anti-polio vaccine that was then introduced as a 

treatment and applauded as a medical success (Starr, 1982). 

Iatrogenic disease not only affected individuals, it also changed the social 

organisation of a society. Social iatrogenesis means ‘all impairments to health that 

are due precisely to those socio-economic transformations’  of medicine (Illich, 1976: 

40). Social iatrogenesis refers to when medical bureaucracy creates ill-health by 

increasing stress, multiplying disabling dependence, or limiting sick persons to 

modern medical interventions. These negative outcomes are often exacerbated when 

all suffering must be ‘institutionalised’ , and homes become inhospitable to birth, 

sickness, and death; when the language of health and illness turns into obscure and 

technical terms of diagnosis and prognosis; or when suffering, mourning, and healing 

undertaken outside the realm of modern medicine are considered as a sign of 

deviance or superstition. 
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In a utilitarian society, medicine plays a dominating and intrusive role in 

nearly every aspect of a person’ s life (Cambrosio et al., 2000). During the years of 

the industrial revolution, a healthy body was particularly important so that any 

person could use his or her body to its full potential in order to be a productive 

member of a society and be able to contribute to the economic prospects of a 

country. There was no provision for a person to be sick or unproductive. If the person 

was sick he or she was expected to see a doctor and get back on his or her feet again. 

Indeed, even today a person who is ill is still expected to see a doctor and obtain a 

medical certificate to prove his or her ‘innocence.’  This medical certificate allows 

him or her to have an excuse not to be part of the working members of the society, 

and in some circumstances even allows the society to show its sympathy by 

compensating him or her with sick-leave allowances. 

The pervasiveness of medicine into the lives of people in a society with 

capitalistic and utilitarian ideologies has a negative impact, particularly on 

disadvantaged people— for example the chronically ill (Estroff, 1993; Löwy, 2000; 

Taviss, 1971). By seeing a doctor a person is turned into a patient labelled with a 

medical diagnosis. Medical diagnosis can be viewed as a symbol of cultural 

iatrogenesis in that a person with a chronic or incurable disease or illness, who sees a 

doctor, turns him or herself into a ‘lifetime prisoner’  to medicine. People with 

chronic illness are vulnerable and disadvantaged within a culture of medico-technical 

rationality. 

Estroff (1993) explored the experience of disability and chronicity of people 

with schizophrenia and other severe psychiatric disorders, and suggested that the 

lives of people with chronic illness in a medico-technological driven society have 

been limited to patient-hood. Chronicity refers to a family of medical diagnoses that 



11 

in turn define a person’ s social identity or identities. One of the key implications of 

the social and medical importance of disease theory on people with schizophrenia is 

that their sense of self, other, and environment have been altered and socially 

stigmatised as ‘schizophrenic’ , ‘chronic’ , and ‘disabled’  people with clinical, social, 

and political disadvantaged labelling. Estroff (1993) further argued that socio-

cultural processes, such as social welfare and health policies, codify cultural ideas 

about identity, illness, and productive activity in accordance with a group of medical 

terminologies and classifications, which result in stigmatising people with chronic 

illness or disability. 

Accordingly, the concepts of health and illness are highly medicalised 

because of the degree of pervasiveness and intrusiveness of medico-technology into 

human life (Morris, 2000). Illich (1976) referred to this phenomenon as ‘cultural 

iatrogenesis.’  Cultural iatrogenesis exists when medical innovations and hierarchy 

deplete and undermine the will or ability of a person to experience his or her reality, 

or to express his or her values and beliefs, or to accept the inevitability of pain, 

impairment, deterioration, and death. 

Nevertheless, medical science and technology have become a symbol of 

prosperity and good health in affluent societies (Rheinberger, 2000; Sidel, 1971). 

The phenomenon highlights the ultimate trust and hope of people in science and 

medicine. For example, Americans’  support for medical research, hospital 

construction, and other forms of medical resource developments can be seen from 

their devotion to economic investment into medicine (Taviss, 1971). The research 

budget for the National Institute of Health (NIH) in Bethesda, Maryland grew from 

$180,000 (US dollars) in 1945 to $4 million in 1947 (in Starr, 1983: 342). Thus, the 

conceptions of health and illness are inextricably linked to the influences of medical 
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science and technology in a culture of healthcare that underpins medico-

technological rationality. 

Knowledge of medical science and technology as power 

The progress of medicine from a relatively weak, traditional profession of 

minor economic significance, to an awesome enterprise of hospitals, clinics, medical 

machinery, health plans, insurance companies, and groups of other healthcare 

organisations has been remarkable. The effect of this progress can be found at the 

most basic and personal level that the power of medicine originates primarily in 

people’ s dependence upon its knowledge and competence. The dependence not only 

refers to the factual and material aspects of medical knowledge and skill, it also 

refers to the psychological dependence that is as significant in its causes and 

consequences as any other kind (Rothman, 1991). 

Moreover, what makes a dependence on medical professions so distinctive 

today is that their interpretations often govern our understanding of the world and our 

own experience of health and illness. In the twenty-first century, medicine creates a 

medicalised and technological culture that people grow to rely on (Rheinberger, 

2000; Sankar, 1988). Medicine solves problems of disease and illness and, as a 

result, people have gradually come to believe a doctor’ s judgment of their health and 

illness more readily than using their own intuition. The very circumstance of sickness 

promotes acceptance of their judgment (Löwy, 2000). Often in pain, fearful of death, 

people with illness have a need for reassurance and a vulnerability which engenders 

dependence. 

In addition, the power of medical science and knowledge is immense when 

medical professionals claim to be authoritative towards the nature of reality, whether 
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it is the structure of the atom, the ego, the mentality, or the universe, people generally 

defer to their judgment (Morris, 2000). One reason for our general feeling of 

subordination to medicine is that medicine is an important family member of modern 

science. Scientific knowledge of medicine has held a privileged status in the 

hierarchy of human belief structures (Cambrosio et al., 2000) 

People depend on medically specialised scientific knowledge and 

technological competence to resolve their problems and issues with health and 

illness. One example is the new reproductive technologies, such as in vitro 

fertilisation (IVF) or chromosomal technologies, which are dramatic technological 

break-throughs, and also some of the most widely debated issues in human ethics and 

morality. A significant consequence of these biomedical technologies is that the 

symbolic ground of ‘nature’  is increasingly denaturalised by technology (Taviss, 

1971). However, the other side of the argument is that technology is regarded to be 

‘giving nature a helping hand’  (Rapp, 2000). 

One example of the use of this technology is how IVF brings hope to infertile 

couples who have been ‘living for the dream’  of having children of their own. 

Franklin (1997) explored the experience of infertile couples and in vitro fertilisation 

and drew several controversial conclusions. While the contemporary reproductive 

medicine brings promises of success to the public, ironically, it also subtly introduces 

a continual theme of failure to the people— such as failure to produce enough eggs, 

failure of the eggs to fertilise, and so forth. Moreover, IVF has gradually become a 

major technological intervention with the potential authority to redefine the 

reproductive process (Franklin, 1997). Reproduction has been reframed and 

transformed to a medicalised, technologised, commodified, and professionalised 

process. 
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Modern medicine is an extraordinary outcome of scientific rationality, which 

embraces a collaborated system of specialised knowledge, technical procedures, and 

rules of behaviour. The profession generally values objectivity and technological 

innovations (science), and discredits subjectivity and anecdotal experience (art) 

(Taviss, 1971). This is because medical technology is essential and can be considered 

as an anti-anxiety drug for doctors (Rothman, 1991), and it relieves uncertainties of 

all human mysteries in relation to disease and illness and induces the feeling of being 

‘in control’  as a profession. 

New medical diagnostic technologies have strengthened the authority of the 

medical profession (Sidel, 1971). Prior to the nineteenth century, manual 

examinations were relatively unimportant, because doctors depended primarily on 

the verbal details of their patients’  symptoms and their own superficial observations 

(Reiser, 1978). In contrast, when a series of new diagnostic instruments were 

introduced— such as the stethoscope, ophthalmoscope or laryngoscope— the focus of 

patient care began to change from patients’  symptomatic and experiential accounts 

(subjectivity) to patients’  internal physical structures (objectivity). For example, the 

use of stethoscope, as Reiser (1978: 43, 38) observed, required the doctor, at least 

momentarily, to ‘isolate himself in a world of sounds, inaudible to the patient,’  and 

encouraged him to ‘move away from involvement with the patient’ s experiences and 

sensations, to a more detached relation, less with the patient but more with the 

sounds from the body’ . 

Similarly, diagnostic technologies that generate data about patients’  

physiological conditions, such as the microscope, X-ray, chemical and 

bacteriological tests, ultrasound, spirometer, electrocardiography, or computed 

tomography are seemingly independent of a person’ s subjective judgment. One of 
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the consequences of the common usage of these medical diagnostic technologies by 

healthcare professionals is that these detached technologies add a highly persuasive 

rhetoric to the power of medical science and technology (Kaufert, 2000; 

Sandelowski, 2000). 

Another kind of medical technology is therapeutic technology— such as 

mechanical ventilator, haemodialysis, or an intra-aortic balloon pump— that are a 

few of the essential medical machines in a modern intensive care unit. This type of 

medical technology has resulted in both feelings of triumph and uncertainty for 

people (Rothman, 1991). Therapeutic technologies are designed to enable a doctor or 

a nurse to be ‘in control’  of the haemodynamic and ventilation status of a patient who 

is critically ill. For example, the invention of a mechanical ventilator means that, for 

the first time, human beings are able to control life and death in terms of a patient’ s 

respiratory function. For the first time, a doctor is able to decide on the course of 

Mother Nature (Kaufman, 2000; Lock, 2000). 

A hospital is still a dominating ‘technology’  in capitalist societies in the 

twentieth century, and is constituted by overarching philosophies that guide the basic 

features of medical knowledge, its organisation, and practice (Starr, 1982). Hospitals 

play an important part in medical education and research, and provide a venue for 

systematic clinical instruction and investigation on human diseases and illnesses. The 

social and political forces that lead to the establishment of hospitals can be ascribed 

to not only the advancement of medical science, but also to the demands from an 

industrialising capitalist society (Starr, 1982). The rise of the hospital has encouraged 

people to detach themselves from the traditions of self-sufficiency and to believe in 

the ideas of medical specialisation and technical competence. 
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The hospital represents contemporary values and beliefs about health and 

illness, and influences social behaviours of people with or without disability (Illich, 

1976; Starr, 1982). The characteristic settings of doctor’ s office, clinic, hospital, and 

the battery of medical professionals and auxiliaries associated with the modern 

‘health-care complex’  are specific products of our industrial society. The hospital is a 

reservoir of the social, political, and economic power and authority of medical 

knowledge and technology. It is the structural empire built specifically for healthcare 

professionals to care for people with illness, wherein knowledge of science and 

medicine is gathered, technological competence demonstrated, and scientific 

research on disease and illness conducted. 

Medico-technology, whether it is manifested as a hospital building or a 

physical object with sophisticated technical manipulation, or as intrinsic values, for 

example knowledge and skills, is a specialised entity that has made healthcare 

professionals the gatekeepers to positions in the society. Medical technological 

apparatus developed for medical measurement and standardisation are used by 

healthcare professionals to set standards of human physiology, to evaluate 

deviations, and to classify individuals in medical diagnostic terms. For example, in 

the 1840s the English physician John Hutchingson, who devised the spirometer to 

measure lung capacity, announced it would allow doctors to judge physical fitness 

for military service. Medico-technology not only has facilitated the process of 

standardising human physiology and behaviour, it has also resulted in role 

specialisation amongst healthcare professions such as nursing, which has become a 

phenomenon in healthcare practice (Barnard, 2001; Rinard, 2001). 
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Role specialisation as technology 

Increasing role specialisation is a widespread phenomenon in the current 

healthcare culture that has significant implications for the way healthcare 

professionals think about technology and the way patients are managed and cared for 

in hospital. Role specialisation can be considered as a form of technology because of 

its implicit power and authority over knowledge and competence. Due to the 

emphasis on disease theory, scientific research, and technological innovations in 

healthcare, the knowledge of disease, illness and care is becoming increasingly 

specialised. What seems to make role specialisation so attractive is the clinical 

advancement of standards and norms and the utilisation of technology for assessment 

and treatment (Sandelowski, 2000). 

Illich (1976) explained that since the beginning of nineteenth century the 

norms and standards of hospitals became fundamental criteria for diagnosis and 

therapy. As a consequence, all abnormal features were considered pathological. 

Disease is a deviance from a clinical standard that makes clinical intervention 

legitimate and provides an orientation for therapy. Disease could never have been 

associated with abnormality if the value of universal standards had not come to be 

recognised in one field after another (Resier, 1978). The work of clinical 

standardisation could not begin without the inventions of medical diagnostic tools 

such as the thermometer, spirometer, sphygmomanometer, X-ray, or computed 

tomography. 

Similarly, the technological imperative of role specialisation in western 

healthcare has been sustained through the social processes of routinisation in which 

experimental procedures or new technologies quickly come to be considered 

‘standard’  or ‘routine’  in clinical practice (Koenig, 1988). The meaning of a new 
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biomedical technology changes from experimental to routine as players such as 

nurses become habituated to its use (Barnard and Cushing, 2001). ‘Standard of care’  

is embodied in the newest technologies, and ‘becomes a moral as well as a technical 

obligation’  (Koenig, 1988: 485–486). 

Nursing is a major and crucial support in the process of routinisation. Nursing 

has been argued to be increasingly technologised and medicalised (Barnard, 2001; 

Sandelowski, 2000). Koenig (1988: 483) demonstrated that nurses contribute to the 

changed meaning of medico-technologies, such as the total plasma exchange 

machine, by ‘managing the trouble of carrying out the procedure in clinical settings’ . 

Medical professions are shielded from these more mundane tasks and are thus able to 

concentrate on other issues, such as research (Koenig, 1988; Sidel, 1971). While 

doctors might try to understand the use of ‘new’  medical technology on patients as 

research, nurses might view the use of an ‘old’  piece of technology on patients as 

treatment (Barnard and Cushing, 2001). Shifts in the meaning of a new medico-

technology from experimental to standard therapy not only have significant impacts 

on the patterns of resource utilisation and allocation (Relman, 1980), but also have 

critical implications for the meanings and practices of nursing as a profession 

(Barnard, 2001; Sandelowski, 2000). 

Nursing as technology 

From past to present, nursing has always been closely associated with 

technology in one way or another, either objectively or subjectively. When 

technology is considered as an object, it is clear that nurses have always used a wide 

range of objects to deliver patient care, from the simplest form of bandage to a more 

complicated machine like an electrocardiogram. Yet, technology can also be 
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regarded as a form of subjective experience in nursing. Barnard (2001: 97) suggested 

that it can be defined as ‘the manifestation of our desire to make and use tools in the 

world around us’ . Nursing is a manifestation of technology in that it seeks and 

accommodates changes that improve nursing as a caring and technological 

profession. The changes in nursing can be found in the ongoing developments of 

nursing organisation, research, education, administration, clinical practices, bedside 

care, anthropology, history, and ethics (Barnard and Cushing, 2001). 

Nursing is a technology, regardless of whether it is described as the use of 

utensils or objects, or a manifestation of knowledge and skills in nursing practice. 

Nurses use tools to assess, implement and evaluate patient care— for example, 

thermometers to obtain temperature, sphygmomanometers to measure blood 

pressure, spirometers for assessing breathing status, or blood glucose meters to gain 

readings of patient’ s blood glucose levels. Similarly, a nurse’ s body can be seen as a 

mechanised living technology used to care for patients by turning, lifting, feeding, 

medicating, and comforting through touch, voice, and physical presence. In addition, 

a nurse’ s intentions, knowledge, and skills involved in these actions are a 

manifestation of technology that is essential to patient care. Nursing can therefore be 

characterised as a technology, comprising both the objective and subjective 

definitions of technology. 

The medical profession has also considered nursing as a technique, like 

technology to medicine. Modern technologies assist doctors’  work, such as providing 

tools and information and completing diagnostic examination and therapeutic (or 

experimental) treatments. Doctors use nurses to realise their goals of therapy and 

research. A surgeon in the late eighteenth century regarded both ‘the amputating 

knife’  and ‘the nurse’  as ‘instrument[s]’  essential to an operation room (Rowe, 1883: 
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2). Nursing continues to be regarded as a technique by doctors, albeit in a different 

manner. At the present time, nurses are expanding their scope of practice, performing 

tasks such as drawing blood or cardiac conversion that were previously medical 

tasks, and are being encouraged by doctors and hospital organisations to increase 

their technical skills (Zussman, 1992). 

Nursing as a technique is not only reflected in the assistance to the medical 

profession, but also reflected in the organisation of modern healthcare that espouses 

the advancement of technology (Barnard, 2000). With the rise of hospitals as the 

major settings for patients to receive therapy and care, the majority of nursing work 

has been undertaken in the hospital, which supports the culture of technological 

rationality and economic efficiency. This culture has influenced much of the nursing 

that has been organised around standards, policies, and technologically-orientated 

care (Barnard and Cushing, 2001; Sandelowski, 2000). Consequently, nursing work 

is inevitably and increasingly linked with medical technologies and tools. 

However, the relation between nurses and medical technologies and tools has 

always been political. For example, when the stethoscope was invented its 

accessibility and use was determined by doctors. At the time, doctors questioned the 

intellectual capacity of nurses to accurately use a stethoscope in measuring blood 

pressure and, at their discretion, suspended this practice from nurses (Sandelowski, 

2000). The political tension around the issue of who should own, or who should not 

own, a stethoscope originated from the reluctance of doctors to pass the knowledge 

of a stethoscope to any person who did not practice as a doctor. The tension 

demonstrates the extent of medical authority over nurses, and illustrates the medical 

professionals’  feelings of concern in sharing control of medical knowledge and 

technological skills. Nevertheless, measuring blood pressure was not a nurse’ s 
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routine task until the 1930s when doctors delegated this ‘mundane’  [but important] 

task to nurses and went further with their medico-technological innovations 

(Sandelowski, 2000). 

The impacts of technology on nursing, such as role specialisation and 

standardisation of care, have generated conflicts between modern nursing and 

traditional nursing (Mitchell, 2001; Sandelowski, 2000). The conflicts stem from the 

situation where the foundation of nursing practice has been destabilised as the 

essence of ‘basic nursing care’  in the traditional nursing framework has been 

threatened by the introductions of pharmacological, technological, and other 

treatment interventions. While medico-technological innovations are continuously 

explored, nurses will continue to encounter technologies housed in hospitals and 

given medical tasks passed down by doctors. Some argue that nurses have gradually 

become nurse technicians, a role which erodes the fundamentals of nursing such as 

caring, empathy, connectedness, and basic nursing (Allan and Hall, 1988; Calne, 

1994; Coppers, 1993). The establishments of hospitals and increasing specialisation 

in healthcare may generate a practice culture distracting the attention of nurses from 

personal relationships to more objective work such as that involving numbers, 

statistics, aetiology of human diseases, and illness treatments (Mitchell, 2001; 

Schoenhofer, 2001). 

The idea of incorporating ‘science’  and taking up medical and technical tasks 

in nursing practices is favoured by some nurses because of the perception of science 

and technology as a form of power that may increase the social status of the nursing 

profession (Zussman, 1992). ‘Scientifically inclined’  nursing seems to derive partly 

from the nurses’  changed feelings about the value of physical care provided to 

patients (Sandelowski, 2000). Some of the traditional nursing care tasks, such as 
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bathing and bed making may have lost their previous clinical significance and 

specialised knowledge, but are still considered by patients to be important to their 

comfort and wellbeing (Mitchell, 2001). 

Like the medical professions, nursing has become more specialised and 

technologised due to its connection with technological devices. Technology has also 

become a way to differentiate nursing specialties into distinctive fields, as well as a 

way to differentiate nursing specialties as high or low technology (Sandelowski, 

2001; Sandelowski, 2000). Specialty fields of nursing practice— such as critical care, 

nephrology, obstetrics, and respiratory— have been defined or framed by medical 

technologies such as infusion pumps, kidney dialysis machines, cardiac and foetal 

monitors, and ventilators. Similarly, nursing positions such as the intensive care 

nurse, the intravenous nurse, the scrub nurse, and the ‘nurse equipment specialist’  

have also been established around medical equipment. 

It has been argued, however, that technological innovations and procedures 

taken up by contemporary nursing bring negative effects, such as de-skilling, de-

valuing, and undermining the essence of nursing (Rinard, 2001). Technological 

procedures reinforce and perpetuate the nursing role as ‘a physician’ s assistant: a 

person who appeared to have no important therapies of her own to offer patients and 

who even causes patients to suffer’  (Sandelowski, 2000: 103). There is an increasing 

concern with the possibility of ‘extinction’  and erosion of nursing by the increasing 

disposal of medical tasks to nurses and rapid technological expansions (Allan and 

Hall, 1988). Walker (1970: 332, 335) indicated: 

In view of the revitalized shedding propensity of physicians 
whereby they continued to delegate tasks to nurses in order to 
extend themselves, nurses found that they were perilously close to 
being radically altered without either [their] consent or knowledge . 
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. . Yet they also worried that they would become obsolete if they 
did not master the skills of advancing technology, and they were 
alarmed about the increasingly ‘blurred’  distinction between 
technical and professional nursing. 

The tension between technology and nursing has been controversial. It can be 

confusing in contemporary healthcare that depends heavily on technology whether a 

nurse is nursing a patient or an object; and whether a nurse is a nurse humanist or 

nurse technician. 

Nevertheless, objects become technological and components of particular 

technologies not only by virtue of how they are defined and classified, but also by 

virtue of how they are used. An object becomes a ‘technological object’  largely by 

virtue of being made, refashioned, or used to perform an activity for human beings, 

therefore it can be considered as value-free or neutral and be used in a useful and 

appropriate context (Barnard, 1997). For example, the bedside table is a piece of 

furniture in patient’ s rooms used to place meals and other necessary items upon; but 

it becomes a symptom-management or helping device when nurses use it to alleviate 

shortness of breath or to help patients out of bed. Thus, from this perspective a nurse 

using a bedside table to help her patient breathe is equally important or technical as a 

nurse using a ventilator. 

The relationship between nursing with technology has been understood as 

difficult and paradoxical in that the essence of nursing is about subjective 

experiences of nurses with patients— such as caring, empathy, connectedness, patient 

advocacy, patient-focused nursing, and family-centred care— as opposed to objective 

scientific nursing which emphasises scientifically deducible treatments and 

technologically orientated care (Mitchell, 2001). However, the relationship between 

nursing and technology can also be understood as a mutual relationship where 
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technology is considered as neutral to the practice of nursing (Barnard, 1997, 1999) 

and that nurses can construct values of caring in the use of technology (Locsin, 1995, 

2001). It is suggested in the literature that rather than deploring and criticising each 

other for taking one of the sides, technology is inevitable in modern industrialised 

society (Giedion, 1969). Technology is produced to facilitate productivity by 

improving the efficiency and effectiveness of human work. In healthcare, modern 

technology is used to reduce the length of hospital stays; and to improve staffing 

allocations, standardisation, time usage, fiscal management, and other social-political 

issues (Barnard, 2001). 

Technology expressed in the form of either explicit or implicit values, can be 

a ‘helping hand’  to a nurse if it is used appropriately and examined critically in the 

light of humanity (Barnard, 1997, 2000). Even though nurses have to operate 

complex technology for the benefits of patients and be the ‘surveiller[s] of the 

machine’  in a highly technical healthcare environment, nurses can also be 

‘advocate[s] for the human beings who are dependent on the machine,’  and ‘redeem 

and uphold the human factor in today’ s technological age’  (Ujhely, 1974: 25). An 

important step towards this goal is the ‘will’  of a nurse in the face of technology 

(Barnard, 2000: 1136). Barnard (2000) argued that technology can turn into a 

beneficial aspect of nursing and caring at the will or volition of a nurse. Ujhely 

asserted that ‘(a)lthough a patient lies in the shadow of the mighty machine, nursing 

care can still entail among other things sponging the patient’ s face [and] 

straightening his sheets’  (1974: 28). 
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Home care and medical technology 

While nursing and medical technology have their tensions in terms of 

working relations, home care and medical technology have their tensions in terms of 

social relations. Technology in medicine has enabled a group of patients to survive 

serious illness, but becoming chronically dependent on medical machinery to sustain 

their lives. As a result, home care is needed to replace prolonged hospitalisation for 

this population. The relationship between technological innovations and quality of 

life has cost society a great deal of ethical and psychological anxiety (Pellegrino, 

1971). For example, people with a ‘persistent vegetative state’  (PVS), who are in 

some form of long-term or permanent comatose condition and usually dependent on 

one or more medical technologies (such as mechanical ventilator or gastrostomy) to 

sustain physiological functions represent a social dilemma resulting from the impacts 

of medical technologies on human survival (Kaufman, 2000). Due to the confidence 

and competence in current medical and nursing interventions, combined with the 

advances in medical technology, PVS individuals can ‘live’  without higher 

consciousness. 

Besides PVS individuals, individuals who are conscious however rely on 

medical technologies to sustain their lives also encounter similar situation. This 

population experiences dilemma resulting from the use of medical technologies 

because they are often conscious and medically stable. As the result, these 

individuals are being hospitalised for prolonged periods due to the inadequacy of 

social support infrastructure in the community to care for people with long-term 

technology dependence. 

Due to their long-term medical and technological dependence, and within the 

current organisation of hospitals, these individuals can only be placed in either 
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intensive care units (ICU), or high-dependence units (HDU) (Zussman, 1992). This 

kind of patient management costs twice as much as ‘normal care’  due to its higher 

staff to patient ratio, expensive drug and technology usage, and slow patient turnover 

rate (Palmer and Short, 2000). The social and moral issues that arise from the 

successes of medical science and technology have not been adequately addressed at 

the speed that medical science and technology are accelerating at the moment. In 

fact, the level of understanding about social and moral problems as a result of 

medical science and technology is far behind the level of understanding about 

medical engineering (Rothman, 1991). 

Conclusion 

The rate of scientific and technological change and its pervasive effects in 

dealing with health and illness have raised a heightened concern about the need to 

anticipate and understand the types of social problems that could result from 

scientific and technological advances (Taviss, 1971). This concern forces us to attend 

explicitly to the values that we hold as a society and to the conviction with which we 

hold them in relation to medical science and technology. The feeling of uncertainty 

seems to be stronger than ever because of our inability to predict or foresee the 

impacts of medical science and technology on human values, for example the extent 

to which medical technology affects the quality of life of technology-dependent 

children and their families living in the community. Hence, the experiences of 

families needing paediatric home care are of great concern to healthcare providers. 

The scope of the research 

Advances in medicine and technology have resulted in dramatic survival rates 

and prolonged life spans for the young and old. The combined contributions from 
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medicine, nursing, and public health have meant that the survival rate of children has 

improved drastically. As a consequence, families with children who are chronically 

medically fragile and technology-dependent face unprecedented social and financial 

difficulties that are not well understood or evaluated by professionals. 

Families who have with children with a severe disability living at home are 

reported to experience an ‘extra care’  burden (Roberts and Lawton, 2001). Similarly, 

families with technology-dependent children at home experience a burden that is 

aggravated by a number of factors, including extra expenses associated with 

equipment and supplies, extra vulnerability of their children’ s physical status, 

specific needs to be met by nursing staff and friends, and increasing susceptibility to 

social isolation (Glendinning et al., 2001; Kirk, 1998; Petr, Murdock and Chapin, 

1995). It is often a child’ s parent(s) who is/are required to be the main care-

provider(s) of the ongoing medical and technical care of the child at home. 

Therefore, it is important to understand the way parents experience the care-giving of 

their technology-dependent child at home. This research focuses on the experiences 

of seventeen primary caregivers who each care for a ventilator-dependent child with 

a tracheostomy at home. 

Aim and objectives of the research 

The overall aim of the research is to identify and describe the primary 

caregivers’  qualitatively different ways of understanding the experience of caring for 

a ventilator-dependent child at home. 
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Other objectives are: 

1. To understand the care-giving experiences of seventeen primary caregivers of 

an in-home ventilator-dependent child. 

2. To find and report the needs and issues of the primary caregivers in their care-

giving experiences at home. 

3. To develop a substantial model of the experience of caring for a ventilator-

dependent child at home from the perspective of primary caregiver by using 

the research approach of phenomenography. The model is helpful to provide 

information pertinent to paediatric home ventilation. 

4. To inform and increase the awareness of formal care providers and policy 

makers about the needs of primary caregivers of ventilator-dependent children 

and their families at home. 

5. To contribute knowledge to the discipline of paediatric home ventilation. 

6. To increase public awareness about the needs of this group of families in the 

community. The findings of this research have continuously been 

disseminated via seminars and written materials. The purpose is to inform the 

relevant sectors of healthcare with evidence-based information for policy 

planning, implementation, and evaluation in paediatric home care. 
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CHAPTER TWO 

LITERATURE REVIEW 

Introduction 

Paediatric home care has become a significant and necessary component of 

the healthcare industry (Fusco, 1994; Petit de Mange, 1998; Wagner et al., 1988). A 

number of factors have been attributed to the growth and development of this area, 

including increasing hospital costs; the ability to transfer hospital technology into 

homes; and consumer preference  Handy, 1989; Smith, 1991; Votroubek and 

Townsend, 1997). The background to these three factors and their impact on 

healthcare provision are outlined under the following headings, which are pertinent 

to the phenomenon under investigation and are examined individually. These topics 

of discussion include: Children and their interaction with medical technology, 

paediatric intensive care units, and chronic illness; Home care in Australia and 

internationally, hospital care versus home care, impacts of home care on children; 

definitions of technology-dependent children and their families; qualitative stories: 

parents’  experiences of paediatric home care; themes relating to parents’  experiences 

of paediatric home care and some implications. 

Medical technology and children 

Advances in medical and nursing technology and research have resulted in 

improved survival rates, better treatment options and outcomes for acutely and 

chronically ill children. In Australia, the mortality rate for children aged under five 

years fell from 2,604 per 100,000 in males and from 2,214 in females in 1907 to 137 
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and 111 respectively in 1998 (Stanley, 2001). The lives of premature infants have 

been saved by the most sophisticated and expensive medical treatments and 

technology (Donoghue and Cust, 1998). Survival rates for infants born prematurely 

have improved during the past decade, but minimal advancements have been made in 

optimising neuro-developmental outcomes (Young, 1996). Population data on 

disability in childhood is not readily available, but it has been suggested in the 

literature that there have been increases in both the incidence and prevalence of 

several impairments across the range of severity (Blair and Shean, 1996; Stanley and 

Blair, 2000). Increases are related to the survival of high-risk newborns and children 

with an established disability (Blair and Shean, 1996). 

Increasing healthcare expenses relate to a number of social factors. These 

include the decreased mortality and increased morbidity rates among populations that 

include children (Stanley, 2001); the increasingly hierarchical structure of human 

resources in the healthcare industry (Gruskin et al., 2000; Palmer and Short, 2000); 

rapid advancements in medical biotechnology (Rheinberger, 2000; Sunderland, 

2003); and increased public demand and expectation on the quality of service and 

care provision (Willis, 1994). One area of concern is a growing population of 

medically complex children and the associated costs and demands on healthcare 

systems (Wagner et al., 1988). 

A fiscal strategy targeting cost-effectiveness in healthcare refers to a 

transformation of healthcare delivery (Palmer and Short, 2000; Ruddick, 1995). The 

transformation is identified with the changed administration of patient management 

within hospitals, for example shorter hospital stays (Board and Caplan, 2000) and 

early hospital discharge planning (Brandis, 2000). Accordingly, community-based 
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patient care delivery has increasingly been accessed and utilised (Shepperd and Iliffe, 

2001; Mcfadden, 1989). 

Paediatric intensive care units and children 

Research studies have been undertaken to gain insights into the impact of 

prolonged stays in the paediatric intensive care unit (PICU) on children with long-

term technology dependence (Britton and Johnston, 1993; Noyes, 2000a, 2000b; 

Warner and Norwood, 1991). Noyes (2000a; 2000b) and her colleagues (1999) 

investigated the views and experiences of ventilator-dependent children who were 

hospitalised for prolonged periods in intensive care units and those of their parents. 

These research findings suggested that an intensive care environment was not 

suitable for the children who required long-term ventilator support because it was 

detrimental to their psychosocial well-being and inadequate to their needs. 

Noyes (2000a) reported that children voiced feelings of loss of control over 

their body and surroundings and experienced a sense of being traumatised by 

medical technology. One three-year-old child recounted: ‘I got run over . . . a car got 

me . . . I went to (name of hospital) in a helicopter . . . and they put that horrible thing 

in my nose . . . horrible things those tubes’  (Noyes, 2000a: 776). Literature indicates 

that an intensive care environment is inappropriate for the awake and alert child 

(Britton and Johnston, 1993; Noyes, 2000a; Warner and Norwood, 1991). Children 

can be over-stimulated by painful procedures, sound or light, and under-stimulated 

due to the lack of sufficient social contact with their parents and friends. There are 

also concerns about the children’ s frequent encounters with dying people. Parents in 

the Noyes (2000a: 776) study raised concerns about their children ‘witnessing the 

constant horror that goes on in intensive care’ . 
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There are also reports of children feeling insecure in an intensive care unit 

(Noyes, 2000a, 2000b) with a number of contributing factors. Firstly, the nature of an 

intensive care environment can inhibit bonding or re-bonding between parents and 

their child due to the lack of privacy and flexibility for attachment or intimacy 

(Taquino and Lockridge, 1999; Victor and Persoon, 1994). The constant interference 

from staff or visitors to the maternal-child bonding process was described by a 

mother of a child hospitalised in a paediatric intensive care unit: ‘the bond— it never 

happened’  (Noyes, 2000a: 777). Similarly, a phenomenological study investigating 

the views of six parents whose babies were admitted to a neonatal intensive care unit 

found the essence of the parents’  experience as ‘parenting from a distance’  (Higgins 

and Dullow, 2003: 17). Secondly, an intensive care unit is a public place where the 

child can encounter the unfamiliar faces of visitors, professionals and domestic staff 

who are not providing direct care to the child (Noyes, 1998). Exposing a child to 

unwarranted and unnecessary intrusion can result in negative experiences for the 

child (Noyes et al., 1999). 

Chronic illness and children 

Chronically ill children often express the need to be ‘normal,’  or to be treated 

as normal children. The theme, ‘normalisation,’  appears repeatedly in the research 

studies that explore the experience of chronically ill children (Robinson, 1993; 

Sartain et al., 2000; Strauss et al, 1984; Yoos, 1994). For example, a child with end-

stage renal disease in a qualitative study of Snethen et al. (2001: 165) asserted ‘if 

there’ s something that I want to do. I go ahead and do it. I don’ t let my kidney 

disease stop me’ . Technology-dependent children are not exceptional in needing to 

establish their independence. Noyes (2000a, 2000b) reported in her studies that 
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ventilator-dependent children tried to seek independence, as one adolescent girl said: 

‘I look after myself really, I’ m not that stupid you know, I’ m coming along’  (Noyes, 

2000a: 776). 

Noyes (2000a) highlighted the prevalence of the ‘medical’  model of disability 

used in the treatment of ventilator-dependent children. The children in her study felt 

‘disabled’  by the perceptions and expectations of institutions and society. 

Institutional expectations of children who are medically stable but require long-term 

medical and technological support is that the children should go home rather than 

being hospitalised (Nissim and Sten, 1991; Noyes, 2000a). Conversely, the attitude 

of society towards this group of children is that discharging them can cause 

formidable challenges to society due to the insufficient resources and knowledge to 

care for them in the community ( Kirk, 1999a, 1999b; Oslen and Maslin-Prothero, 

2001; Townsley and Robinson, 1999). Similarly, Hochstadt and Yost (1991) raised 

concerns about the current inefficient management of the social problems 

encountered by this group and suggested: ‘(c)urrently, few programs exist for 

developing and maintaining this population of children outside of medical 

institutions. As a result, they may remain hospitalised for months and often years’  

(Hochstadt and Yost, 1991: 191). 

Home care in Australia 

Home care began in Australia in 1885 with the Melbourne District Nursing 

Service which was run on a voluntary basis. The purpose of the service was to 

provide care for disadvantaged and ill individuals at home. A century later, 

approximately two hundred active home care organisations were operating in 

Australia providing a variety of home care services (Year Book Australia, 1985). 
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Due to the growing demand on home based care services and the cost-

consciousness of healthcare enterprises, the Commonwealth Home Nursing Subsidy 

Act was legislated in 1956 to meet the high demands for home care. The Act has had 

a positive impact on the development and infrastructure of home care services 

throughout the states in Australia. One initiative was to subsidise the salaries of 

community registered nurses. 

Queensland began its first home care organisation in 1904 and it was run by 

the Mother’ s Union of the Anglican Church at Milton. The aim was to assist the 

poor, the sick, and needy parishioners with most provided by the organisation 

relating to midwifery care. By 1968 the name ‘St Luke’ s Nursing Service’  was 

adopted and the services became more extensive and widespread. Another important 

home care agency in Queensland begun in 1953 was the Blue Nursing Service, 

which later changed its name to Blue Care. Both home care services continue to 

receive financial subsidies from state and Commonwealth governments. 

Home nursing organisations have continued to develop and expand to meet 

the identified healthcare needs of Australian communities. These organisations 

function with various structures and operate under different auspices such as 

hospitals, voluntary bodies and local government. They are challenged continuously 

by the ever-changing needs of individuals, particularly the needs of individuals who 

require advanced medical and technological interventions. An emerging and difficult 

challenge for home nursing organisations is the growing needs of the elderly and the 

chronically ill in the context of limited resources (Year Book Australia, 1985). Home 

care services in Australia that are paediatric-specific are scarce, particularly for 

technology-dependent children. Recently, Victoria has established a ‘Family Choice 

Program’  to help families caring for medically fragile children at home; the program 
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has been evaluated and found to be effective in meeting the needs of these families 

(McDonald, 2002). However, the research results of this study may be questionable 

as the evaluation was not conducted independently of the program and credible 

research processes, such as clear explanation of the research methodology and 

analytical procedures were absent. 

Hospital care versus home care 

Recently, community health organisations have redirected their focus to 

reducing hospital admissions or readmissions and providing preventive and curative 

treatment and care for patients at home (Palmer and Short, 2000). A number of 

clinical research studies have been conducted to estimate and evaluate the impact of 

caring for paediatric patients at home versus in a hospital (Close et al., 1995; 

Dougherty et al., 1999; Santamaria and McKenzie, 2000). These studies are 

discussed in the following section. 

A clinical trial investigating the financial impact and quality of life for 

children receiving selected chemotherapy at home demonstrated positive results, 

both financially and psychosocially, for the children and their families (Close et al., 

1995). This study found that the expense of home chemotherapy was seventeen per 

cent less than hospital chemotherapy due to the saving of hospital costs under the 

American healthcare system. Moreover, the children in this study showed improved 

appetites and mood, more independence and activity at school and home, and better 

wellbeing. Similarly, the parents in the study experienced less disruption to their 

work and home duties. 

In another study, Dougherty et al. (1999) compared the physiological and 

psychosocial effects of home versus hospital management for children newly 
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diagnosed with insulin-dependent diabetes. Their study found that home-based 

management of children with type I diabetes gave better metabolic control than those 

hospitalised, however both groups showed similar psychosocial outcomes. Despite 

these similar psychosocial outcomes, parents in the home-based program benefited 

more in terms of less disruption with their work, savings on hospital in-patient costs, 

and more time for home chores and sibling rearing. Similarly, several clinical trials 

have suggested that families with children receiving medical treatments at home 

benefit not only psychosocially, but also economically (Stutts, 1994; Westwood, 

1998). 

Recently in Australia, the Victorian healthcare system introduced an initiative 

for acute ambulatory and home based care— Hospital in the Home (HITH) program 

(Montalto, 2002). One of the goals at the HITH program was the development of 

home chemotherapy standards (Santamaria and McKenzie, 2000). The process of 

developing the standards has resulted in a number of issues that need to be addressed 

urgently in relation to paediatric home care; these include home assessment criteria 

for chemotherapy administration, professional qualifications and personal attributes 

of nursing staff in the HITH programs, and the specific needs of carers (McKenzie, 

2000). This is because a lack of standardisation in paediatric home care has 

contributed to a shortage in the home care nursing pool, particular for the paediatric 

population. 
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Paediatric home care: an international perspective—services in the 
USA, UK, and Australia 

Paediatric Home Care: Perspectives from the United States of 
America 

One of the major factors for growing paediatric home care is its cost-

effectiveness, especially given the increasing number of survivors from prematurity, 

childhood congenital diseases, and trauma. The trend is towards an increasing 

population of paediatric patients receiving a variety of medical and nursing services 

in their homes as an alternative to hospital care (Votroubek and Townsend, 1997). In 

1988, it was estimated that there were up to 100,000 children in the U.S. dependent 

upon medical technology, and that this number was likely to escalate (Wagner et al., 

1988). In 1995, there were more than 17, 000 home healthcare agencies in the United 

States that provided services to 7 million individuals with annual expenditures of 

home healthcare that exceeded $27 billion (National Association for Home Care, 

1995). In 1997, the home care agencies in the United States had increased to 20,300, 

and 6623 of those home care agencies provided a paediatric home care service, 

representing an ‘industry’  with an annual turnover of five billion dollars (Snow, 

1997). 

Despite the fast growing paediatric home care industry and its financial 

success, this industry is not evenly distributed across the country. For example, there 

is only one agency that claims to provide paediatric-specific services in California 

(Snow, 1997), whereas in Kings County, Washington, there are five home care 

agencies servicing eighty per cent of paediatric home care in 1995 (Clemens et al., 

1997). Petit de Mange (1998) noted a lack of paediatric-specific practice guidelines 

for state licensure and Medicare certification. Although there is an accreditation body 
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in the United States (Joint Commission on Accreditation of Healthcare 

Organisations— JCAHO) that specifically addresses paediatrics, it is often not widely 

recognised and utilised as it is voluntary and expensive (Petit de Mange, 1998). An 

absence of formal professional guidelines in the paediatric home care industry can 

potentially damage the quality of care being provided (Kirk, 1999a; Petit de Mange, 

1998). 

Paediatric Home Care: Perspective from United Kingdom 

Paediatric home care in the United Kingdom is also beginning to grow 

rapidly. However statistical data in relation to the population of children with 

technology dependence and the number of paediatric-specific home care agencies is 

not extensive. It is estimated that there may be up to 6,000 technology-dependent 

children living at home (Glendinning et al., 2001). A recent survey study in the 

United Kingdom aiming to identify the number of children aged from 0 to 16 years 

requiring long-term ventilation found that there were 141 children depending on 

ventilation support. Sixty-six per cent of these children were cared for at home while 

the rest remained hospitalised due to family circumstances, inadequate funding, or 

lack of provision of home carers (Jardine et al., 1999). Although there is no formal 

evaluation of the financial expenditure in respect to paediatric home care in the 

United Kingdom, an approximate estimation of the total service costs of caring for 

one technology-dependent child can be as high as £150,000 annually, according to 

the type and amount of medical technology needed. An absence of evidence-based 

data in relation to technology-dependent children and paediatric home care in the 

United Kingdom indicates a need for further research in the area (Glendinning et al., 

2001; Kirk, 1998; Noyes, 1999). 
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Paediatric Home Care: Australian perspective 

Information about technology-dependent children and paediatric home care 

from an Australian perspective is not yet available in the literature. The Australian 

Bureau of Statistics (1998) has compiled a report regarding the numbers of people in 

the population with a disability, and announced that there were 3.6 million people 

with a disability in 1998 (19% of the total population). In 1998, the population of 

children aged from 0 to 14years with a disability occupied less than fifteen per cent 

of people with disability: approximately 540,000 children. It must be noted that a 

child with a disability can range from mild (one who has no difficulty in performing 

core activities such as self-care, mobility, and communication) to profound (one who 

is unable to perform a core activity or/and always needing assistance). The children 

with a mild disability such as hearing impairment requiring the use of a hearing aid 

may need no or some medical intervention, compared with children with profound 

disability who may require an intensive level of medical and technological therapy, 

for example 24-hour invasive ventilation care. It is therefore difficult to determine 

the total number of technology-dependent children in Australia, which means there is 

an urgent need for a centralised assessment of the population in Australia. 

The Literature: Impact of home care on children 

A home can provide a developmentally appropriate care environment for 

children that is emotionally nurturing and socially stimulating (Mack, 1991). 

Evidence demonstrates positive improvements in children’ s physical, emotional, 

psychological, and social growth when a child’ s illness is managed at home (Close et 

al., 1995; Dougherty et al., 1999; Dufour, 1989). Similarly, children who are 

medically fragile and technology-dependent, and are cared for at home, experience 

physical and psychosocial improvements ( Bradley et al., 1995; Shepperd and Iliffe, 



40 

2001; Smith et al., 1991; Teague et al., 1993). Both the child and the caregiver may 

benefit from a reduced level of anxiety as the focus shifts from ‘illness and 

helplessness’  to ‘recovery and function’  (Kohrman, 1991: 7,8). Furthermore, home 

care can foster an environment for children to build self-identity and maturity by 

learning and participating in home activities that implicitly or explicitly convey 

family values and beliefs, and that create the opportunities to acquire skills of how to 

interact with others. As sociologist Jaber Gubrium notes, home care is ‘biographical 

work’  (cited in Arras and Dubler, 1995: 5) that shapes self-images, defines human 

relationships, and constructs meanings of life. 

Technology-dependent children and their families: Definitions 

The criteria for medically complex and technology-dependent children to be 

considered for paediatric home care identified by Merkens (cited in Hochstadt and 

Yost, 1991: 192–193) are: 

(1) Children who, while generally medically stable, have high 
technological needs for therapies, treatments, equipment, 
continuous observation, monitoring . . . ;(2) Children hospitalized 
for a change in medical management or counseling for adaptation . 
. . ;(3) Children recuperating from complicated surgery or 
accidents whose illness involves a prolonged recovery during 
which time skilled nursing and/or medical care is required . . . ;(4) 
Children ‘in transition’  from tertiary centers to home care . . . ;(5) 
Children who are medically stable but for whom there is no 
satisfactory home setting. 

Families with technology-dependent children at home have specific needs 

that are different from those of families with children who have a chronic disability 

such as muscular atrophy, epilepsy, or cerebral palsy. Technology-dependent 

children are defined by the United States Congress, Office of Technology 

Assessment Task Force (OTA) as children with ‘a medical device to compensate for 

the loss of a vital bodily function and substantial and ongoing nursing care to avert 
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death or further disability’  (Wagner et al., 1988: 3). Children who are technology-

dependent are diverse and vary in their characteristics of dependence ranging from 

‘continuous assistance of a device and highly trained caretaker to . . . less frequent 

treatment and intermittent nursing care’  (Wagner et al., 1988: 4). For example, 

children may require continuous or intermittent mechanical ventilation via 

tracheostomy, oxygen therapy, enteral and parenteral nutrition, intravenous drug 

therapies, and peritoneal dialysis and haemodialysis. The term ‘technology-

dependent’  children can be used to refer to ‘high-tech’  dependent children, such as 

those who require a mechanical ventilator or relatively ‘low-tech’  dependent children 

such as those with a colostomy (Wagner et al., 1988). 

Children with technology dependence differ in the level and nature of the 

care they require (Kirk, 1998). Generally, technology-dependent children require 

medical technologies that are life-sustaining and many are often dependent upon 

more than one device (Wagner et al., 1988). Moreover, there are potential risks 

associated with the management of home-bound ventilator-dependent children, such 

as accidental death from unobserved disconnection or malfunction of a ventilator, 

power failure, falls or accidental airway obstruction (Frates et al., 1985; Gabe, 1995; 

Nelson et al., 1996; Schreiner et al., 1987). Therefore, the care of these children often 

relies on substantial ongoing nursing care provided by either a trained nurse or a 

trained lay caregiver. 

Most of the research in this area, however minimal, focuses on the experience 

or needs of families with ‘high-tech’  dependent children (Cavanagh, 1999; 

Glendinning and Kirk, 2000; Lee, 1996; O’ Brien, 1996). In addition, the research in 

this area originates mainly from the United States of America and the United 

Kingdom (Kirk, 1998; Fleming et al., 1994). A review of literature indicated that 
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there is a dearth of research related to paediatric home care in Australia (Wang and 

Barnard, 2004). Research studies published in the United States and United Kingdom 

reveal that families with technology-dependent children at home confront physical, 

mental, social, and financial stresses; particularly with families of ‘high-tech’  

dependent children who require an ongoing supply of expensive equipment, 

provision of nursing care, and home help (McKeever, 1991; O’ Brien, 1996; Roberts, 

2001). 

Qualitative stories: Parents’ experiences of paediatric home care 

‘Absolute involvement’  is the model developed by Wilson and her colleagues 

(1998); it used grounded theory to depict the basic social process undertaken by 

sixteen mothers in caring for a ventilator-dependent child at home. The model begins 

with utilising the attributes of mothering with available internal and external 

resources, managing potential constraints to meet the demands of the care, and then 

evaluating the care through personal and professional appraisals. The mothers in the 

study acknowledged the complexity of managing this process and believed that the 

responsibility of caring for their children should be shared with other significant 

care-providers including nurses, so that the mothers’  ‘absolute involvement’  with 

care is possible. The study identified the difficulty of finding a ‘balance’  in this 

‘sharing’  territory between mothers and healthcare professionals. 

Another qualitative research study using interpretivist-naturalistic inquiry 

interviewed sixteen nurses and seven parents about their experience of having a 

gastrostomy on children (Thorne et al., 1997). This study found that the parents 

experienced ‘multiple meanings’  during the process of decision making regarding a 

gastrostomy on their children (Thorne et al., 1997: 91). The study highlighted the 
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factors constituted in the multiple meanings included personal values and perceptions 

of the gastrostomy from past experience and the child’ s illness trajectory. Additional 

factors were the social and moral consequences of placing a feeding device in 

children and a ‘control’  issue over the child between parents and professionals. 

Coffman (1995) used hermeneutic phenomenology and interviewed nine 

parents who employed paediatric home care nurses to help with the care of a 

technology-dependent child at home. The study described the parents’  experiences 

with the nurses as ‘crossing lines’  (Coffman, 1995: 139). The ‘crossing lines’  

experienced were explained by a number of themes that included losing privacy, 

gaining support, managing the system, struggling to be normal, blending with nurses, 

sharing the child, and being vulnerable. These themes reflect the problematic 

relationship between paediatric home care nurses and parents in a home care setting. 

The nurse-parent dynamics in a home care setting involving ten nurses were 

investigated from a nursing perspective by Scannell et al. (1993: 70) and concluded 

that the nature of paediatric home care nursing is ‘solitary, ambiguous, and 

unprogrammed’ . No specific qualitative methodology was mentioned in the report to 

indicate the framework of data collection and analysis. The nurses in the study 

articulated the meaning of their work by comparing the differences between hospital 

and home care nursing. Meanings were related to authority in decision making, 

methods of child discipline, parental control of care, and innovations in nursing 

routines and interventions. The study further urged the importance of generating 

more research data in the area of paediatric home care in order to establish formal 

guidelines to facilitate healthcare professionals in working with families requiring 

paediatric home care services. 
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Themes: Parents’ experiences of paediatric home care 

Positive Aspects 

Parents with medically complex children have reported satisfaction at seeing 

the emotional and social growth of their child in the home (Diehl et al., 1991; 

McKeever, 1991; Petr et al., 1995). Allowing children to participate in their 

education by physically attending school has been documented as one of the agendas 

advocated by parents with chronically ill children (Elder, 2001; MacDonald, 1995; 

Palmer, 2001). The literature suggests that children with a disability living at home 

can bring both positive and negative experiences for their families (Leonard, Brust 

and Nelson, 1993; McKeever, 1991;Shepperd and Iliffe, 2001). One related research 

area investigated the needs of families with terminally ill children who were cared 

for at home and found that, while families experienced some positive aspects such as 

parental satisfaction and treatment participation (Kulenkamp, 1976), they may also 

suffer from a high level of anxiety and uncertainty (Murphy, 1991), role and identity 

conflict (Kohlen et al., 2000), guilt, grieving or feeling ‘out of control’  (Pfister, 

1995). 

Clinical guidelines for discharge planning 

With the emergence of paediatric home care, strategies such as specific 

discharge planning guidelines have been created to assist the transitional phase in the 

discharge of technology-dependent children (Chestnut, 1998; Jardine and Wallis, 

1998; Lemons et al., 1998). The process is complex and time consuming. The 

purpose is to inform and facilitate hospital professionals in planning and 

implementing hospital discharge for medically complex children. Guidelines 

published include the discharge of children who are high-risk neonates (Gamblian et 



45 

al, 1998); ventilator-dependent (Capen and Dedlow, 1998); oxygen-dependent 

(Brown and Sauve, 1994); tracheostomy-dependent (Dougherty et al., 1995); 

requiring long-term total parenteral nutrition therapy (Bendorf and Lyman, 1993); 

and for gastro-esophageal problems (Berube and Parrish, 1994). 

Despite numerous recommendations made for optimal hospital discharge for 

children with special needs (Montalto, 2002; Chestnut, 1998; Votroubek and 

Townsend, 1997), the impact of caring for a technology-dependent child at home on 

family is uncertain. Most of these discharge planning guidelines primarily focus on 

the clinical and technical tasks associated with the child’ s care. Stressors as a result 

of the care at home, however, are inadequately explored. Issues such as financial and 

psychosocial adjustments, family and social support networks, and the child’ s 

education arrangements are rarely discussed (Cohen, 1995; Kirk, 1999; Shipley, 

1997). 

Caring for a medically complex child who needs life-saving technical support 

at home can result in adverse health impacts on family caregivers. The literature has 

suggested that mothers who care for medically fragile children at home may be at 

risk of illness, especially where support resources are limited or unavailable 

(Leonard et al., 1993; MacDonald, 1995; Miles et al., 1999; Stevens, 1990). For 

example, a triangulation study examining the perceptions of their coping of twenty-

nine parents with the care of a chronically ill child at home found that increasing 

stress was related to the care-giving burden and the use of fewer effective coping 

strategies (Ray and Ritchie, 1993). 

Similarly, Thyen et al., (1999) investigated the effect of caring for an in-home 

technology-dependent child on mothers in the aspects of employment status, child 



46 

care support, and mental health. They found that the variable of social support, 

including child care facilities and family networking, was the most significant in 

determining the employment status of these mothers. The study demonstrated that 

unemployed mothers who were from single parent families, or had no social support, 

showed poorer mental health scores, and consequently may be more likely to 

compromise the quality of the care at home. 

A review of current quantitative studies on technology-dependent children 

and their families has found an inadequacy in explicating the human relationships 

and underlying problems, as these studies simplified the complexity of the 

phenomenon into units and numbers (Wang and Barnard, 2004). This simplification 

can lead to inappropriate inferences about the discipline. For example, within Thyen 

et al’ s. (1999) study the context of the mothers’  experiences was inadequately 

explored and simplified into clusters of themes, and thus the results of the study may 

inappropriately represent their experience. Furthermore, Thyen et al. drew the 

inference that there is a negative relationship between quality of care, mental health, 

and single-parent mothers with little social support. This inference is questionable 

due to the lack of a clear explanation of ‘quality of care’ . It could be questioned if the 

mothers would conceive their mental health in the same way a professional would 

judge a person’ s mental status. Similarly, it would be difficult to confidently say that 

the mothers who had ‘poor mental health scores’  would not be able to show their 

love and attention to their child. Therefore, the methods used in the current 

quantitative studies in this field of research can be considered inadequate to identify 

and address potential problems in relation to the field. 



47 

Physical overburden 

The physical experience of parents with a technology-dependent child at 

home has neither been rigorously researched nor well documented. The existing 

research studies however have acknowledged the extra physical and emotional 

burden of caregivers who care for children with a physical disability at home 

(Leonard, et al., 1993; Roberts and Lawton, 2001; Shepperd and Iliffe, 2001). Sleep 

deprivation, insomnia, high levels of anxiety, and depression are common conditions 

for parents of a child with a disability (MacDonald, 1995; Miles et al., 1999; 

Wegener and Aday, 1989). These symptoms may be more prevalent in parents with a 

home-bound technology-dependent child due to the specific nature of the care at 

home. The literature reports a number of stress factors experienced by these parents, 

such as chronic anxiety about their children’ s unpredictable medical condition, a 

high level of vigilance over the children, especially during the night, and constant 

beeping and buzzing from monitor alarms of machinery (Cavanagh, 1999; Teague et 

al., 1993; McKeever, 1991; Andrews and Nielson, 1988). 

Evidence suggests that daily routines and continual responsibilities associated 

with the technical and medical care of a technology-dependent child at home can 

result in physical and emotional overload on parents (Bradley et al., 1995; Hazlett, 

1989; Leonard et al., 1993). Quint et al. (1990) investigated a small group of parents 

with ventilator-dependent children who were cared for at home, and found that those 

parents who had been caring for their children at home for more than two years had 

lower coping scores, and were literally burnt out and exhausted. Similarly, Jennings 

(1990a, 1990b) interviewed ten mothers who cared for children with a tracheostomy 

at home, and reported that the mothers found the experience of caring for their 

ventilator-dependent child at home exhausting and sometimes overwhelming. Other 
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studies also demonstrated that mothers of children with a tracheostomy experienced 

feelings of exhaustion, particularly during the first few weeks of discharge (Ronczy 

and Beddome, 1990;Turnage and Engleman, 1994). These experiences were also 

reflected in the study of McKeever (1991), which described these parents as being 

constantly on the alert for a crisis. The uncertainty about their children’ s chronic 

illness and prognosis were one of the major sources of anxiety and depression 

(Fleming et al., 1994; Stevens, 1994). 

Emotional turmoil 

Parents with technology-dependent children at home may experience a wide 

range of emotions such as anxiety, anger, guilt, frustration, and sorrow (Andrews and 

Nielson, 1988; Patterson et al., 1994; Smith et al., 1991). Reports indicate that 

caregivers of home-bound technology-dependent children are likely to be at risk of 

depression to an extent that requires medical attention (Patterson et al., 1992; Thyen 

et al., 1999; Teague et al., 1993). Research studies on parents with chronically ill 

children suggest that the chronicity of their children’ s illness exerts a constant 

reminder of their vulnerability as parents (MacDonald, 1995; Robinson, 1993). 

Parents with a technology-dependent child at home may feel more vulnerable 

because of the type and frequency of the care at home and the need for frequent 

home visits from different healthcare workers (Coffman, 1995; Lee, 1996). 

Furthermore, seeing medical equipment in the home can be another source of 

vulnerability (Wilson et al., 1998). 

The literature also documents that parents with an in-home technology-

dependent child often express fear and panic regarding their child’ s illness and care 

(Andrews and Nielson, 1988; Quint et al., 1990; Sudela et al., 1993). Parents’  fear of 
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finding their children dead whilst in their care has been identified (Stevens, 1990). 

Moreover, these parents reported fear of performing technical procedures on their 

children and handling medical machinery (Jennings, 1990a; Lee, 1996; Leonard et 

al., 1993). A number of studies have also found that home caregivers were being 

given insufficient information or felt inadequately prepared to provide the technical 

and medical care at home (Andrews and Nielson, 1988; Diehl et al., 1991; Jennings, 

1990b; Smith et al., 2004). Similarly, some children, particularly adolescents, are 

likely to experience distress when witnessing the stress of their parents undertaking 

the care at home, and are likely to feel insecure if they think their caregivers are not 

competent enough to perform the care tasks at home (Noyes, 2000b). The treatment 

regimens of technology-dependent children may need to be altered intermittently 

and, as a result, parents may panic or feel distressed if sufficient education and time 

are not deployed to facilitate their learning of the care (Miles, et al., 1999). 

Financial burden 

Families with technology-dependent children at home, particularly single-

parent and low-income families, are extra vulnerable to financial burdens (Aday et 

al., 1988; Fleming et al., 1994; Roberts, 2001). House (1995) examined the labour 

contribution of ninety-eight informal caregivers of an in-home ventilator-dependent 

child, and found that the likelihood of loss of income in a single-parent household 

was five-fold. Thus, the literature suggests that a national or local reimbursement 

scheme should compensate the parents for their loss of employment hours and the 

cost of home services such as home nursing to reduce their financial difficulties 

(Glendinning et al., 2001; House, 1995; Kirk, 1999a; Roberts, 2001). 
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There is currently a lack of formal financial support infrastructure available to 

assist families who care for technology-dependent children at home: 

Unfortunately, systems for providing families of medically 
complex children with financial assistance for needed services are 
very fragmented and largely inadequate . . . Consequently, 
assessment of current and alternative systems for the funding of 
care of medically complex children is an important step in the 
development of adequate systems of care. (Freedman and Clarke, 
1991: 259) 

Research studies of medically complex children have demonstrated that the 

financial burden associated with home care is a significant source of stress and 

maladaptation for family caregivers (Fleming et al., 1994; Shipley, 1997; Wegener 

and Aday, 1989). Studies also found that caregivers of technology-dependent 

children who experience lost income are more likely to have a cap on insurance 

coverage and show less improvement in physical and psychological status (House, 

1995; Wagner et al., 1988). The financial burden on these families can be a serious 

problem and a vicious cycle because ‘the question of institutionalisation is closely 

tied to family care-giving costs: if families cannot afford home care, they may 

choose institutionalisation, which may increase costs to society’  (Jacobs and 

McDermott, 1989: 158). 

Loss of privacy 

Loss of privacy is a theme that frequently appears in the research findings of 

the experience of families with technology-dependent children at home (Coffman, 

1995, 1997; Fleming et al., 1994). The privacy of a home is disturbed by the 

intrusion of medical technology and constant presence of outsiders. A home of a 

ventilator-dependent child often needs to be rearranged or modified to find space for 

medical equipment such as a respirator, suctioning equipment, wheelchair with 
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portable respirator attached, portable oxygen, and other clinical supplies (Bradley et 

al., 1995). The impact on the home milieu can be overwhelming and frightening for 

family members. The inclusion of medical equipment and noises generated from 

machinery may transform their home into an environment that resembles a mini 

intensive care unit of a hospital (Smith et al., 1991; Sudia-Robinson, 1998). Thus, 

meaning of ‘home’  such as security, privacy, and comfort may be challenged or even 

lost for the families of home-bound technology-dependent children (Ruddick, 1995). 

Loss of privacy to outsiders such as home care nurses has been reported 

frequently by these families as a major source of concern and distress (Aday and 

Wegener, 1988; Agazio, 1994; Coffman, 1995, 1997; ). Families who require home 

nursing support have found the presence of nurses as both supportive and disruptive 

to their family life (Patterson et al., 1994). Aday and Wegener (1988) also indicated 

that families with thirty-two hours or more of nursing care each week were more 

likely to express feeling unprepared for the loss of privacy. A father of a ventilator-

dependent child requiring twenty-four hour nursing care in Coffman’ s (1995: 139) 

study said, ‘lack of privacy . . . mean[s] we have people coming and going all hours 

of the day and night . . . and [they are] mostly female nurses, so I’ ve got to be 

dressed appropriately when I’ m walking around the house’ . While the impact of the 

presence of home care nurses on family is apparent, it remains under-researched to 

date. 

Family dynamics: The challenges 

The literature suggests that parents with technology-dependent children at 

home may experience role conflict or role ambiguity (Carnevale, 1990; Kohrman, 

1991; Murphy, 1991; Scannell et al., 1993; Wilson et al., 1998). The role of 
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parenting can be confusing for these parents as to whether their parenting figure 

represents nurturing or a failure (Sudia-Robinson, 1998). The special care required 

by a technology-dependent child and the kinds of procedures these parents have to 

perform— such as suctioning airways or changing tracheostomy— are not only 

potentially dangerous but may also involve the parents inflicting discomfort or pain 

on their child. Medical care and technology may therefore become barriers for 

parents in their relationship with their technology-dependent child (Gordin and 

Johnson, 1999). 

There are also reports of profound stress in the relationship between the 

parents of a technology-dependent child and their siblings (Leonard et al., 1993; 

Patterson et al., 1992; Teague et al., 1993). Although minimal, existing studies which 

investigated the experience of siblings of a technology-dependent child have found 

some behavioural changes in the siblings (Smith, 1991; Sudia-Robinson, 1998). 

Negative sibling relationships include jealousy, resentment, and rivalry that may 

often be expressed by siblings during or after the transitional stage of discharge of a 

technology-dependent child (Hazlett, 1989; Petr et al., 1995). Quint et al. (1990) 

found that primary caregivers whose children required in-home ventilator assistance 

for more than two years had significantly poorer scores on items that measured 

family closeness and self-esteem. 

While the relationship between parents and siblings may deteriorate, marital 

relationships may also become problematic (Petr et al., 1995; Teague et al., 1993). 

Marital discord over issues such as unevenly divided home duties has been reported 

between spouses who cared for a child dependent upon medical technology at home 

(Petr et al., 1995; Stevens, 1990). Physical and emotional burnout (Andrews and 

Nielson, 1988; Miles et al., 1999), loss of privacy ( Aday and Wegener, 1988; 
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Coffman, 1997), and financial burden (Roberts, 2001; Shipley, 1997) can all affect 

the quality of marital relationships, family functional status, and symptoms of 

depression. In addition to the challenging family dynamics in the home, the literature 

reveals that these parents are also likely to be socially isolated because they are left 

with little time or energy to participate in social activities (Bradley et al., 1995; 

Fleming et al., 1994). 

Social isolation 

Families with technology-dependent children at home are particularly 

vulnerable to social isolation as they are likely to encounter limited selections of 

formal and informal support resources in the community. A review of the literature 

indicates that these families may experience great stress and difficulties in accessing 

support networks and services that suit their needs (Kirk, 1998; Ray and Ritchie, 

1993; Wang and Barnard, 2004). 

The shortage of community supports and resources ultimately means a delay 

in hospital discharge and aggravation of the problem of social isolation for these 

families (Jardine et al., 1999; Kirk, 1999b; Shipley, 1997). Research studies indicate 

that these families are often confronted with a lack of appropriately skilled 

community nurses to perform the care tasks required by the home-bound technology-

dependent children (Noyes et al., 1999; Wilson et al., 1998; Wheeler and Lewis, 

1993). Additionally, due to the lack of appropriate community support, these families 

often encounter difficulties in gaining access to respite care (Olsen and Maslin-

Prothero, 2001; Petr et al., 1995). 

The quality of nursing care provided to technology-dependent children at 

home is a priority of concern for parents (Diehl et al., 1991; Kirk, 2001; Ray and 
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Ritchie, 1993). Many studies highlighted the parents’  concern over the competency 

and attitudes of home nursing staff (Coffman, 1997; Scannell et al., 1993). 

Complaints have been made by parents about home care nurses being unfamiliar 

with the specialised needs and the medical equipment of technology-dependent 

children at home (Kirk, 1998). Numerous studies reported that mothers felt 

inadequately supported by generic community nurses because they did not have the 

necessary technical skills to care for a child with a tracheostomy and the knowledge 

to support the unique needs of their families (Jennings, 1990a, 1990b). Finding 

qualified nurses to provide care outside normal working hours, such as nights and 

weekends, can be problematic (Petr et al., 1995). Furthermore, access to trained 

paediatric nurses and other healthcare services can be a specific challenge for 

families living in rural areas (Wheeler and Lewis, 1993). 

An additional source of stress in connection with support for families of in-

home technology-dependent children relates to the inconsistency in the type and 

amount of home care services that families receive, or can receive (Aday and 

Wegener, 1988; Oslen and Maslin-Prothero, 2001; Leonard et al., 1993; Townsley 

and Robinson, 1999). The issue results largely from how the care is funded, if at all 

(Kirk, 1999a; Petr et al., 1995). These families confront many obstacles when 

seeking financial assistance. A source of difficulty is simply coping with the complex 

eligibility criteria and service restrictions for healthcare systems (Glendinning, 2001; 

Petr et al., 1995). In addition, health insurance or other financing schemes may not 

be sufficiently comprehensive to cover all expenses of care at home, thus leaving 

families with higher out-of-pocket expenses in addition to high insurance premiums 

(Aday et al., 1988; House, 1995; Roberts, 2001). 
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Parents are often the advocates for their technology-dependent child in 

seeking and retaining health services for continuing treatment and rehabilitation 

(Glendinning, 2000; O’ Brien, 1996). Ongoing battles over limited resources and 

asserting rights to receive appropriate services for their children can be very time 

consuming and stressful for parents. For example, a number of studies have reported 

that parents of an in-home technology-dependent child felt dissatisfied with their 

current paediatric home care services because they were fragmented, duplicated, and 

poorly coordinated, particularly between community and specialist centres (Kirk, 

1999a; Thorne et al., 1997; Wheeler and Lewis, 1993). Consequently, these parents 

are often left on their own to coordinate a variety of professional services such as 

physiotherapy, social work, equipment merchandise, occupational therapy, speech 

therapy, or hospital appointments with doctors (Glendinning and Kirk, 2000). The 

mothers of technology-dependent children in McKeever’ s (1991) study also reported 

having to contend with a continual threat of service withdrawal. Therefore, these 

families often experience a high level of stress resulting from coordinating and 

advocating for appropriate support services (Glendinning and Kirk, 2000; Kirk, 

1999a). 

Lack of formal support 

It has been reported that formal, flexible, and appropriate support for families 

of technology-dependent children at home is lacking (Wang and Barnard, 2004; 

Kirk, 1998). A central component of formal support that is often very scarce is home 

nursing support (Agazio, 1995; Oslen and Maslin-Prothero, 2001). Kirk (2001) 

highlighted that a lack of formal education and training programs for home care 

nurses often leads to the problem of shortage of nursing specialists to support these 

families. Kirk (1999a, 2001) provided some suggestions for addressing the issue of 
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the shortage of home care nurses. She emphasised the importance of formal or 

governmental guidelines for training lay caregivers or formal community healthcare 

workers to care for in-home technology-dependent children. Fear of litigation and 

legal implications associated with paediatric home care services can often make 

community nurses reluctant to provide home care (Kirk, 2001; Townsley and 

Robinson; 1999). Paediatric home care nurses have raised the concerns about lacking 

formal guidelines to facilitate their work with families with technology-dependent 

children (Scannell et al., 1993). 

As the result of the lack of formal guidelines, community health centres may 

be reluctant to educate and train lay caregivers to perform tasks such as gastrostomy 

feeding, or provide short term respite care for parents with technology-dependent 

children (Kirk, 1999a). Lack of training for enlarging and strengthening human 

resources in paediatric home care has resulted in a crisis of not meeting the demands 

and possibly compromising the quality of care at home (Agazio, 1995; Kohrman, 

1991). Consequently, these children and families may become prone to social 

deprivation and depression due to the lack of formal and appropriate support for their 

needs at home (Kohlen et al., 2000; McKeever, 1991; Teague et al., 1993). 

Evaluation studies of current healthcare services to home-bound technology-

dependent children and their families are minimal. Families of technology-dependent 

children have reported experiencing inflexibility of healthcare systems in meeting 

their needs (Olsen and Maslin-Prothero, 2001). For example, the requirement of pre-

planned booking community services before and after hospital discharge is not 

helpful. This system addresses the needs of children with a physical disability but not 

those children who are medically fragile and technology-dependent (Wheeler and 

Lewis, 1993). Nelson et al. (1996) emphasised that the health status of a technology-
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dependent child is often more vulnerable and unpredictable than that of a physically-

disabled child, and therefore their needs for community health services delivery are 

different. 

More flexible, responsive, and sensitive support is needed to help families 

with technology-dependent children cope with the intense labour involved in the care 

of their children. A support system also needs to be aware of the cultural beliefs and 

practices of each family. For example, Skinner et al. (1999) noticed that Latino 

mothers of young children with disabilities often drew on cultural beliefs to construct 

meanings of, and cope with, the experience of their children’ s disability. Therefore, it 

is important to consider cultural values when formulating support structures for 

families with different cultural backgrounds. Furthermore, a flexible support 

infrastructure is essential for technology-dependent children and their families 

because these children often have multiple diagnoses that require coordinated care 

from a wide range of healthcare professionals (Kirk, 1999a; Yerbury, 1997). 

Carraccio and her colleagues (1998) underlined the urgency of establishing a 

centralised emergency data base, especially for chronically ill children, because of 

the possibility that their families may not be able to provide accurate medical 

information about their children if an emergency occurs. This suggests that a formal 

and structural approach in helping families with technology-dependent children in 

the community is a pivotal step to improve the linkage between the hospital system 

and community. 
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Some implications of paediatric home care 

Saving costs for whom? 

Some studies suggest that caring for technology-dependent children at home 

is cost effective for both the parents and healthcare systems (Close et al., 1995; 

Dougherty et al., 1999; Dufour, 1989; Fusco, 1994; Stutts, 1994; Teague et al., 

1993). The U.S Congress of Office of Technology Assessment Task Force asserted 

that ‘care of many technology-dependent children is likely to be least costly to 

society and to public or private insurers when it is provided at home’  (Wagner et al., 

1988: 6). However, a close examination of the cost indicators employed by these 

studies reveals a bias towards hospital-incurred expenses and less consideration for 

social and financial situations of the families (Bakewell-Sachs and Porth, 1995; 

House, 1995; Jacobs and McDermott, 1989). For example, Aday et al. (1988) 

evaluated three home care services for ventilator-dependent children, and discovered 

that costs were reduced because of the change of labour force from professionals to 

parents and the decreased number of laboratory investigations taken when children 

were cared for at home. 

Similarly, current studies investigating the labour costs of caring for a 

technology-dependent child at home often include only the indicators related to 

labour production identified by fiscal terms, and overlook the unpaid labour 

contribution by parents (Bakewell-Sachs and Porth, 1995; House, 1995; Jaudes, 

1991). Care-giving activities and responsibilities of the family are hidden in cost 

studies. Jacobs and McDermott (1989: 158) asserted that ‘although hidden costs are 

costly to assess, they are real nonetheless, and from a public welfare standpoint they 

deserve full recognition’ . 
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The current cost audit in paediatric home care seems to focus on only the 

financial burden of institutions and less on the potential financial stresses that these 

families may encounter. The total cost for families with a technology-dependent 

child at home has not been established reliably. Concerns have been raised with 

respect to the methodological flaws in most of the cost evaluation studies (House, 

1995). Moreover, research studies aiming to estimate the total cost of paediatric 

home care often only consider testing variables that are quantifiable (Kirk, 1998; 

Jaudes, 1991). Needless to say, the qualitative variables of emotional and social costs 

for these families, though they have been neglected and excluded, are relevant issues. 

The concept of cost-effectiveness in paediatric home care would be 

misleading if the consideration favours professional costs over family costs. The 

estimation and evaluation of labour costs involved in caring for a home-bound 

technology-dependent child should therefore consider the labour costs of both formal 

and informal caregivers (Jaudes, 1991; Leonard et al., 1993; Wagner et al., 1988). 

House (1995: 53) suggested that if the labour contribution of informal caregivers is 

included in the measurement of home care costs, ‘this calculation would likely 

reduce or eliminate the differences between the costs of hospital and home care’ . 

Furthermore, cost studies in this area should also include the hidden and potential 

costs of care, such as ongoing insurance coverage expenses, expenses from 

equipment’ s electrical consumption and maintenance, water costs, telephone bills for 

service coordination, and transport expenses for attending appointments. 

Shift of responsibility 

The moves towards paediatric home care in Australia through programs such 

as the Family Choice Program and Hospital in the Home have meant that medical 
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and technical care provided previously in hospitals by trained healthcare 

professionals is now provided by the family at home (Lantos and Kohrman, 1992; 

McDonald, 2002; Montalto, 2002). Family members have become the major care-

providers for children needing short-term or long-term technical and medical care in 

the home. The impact of this healthcare strategy on families in the community is 

significant. Schachter and Holland (1995) stressed that the shift of responsibility of 

patient care from institution to family produces a spectrum of issues that demand 

psychological, social, ethical, financial, and policy considerations. 

A common incentive for the development of paediatric home care is often 

based on the theory of cost-effectiveness for healthcare systems and the presumption 

of increasing quality of life for technology-dependent children and their families if 

the care is provided at home. However, the literature has not yet undertaken a critical 

examination of the issues associated with the nature and level of professional duty 

and accountability to the technology-dependent children and their families prior to 

and post discharge. These issues raise questions regarding healthcare professionals’  

professional duty to protect a child-patient and his/her family from unnecessary 

physical and emotional harm or burden; their duty and accountability to undertake 

any clinical and therapeutic procedures for patients. It also questions the ethical 

soundness of asking family caregivers to learn and perform complicated clinical 

tasks that were initially our professional commitments to patients and society. 

Hospital staff may assume that families would be both prepared to take their 

technology-dependent child home and cope with the technical care needed at home 

(Cohen, 1995). This assumption can lead to an inadequacy in identifying and 

addressing the potential issues in relation to paediatric home care. For example, 

mothers who cared for children with a tracheostomy at home commented in the 
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Jennings’ s (1990a, 1990b) studies that several people were involved in training them, 

but no single person coordinated the teaching. The mothers were often the only 

person taught the technical procedures and, in one case, a mother was shown how to 

change the tracheostomy tube on the day of discharge. The mothers were anxious 

about the procedures, because they felt they had insufficient training and that the 

procedures were painful to the child and potentially life-threatening. Accordingly, 

this seems to suggest incongruent expectations between parents and professionals in 

relation to training in care (Kirk, 1999a, 1999b). 

Issues of parent-professional relationship 

Several research studies that examined the relationship between parents and 

professionals associated with paediatric home care highlighted the problematic 

nature of the relationship and emphasised the issues of control, trust, competence, 

and boundaries to be explored (Aday et al., 1988; Bond et al., 1994; Coffman, 1997; 

Diehl, et al., 1991). A number of studies also demonstrated that the parent-

professional relationship in a paediatric home care setting is stressful and challenging 

for both the parents (Coffman, 1995) and home care nurses (Scannell et al., 1993). 

Despite minimal literature on the perceptions of parents about the process of 

paediatric home care, some questions have been raised in relation to whether the 

parents of technology-dependent children are being given a choice to accept the 

responsibility of caring for the child at home, and the degree of choice they could 

exercise in the face of professional power (Cohen, 1995; Glendinning and Kirk, 

2000; Sudia-Robinson 1998). 

An in-depth interview study by Kirk (2001) with parents and professionals 

regarding the negotiation process before and after discharge of a child with complex 
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healthcare needs identified that the process and outcome of role negotiation were 

influenced by the imbalance of power relation between the professionals and the 

parents. The study highlighted that the process of role negotiation was complicated, 

not only by the pressure of the expectations of professionals about parenting, but also 

by their contradictory expectations about parental roles. Although the parents were 

asked to be responsible for their child’ s care and become a sophisticated healthcare 

expert, at the same time they were also expected to defer to, and comply with, the 

advice they received from professionals about parenting. 

Kirk (2001) highlighted that while the hospital environment can act as 

catalyst for the professional’ s power over parents in decision making, a home 

territory can empower parent’ s negotiation of roles with professionals as, at home, 

parents gain experiences and confidence from caring for their child and from their 

frequent interactions with professionals. She suggested that changes in the balance of 

power may hopefully lead to building a parent-professional relationship that is 

characterised as a partnership, rather than a conflict. 

New meaning of ‘Home’ 

The rapid growth of high-tech home care has resulted in changes to the 

concept of home. There are concerns with the introduction of medical technology 

into a home (Arras, 1995; Kohrman, 1991). The meanings of a ‘traditional’  home are 

threatened by the intrusion of medical technologies. Home is a place where a person 

feels most ‘at home’  and where a person is surrounded by familiar faces, furniture, 

sounds, smells, tastes, and the comforting rituals of everyday life (Mack, 1991; Reed, 

1996). Home is a personalised autonomous space, as opposed to the public functional 

spaces of hospitals dominated by experts and their machines. 



63 

Although high-tech home care brings some positive aspects for patients and 

families, it may result in transforming a private home into a medicalised home. 

Home may become another form of hospital for technology-dependent children and 

their families. As a result, concerns about the social and ethical consequences of the 

transformation have been raised, leading to a need for an urgent examination of these 

issues (Arras and Dubler, 1995; Sudia-Robinson, 1998). In addition to the necessary 

changes of the physical settings of a home in order to accommodate medical 

machinery, these families who have no specialised medical training often have to 

undertake medical care and coordinate and manage administrative issues in relation 

to the care (Cavanagh, 1999; O’ Brien, 1996). The transformation of home due to 

medical care and technology may result in a dilemma for the families in balancing 

their needs for privacy and autonomy and the burden of medical care in the home. 

The social transformation of home by medical care and technology in a 

society medicalised by medico-technocratic rationality seems to reflect the term of 

‘social iatrogensis’  posited by Ivan Illich (1976: 40). This term explicates the 

pervasiveness of medicine in our surroundings that disengage individuals from 

connecting with the society or realising goals of dignity and quality of life. Another 

example that illustrates the profound impact of medicine on social organisation was 

highlighted by Oldman and Beresford (2000) who examined the impact of the British 

housing design on people with a disability. They found an inadequacy of public 

policy underpinned by a medical model of care for the quality of life of people with a 

disability. The study explained the inadequacy of the medical model because of its 

emphasis on physiology and functional assessment in addressing the needs of the 

people with a disability. The authors proposed a change of perspective in addressing 

the issue and supported a social model of disability that asserts that a ‘problem’  does 
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not originate from functionality and impairment of disabled individuals, but stems 

from society itself. In other words, it is not the individual who is unable to participate 

in society but society which disables the individual from that participation. 

In the context of families with technology-dependent children at home, 

individual needs are currently being identified, estimated, and evaluated on the basis 

of the medical model of diagnostic related groups (DRGs) (Wagner et al., 1988). 

However, the medical model of care lacks consideration of, and sensitivity to, the 

social and emotional needs of the children and their families. Social policy 

constructed on the basis of medico-technocratic rationality is inadequate and 

inappropriate to address the needs of these families. These needs also include the 

issues of changed meanings of home due to the failure to accommodate ethical and 

value-laden considerations that occur in everyday living situations (Cohen, 1995; 

Olsen and Maslin-Prothero, 2001). 

The strength of this research process in comparison with other 
research 

There is a large deficiency of comprehensive and methodologically sound 

results in the current literature in reference to care-giving experiences of primary 

caregivers of in-home ventilator- (or technology-) dependent children.  This 

highlights the significance of the contributions of this research.  The deficiency has 

reduced the comparative strength of the results of qualitative research studies in this 

area (Cavanagh, 1999; Lee, 1996; O’ Brien, 1996; Woody-Wood, 1996), which may 

decrease the credibility of the research studies in the field of paediatric home care.  

The dearth of quality research in this area is disadvantageous to care consumers and 

providers, because it impedes the formulation and implementation of appropriate and 

effective policies and interventions for this area of healthcare. 
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Four areas of methodological weakness are found in the current literature 

examining the experiences of caregivers in caring for a technology-dependent child 

at home. The weaknesses relate to the issues such as: 

• non-specific sampling, or exclusion of paternal participants; 

• absence of a sound methodological underpinning;  

• thematic rather than descriptive categories in presenting results; and 

• preset categories instead of categories built from data. 

A criticism of research methods used in the previous studies may begin by 

examining the issue of unclear sample criteria.  For example, O’ Brien (1996) 

qualitatively investigated the experiences of fifteen families with technology-

dependent children at home and used interpretative interactionism theory to develop 

four themes.  The themes were ‘managing daily life with technology’ , ‘negotiating 

with outside entities’ , ‘maintaining a functioning family’ , and ‘making sense of life’ .  

A weakness of O’ Brien’ s study relates to its unclear sample criteria.  This can 

decrease the generalisability of the results, because the experience of individual 

family members in the home of a technology-dependent child may differ according 

to individual background. A strength of O’ Brien’ s study relates to its use of an 

unstructured interview method that allowed the respondents to openly share and 

reveal their experiences. Another positive remark about O’ Brien’ s study is its 

thematic method analysis, which revealed the daily functioning of the families in 

managing care. However, thematic analysis can lead to breaking the phenomenon 

into items of description. This can limit the scope of the results because it treats a 

phenomenon as fragments of description, rather than as one whole meaning. 
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In contrast, a qualitative study by Cavanagh (1999) used specific samples of 

thirteen families, consisting mainly of the primary and secondary caregivers who 

cared for a technology-dependent child at home. The specific sampling improves the 

generalisability of the results (Streubert, 1995) but the methodological soundness of 

Cavanagh’ s study was debatable. This study applied a narrative form of analysis, 

which is likely to lead to personal biases if ‘bracketing’  is not applied. In Cavanagh’ s 

study report, neither the methodological framework nor the application of 

‘bracketing’  was clearly explained. 

Similar to O’ Brien’ s study, Cavanagh’ s study constructed five themes in 

terms of functions of care-giving.  The five themes were ‘accepting’ , ‘learning’ , 

‘taking back the child’ , ‘reshifting the every day’ , and ‘seeking validation’ . The 

themes revealed the process of coping with care-giving. However, the relationships 

between the themes in Cavanagh’ s study were weakly examined and described, 

which has undermined the relational element and the complexity of the care-giving 

experience of caring for a technology-dependent child at home. 

Moreover, two qualitative studies investigating the care-giving experiences of 

mothers of in-home technology-dependent infants have revealed some significant 

results, however both have shortfalls in their methodologies. The first by Woody-

Wood (1996), who used descriptive exploratory field methods interviewing twenty 

mothers, found three major categories— ‘care giving’ , ‘adaptation’ , and ‘mothering’ . 

The three categories demonstrated the process of mothering a technology-dependent 

infant starting from direct care-giving to gradually adapting the challenges and 

changes from the care-giving.  From the process, a feeling of motherhood was 

experienced. 
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In the second study, Lee (1996) used an interview method and field 

observations to study two mothers who cared for a technology-dependent infant at 

home.  Lee also applied thematic analysis to construct six themes— ‘feelings of 

motherhood’ , ‘the labor of care’ , ‘fear and confidence in caregiving’ , ‘the isolation of 

caregiving’ , ‘help from others’ , and ‘the change in self’ . 

The studies of both Woody-Wood and Lee concluded that the process and 

aspirations to motherhood were the same for mothers of either a technology-

dependent infant or a healthy child.  In addition, Lee pointed out that the infant’ s 

illness and nature of technology-dependence were influential on the establishment of 

the meaning of motherhood. 

Shortcomings in the two studies relate to the lack of methodological rigor due 

to an unclear explanation of their theoretical foundations and the reliance on thematic 

analysis.  Additionally, both studies focused specifically on the care-giving 

experiences of mothers of technology-dependent infants, and thus their results were 

limited to the mother’ s experience only.  Excluding the paternal sample undermines 

the significance of the paternal role in care and decreases the availability of literature 

to identify the needs of fathers.  Reviews have indicated that fathers often play an 

important role in supporting the mothers of technology-dependent children (Stevens, 

1990; Wang and Barnard, 2004).  Future research should consider the dynamics and 

complexity of ‘family care-giving experience’  with a technology-dependent child at 

home, and should value the roles and needs of fathers in these families. 

There are minimal quantitative studies in the existing literature investigating 

the needs of families of ventilator-dependent children, including the needs of 

Australian families (Cooper, 1999).  Most of the existing quantitative studies, found 
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in the United States of America and United Kingdom, used preset categories to 

support or deny hypothetical statements concerning the experiences of these families.  

For example, some of the pre-determined categories that appear in the literature 

relate to nursing hours (Leonard et al., 1993), cost of home care (Roberts, 2001; 

House, 1995), parental coping (Shipley, 1997; Stevens, 1994; Ray and Richie, 1993), 

stress level (Teague et al., 1993; Geary, 1989), and functional impact on family life 

(Fleming et al., 1994).  The use of pre-determined categories may undermine the 

complexity of the care-giving experiences of the families. 

This research will utilise a phenomenographic research approach to 

investigate the care-giving experiences of primary caregivers who care for a 

ventilator-dependent child at home.  The theoretical and epistemological 

underpinnings of phenomenography will be applied throughout the research process, 

which includes specific sample criteria, ‘bracketing’  techniques, and categories of 

description emerged from data. 

Conclusion 

Children are now surviving younger than ever before due to the extensive 

advances in medical and nursing knowledge and technology. Childhood disability is 

thus likely to continue to increase, which in turn increases the demands on financial 

and human resources and the emotional and social costs to families and society. 

Despite the increased development of paediatric home care in the healthcare systems 

of western countries, the social and ethical impacts of paediatric home care on 

families are still uncertain. Although home care is of particular relevance when 

promoting reduced healthcare costs and developmental benefits for chronically 

technology-dependent children, there is a dearth of research investigating the 
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experiences of parents of these children. The lack of research in this area impedes the 

establishment of legitimate and effective paediatric-specific recommendations and 

guidelines in paediatric home care. 

Care-giving experiences of primary caregivers of an in-home ventilator-

dependent child can directly and indirectly influence the care that the child receives. 

Therefore, it is important to understand the care-giving experiences of the primary 

caregivers, so that they can be better equipped with appropriate supports and 

resources to cope with, improve, and maintain the quality of life for the child and 

their family at home. This research focuses on understanding the experiences of 

primary caregivers who care for a ventilator-dependent child with a tracheostomy at 

home through using a qualitative research approach— phenomenography, which is 

explained in the next chapter, as well as the research method of the research. 
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CHAPTER THREE 

PHENOMENOGRAPHY: A QUALITATIVE RESEARCH 

APPROACH 

Introduction 

The research used a phenomenographic approach to investigate the 

phenomenon. The phenomenon under investigation was the experiences of primary 

caregivers who care for a ventilator-dependent child at home. The research 

accomplished the aim of describing and identifying the limited number of 

qualitatively different ways in which the primary caregivers understood and 

experienced the care-giving experiences at home. This chapter reviews the 

theoretical assumptions of phenomenography as an evolving research approach and 

explains the phenomenographic method used in the research. 

Phenomenography: an evolving research approach 

Phenomenography stems from educational research conducted in the early 

1970s, and was developed by a group of researchers, including Marton, Säljö, 

Svensson, and Dahlgren who undertook a joint research project investigating 

students’  qualitatively different ways of learning. A series of research projects in 

association with learning were launched in the attempt to clarify why some students 

do better than others in terms of learning outcomes (Marton, 1981; Marton, Beaty 

and Dall’ Alba, 1993; Säljö, 1982). The research studies led to the development of 

various distinct conceptions about learning, arguing that there are a finite number of 

qualitatively different ways in which learning is understood. Six distinct conceptions 

were identified in Marton’ s et al. (1993) study while Säljö (1982) also found the first 
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five conceptions. The verification of the identified conceptions of learning was made 

by Giorgi (1986) in a similar study undertaken from the framework of 

phenomenological psychology. In summary, the six distinct conceptions of learning 

were identified as: 

• Increasing one’ s knowledge 

• Memorising and reproducing 

• Applying 

• Understanding 

• Seeing something in a different way; and 

• Changing as a person. 

(Marton, et al., 1993) 

The research process of identifying and describing the six qualitatively 

different conceptions of learning has provided a theoretical base for the 

establishment of fundamental assumptions of phenomenography, and hence 

phenomenography has a tradition in empirical research (Marton, 1981; Marton, 

1986; Svensson, 1994). Phenomenography has subsequently continued to develop as 

a distinctive qualitative research approach. 

The goal of phenomenography is to describe and identify various 

understandings of phenomena in the world (Åkerlind, 2002; Barnard et al., 1999). 

The focus is on how things appear to people and the way in which people see their 

world and explain phenomena. It is people’ s experiences and understandings of 

phenomena that are of interest to phenomenographers— accordingly, the research 

approach embraces a second-order perspective to study human experience and 
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understanding. A definition of phenomenography is provided by Marton (1986: 28) 

who states that: 

Phenomenography is a research method adapted for mapping the 
qualitatively different ways in which people experience, 
conceptualise, perceive, and understand various aspects of, and 
phenomena in, the world around them. 

The research approach assumes that there are a finite number of qualitatively 

different ways in which people understand, experience and explain their world 

(Marton, 2000; Marton, 1994; Marton, 1981). This implies that a limited number of 

distinct conceptions of the phenomenon under investigation can be identified and 

described. Marton (1986) emphasised that a limited number of conceptions of a 

phenomenon can be found, regardless of whether they are embedded in the 

immediate experience of the phenomenon, or in reflected thought about the same 

phenomenon. Accordingly, phenomenographers commit themselves to revealing a 

group of distinct conceptions of how a particular phenomenon appears to people. 

Phenomenography has a unique distinction in its emphasis on the collective 

meaning of a phenomenon (Barnard et al., 1999; Marton, 1988). It focuses on 

seeking the variations in the way a phenomenon is understood and experienced by a 

group of people with similar experience. While phenomenography aims to identify 

similar understandings of an experienced phenomenon, it also aims to discern 

different ways of experiencing the phenomenon. The relevance of phenomenography 

to this study is that this research aimed to identify and describe the various ways in 

which a group of primary caregivers experience their care-giving to a child who 

depends on long-term ventilation assistance at home. 

Phenomenography is defined as ‘a scientific research approach that focuses 

on describing conceptions of phenomena in the surrounding world’  (Svensson, 1994: 



74 

12). The research approach has been scientifically categorised into three lines of 

inquiry (Svensson, 1984). The first line of inquiry continues to focus on general 

aspects of learning; the second line of inquiry explores the learning of concepts in 

disciplines such as mathematics, economics, physics or computer programming. The 

third line of inquiry is classified as ‘pure’  phenomenographic interest, and aims at 

identifying and describing the way in which people experience and conceive of 

various aspects of their world (Marton, 1986: 38)— for example, women’ s 

experiences of domestic violence during the childbearing years (McCosker et al., 

2003). Similarly, the research investigating the experiences of the primary caregivers 

in caring for an in-home ventilator-dependent child can be characterised as the third 

line of inquiry. 

Phenomenography is regarded as an exploratory and interpretative qualitative 

research approach with an emphasis on ‘analyzing the meaning that people ascribe to 

the world’  (Säljö, 1982: 36). The research approach provides a method of identifying 

what meanings underlie the way individuals think and experience phenomena. The 

research approach aims to search for a commonality in meaning (Tesch, 1990: 65); 

this meaning is described in non-numerical language. 

Phenomenographic research not only concerns the phenomenon being 

investigated and the people who are experiencing the phenomenon, but also the 

relationship between the two. The focus on making explicit the relationship between 

understandings is one of the profound features of phenomenography (Bowden, 1996; 

Marton, 1992; Marton, 1986; Sandberg, 1996). The major theoretical assumptions of 

phenomenography in terms of its ontology and epistemology are examined in the 

next section. 
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Philosophical foundations of Phenomenography: 

Ontology and Epistemology 

Examining the ontology and epistemology that underpin the research 

approach is paramount. Ontology concerns the study of reality, or of being, with a 

specific set of ideas or a framework. Epistemology concerns the study of the nature 

of knowledge and justification that involves a set of questions, which a researcher 

examines and tries to answer in specific ways (Denzin and Lincoln, 2000; Schwandt, 

1997). Phenomenography was not initially developed from a system of philosophical 

assumptions or foundations, and did not come about with a set of metaphysical 

beliefs and positions about the nature of reality and nature of knowledge (Säljö, 

1994; Svensson, 1994). 

Nevertheless, Marton (1992) claimed that phenomenography has its ontology 

in non-dualism. The non-dualist ontological position and the fundamental 

assumptions about the nature of conceptions are essential to phenomenography 

because they reveal the distinct origin of the research approach in comparison to 

other empiricist and positivistic research paradigms that focus on a rational view on 

people’ s relationships with the world. Phenomenography takes the view that 

conceptions are the understandings of people about their world in which phenomena 

are perceived and experienced in a finite number of qualitatively different ways 

(Dahlgren and Fallsberg, 1991; Marton, 1986; Marton, 1981; Säljö, 1994; Sandberg, 

1996; Sandberg, 1994; Svensson, 1994; Svensson, 1984). 

Non-dualism 

The non-dualistic position of phenomenography concerns the immediate 

character or nature of the object or phenomenon. This ontological stance highlights 
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that it is the ‘known,’  or our understanding of the world, that forms the basis of 

phenomenographic research (Marton, 1992). Svensson (1994: 14) explained that 

phenomenographic researchers ‘present understanding of the research objects rather 

than on beliefs concerning the unknown’ . What we experience every day and at this 

moment gives us the immediate access to the reality of our surrounding world— the 

reality of our world is our experience and understanding of the world. Therefore, 

phenomenography assumes the non-dualist ontological position through a second-

order perspective; that is, describing the world as it appears to those experiencing it, 

whereas a first-order perspective focuses on describing the world as it is, which 

characterises the underpinning of phenomenology (Marton and Booth, 1997; Marton, 

1986). 

The non-dualistic assumption implies that subject and object are 

inseparable— the subject’ s experience of the object is a relationship between the two. 

The relationship between subject and object are central to phenomenographic 

research. Non-dualistic ontology posits that there is one world, which is experienced 

and understood in different ways by human beings (Marton, 2000). Here, ‘one world’  

as explicated by Marton also implies that ‘our world’  is understood from meanings 

generated by subjects when thinking about an object. The relationships between 

subject and object are simultaneous and complex; this is in contrast to the view that 

experiences are experiences of objectively and independently existing objects 

(Marton, 1994). Marton (2000: 105) elaborated that ‘an object of experience is not 

independent of the way in which it is experienced does not imply that the object is 

identical with the way in which it is experienced’ . A subject’ s experience of an 

object will vary according to the unique situation between subject and object—

therefore, they do not have an independent, but rather a dependent relationship. 
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In phenomenography an object is seen as a complex of the different ways in 

which it can be experienced. These different ways are logically related to each other, 

in the sense that they are experiences of the same object. An experience of an object 

is therefore not a subjective mirror of the real object, but a part of the whole that is 

subjective and objective concurrently (Marton, 2000). An object is therefore 

constituted by the different ways in which the object is experienced or understood by 

the subject. 

It is the ‘experienced world’  that is of interest to phenomenographers (Uljens, 

1996). The ‘experienced world’  refers to the conceptions of an individual who relates 

to his or her world through life experience which form the ‘reality’  of his or her 

‘lifeworld’  (Uljens, 1996: 105). Uljens (1996: 112) explained that ‘a 

phenomenographic conception is the way man is related, or rather conceives himself 

to be related, to the world. Thus the world is thought to give itself to us through our 

experience of it’ . A non-dualist stance focuses on developing a theory not from the 

world itself, but from an individual’ s experience of the world. This means that there 

is no ‘absolute’  truth about the world; the world exists in the individual’ s 

understanding and experience of his or her surroundings. The world is equivalent to 

what and how it is understood by human beings, and therefore the concept of 

conceptions is one fundamental theoretical assumption of phenomenography. 

The nature of conceptions 

A conception is defined as a qualitatively distinct manner in which 

individuals describe the way they think about a phenomenon (Marton and Booth, 

1997). There are a number of general assumptions about conceptions that are 
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developed from empirical research in phenomenography, these are summarised in the 

following section. 

• The most important element of conceptions is the relationship between subject 

and object, thus any conception must have at least two related parts which 

together create meaning (Svensson, 1994: 14). The relationship is sometimes 

labelled an ‘internal relationship’ . (Internal relationship means that meaning is 

constituted within the subject-object relationship; external relation means that 

meaning is constituted outside that relationship, for example from a domain or 

a discipline). 

• Dialectically related structural and referential components characterise the 

internal relationship (Marton, 1992). 

• ‘Conceptions represent the organised content of thinking’  (Svensson, 1994: 

17). 

• ‘The relation between thought and reality . . . is varying in character’  

(Svensson, 1994: 15). 

• ‘Conceptions are dependent on both human activity and the world or reality 

external to any individual’  (Svensson, 1994: 14). 

• ‘Conceptions are not entirely naturally given entities, neither are they totally 

subjectively constructed entities’  (Svensson, 1994: 15). 

Most importantly, conceptions are not seen as some sort of mental entity, but 

rather as distinct features in the experience of a phenomenon shared by a group of 

individuals (Svensson, 1994). Marton (1986) emphasised that a conception is not a 

mental representation or a cognitive structure; rather, it is a way of being aware of 

our world. Johansson et al. described it as: 
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We are not trying to look into the (person’ s) mind, but we are 
trying to see what he or she sees; we are not describing minds, but 
perceptions; we are not describing the (person) but his or her 
perceptual world (1985: 257). 

Awareness 

A person can experience different things simultaneously and understand 

experience in different ways. This totality of a person’ s experiences, her or his 

relatedness to the world, is what Marton calls ‘awareness’ . The term awareness is 

used interchangeably with the term ‘consciousness’ . Awareness implies that a person 

can be aware of one thing or a few things at a time and that all other things are 

outside his and her awareness (Marton and Booth, 1997; Marton, 1994). There is also 

a structure in human awareness. From the perspective of information processing 

psychology, awareness refers to primary memory or short-term store. This is 

described by Carr (1979 cited in Marton, 1992: 91) as: 

 . . . a rather small amount of . . . highly activated, readily available 

information which is kept alive in the mind— or held in consciousness— while the 

person is actually making use of it, and which fades out of consciousness or is 

replaced by new information quite rapidly as soon as the person stops using it. 

Marton (2000: 110) explained ‘certain things come to the fore, they are figural, they 

are thematised, while other things recede to the ground, they are tacit, they are 

unthematised’ . Moreover, Marton clarified that an awareness is not dichotomy such 

as figure-ground; thematised-unthematised; explicit-implicit. They are different 

intensities or degrees of how figural, thematised, and explicit things or aspects are in 

awareness. Awareness has a particular structure that gives meaning to a person’ s 

experiences (conceptions) of a theme or object. Experiencing an object as something 
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discerns the object from its context or environment which requires experiencing it as 

some particular thing with meaning (Marton and Booth, 1997). 

Accordingly, ‘structure presupposes meaning, and at the same time meaning 

presupposes structure’  (Marton and Booth, 1997: 87). Hence, when something is 

experienced there are two aspects (meaning and structure) that are dialectically 

intertwined and coexistent. In the structure of awareness, specific experiences, or 

conceptions of a theme or object may be described in terms of the way in which it is 

delimited from, and related to, a context (external horizon), and in terms of the way 

its component parts are delimited from, and related to, each other, and to the whole 

(internal horizon) (Marton, 2000). 

Structural aspect (external and internal horizon) and Referential 
aspect 

In phenomenography the meanings attributed to the surrounding world are 

continuously changing. Phenomenographic research does not attempt to capture the 

‘absolute’  truth of a phenomenon; instead, it is an attempt to illustrate the 

phenomenon at a specific level of description. Marton (1986: 7) explained that this 

specific level of description aims at corresponding to ‘a level of experience believed 

to be critical as far as our capabilities for experiencing certain phenomena in certain 

ways’ . As such, phenomenographic research is pragmatic and descriptive. The 

specific level of description is constructed on two dialectically intertwined aspects, 

namely structural and referential (Marton, 1992). 

An experience of a phenomenon is a way of delimiting component parts of 

the phenomenon and relating them to each other and to the context of the 

phenomenon. The delimitation from and relating to a context is the ‘external horizon’  
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of the phenomenon, whereas the delimitation and relating of parts are the ‘internal 

horizons’  of the phenomenon (Sandberg, 1994). The external and internal horizons 

together make up the ‘structural aspect’  of the experience. There is also a 

corresponding ‘referential aspect’  in the meaning derived from the experience. The 

structural and referential aspects of the internal relation between subject and object 

are essential elements of conceptions in phenomenography (Bruce, 1997). 

Experience as relationship between subject and object 

In phenomenography, the nature of experience refers to a relationship 

between subject and object; the experience is as much an aspect of the subject as it is 

of the object. Marton (2000: 105) elucidated that the expression “‘how the subject 

experiences the object’  is synonymous with the expression ‘how the object appears 

to the subject’ ”. Phenomenographers argue ‘experience’  (‘conception,’  

‘understanding,’  ‘perception,’  and ‘apprehension’ ) as a relationship between subject 

and object, is ‘something seen in some way by someone’ . 

Additionally, the way into the understanding of an object, theme, and 

phenomenon is always by awareness, and thus a phenomenon is understood in terms 

of the subject’ s previous relevant experiences present in awareness. It is simply not 

possible to deal with an object without experiencing or conceptualising it in some 

way. In this sense, subject and object are not independent, but they form a unity; 

there is a relationship between them, which is called an internal relationship (Marton 

and Booth, 1997). Thus, an experience or a conception of a phenomenon is the 

internal relationship between subject and object (Svensson, 1994; Svensson, 1984). 

Subject and object are what they are in relation to each other. A way of 

experiencing or understanding a phenomenon reflects as much about the experienced 
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phenomenon as it describes the experiencing subject. Therefore, conceptions as 

awareness represent two aspects of a phenomenon, which are ‘the phenomenon as it 

is, and the relationship of the phenomenon as it is experienced’  (Svensson, 1984: 4) 

This line of thought about conceptions is influenced by Gurwitsch’ s theory of 

consciousness (Marton, 1992, 1993, 1994) and Husserl’ s theory of intentionality 

(Sandberg, 1994). Both the theory of consciousness and the theory of intentionality 

draw on phenomenological perspectives. 

According to Gurwitsch (1964), there are three domains in the total field of 

consciousness— theme, thematic field, and margin. The theme refers to central focus 

of a person’ s mind in his or her experience. Next, the thematic field, defined as 

totality of those data, refers to the surrounding field of the theme, which contains 

relevant and pertinent data to the theme. The margin is the third domain that contains 

no relevant data to the theme despite co-existing with the theme and thematic field. 

The interplay of the three domains is important in the understanding of conceptions 

in that the theme may be replaced by any aspects from the thematic field and the 

oscillation continues to occur according to a person’ s experience. The experience 

determines the historical aspect of the conceptions. 

The theoretical foundation of conceptions also stems from Husserl’ s theory of 

intentionality. The theory of intentionality consists of two essential elements, called  

noema and noesis that concern the intentional relationship between subject and 

object. The intentional relationship is portrayed by ‘the noema or noematic correlate 

for the conceiving meaning, and the noesis or noetic correlate for the conceiving act’  

(Sandberg, 1994: 55). The noetic correlate refers to the act of focusing on some 

aspect of reality that results in the noematic correlate where meanings are given to 
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the act. The act and the meaning combine to form a conception that refers 

respectively to the structural and referential aspects of a conception in 

phenomenographic terms. That is, the two elements of the theory of intentionality by 

Husserl as noesis and noema correspond with the two elements of internal horizon in 

phenomenography as ‘structural aspect’  and ‘referential aspect’  (Sandberg, 1994: 

55). 

Relational knowledge 

Svensson (1994) explained conceptions as the organised content of thinking 

that constitute knowledge as subjective and relational. The knowledge is attributable 

to meaning and understanding, which reflects common and different views of 

phenomena. The meaning and understanding of a phenomenon as a product of 

thinking is dependent upon context and culture, which presents knowledge as 

relational. 

The choice of conception as the central kind of phenomena and 
concept in describing knowledge, thus meant a move from an 
objectivistic and inter-subjectivistic view of knowledge to a more 
subjective and relative view. It meant assumptions that knowledge 
fundamentally is a question of meaning in a social and cultural 
context. However, it also meant that this meaning was related to 
well-delimited entities and objects, having a certain complexity. 
Knowledge was seen as the meaning of and the understanding of 
wholes or complexes representing objects or phenomena 
(Svensson, 1994: 12). 

The development of knowledge as relational links to its external reality; the 

whole and the delimitation of parts. The ‘whole’  is comprised of different related 

entities that are formed by different delimited parts. The different related entities 

combined are referred to as human thinking. Human thinking, or a conception, is 

constructed from parts that constitute the whole of our understanding of a 

phenomenon. Knowledge is both the whole and the delimited parts. The whole refers 
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to the concept of which people have knowledge that emerges from related entities 

and gives characters to form wholes. The delimited parts refer to the distinct 

characteristics of understanding that give specific meaning to our understanding of a 

phenomenon. The term delimit means the suspension of attributed meaning or 

definition in a preconditioned viewpoint (Barnard, et al., 1999). A meaning is 

constituted by parts coming together as wholes that consist of both commonalities 

and differences in the meaning. Thus, there are always a number of similarities and 

differences in the way the world appears to us, and in the way we experience the 

world. These differences arise from the nature of context of experience (Svensson, 

1994; Svensson, 1984). 

The context of experience determines the ways in which the conceptions are 

developed, and thus conceptions are abstractions from reality. They are not static and 

are dependent upon the way in which people think, experience, and believe about 

phenomena in accordance with the frame of context at the time. Therefore, 

conceptions are subject to the context of experience, and as such the nature of 

conceptions reflects the fluidity of meaning as meaning travels between 

commonplace understanding, the context of experience, and intellectual insight 

(Ellul, 1968). 

The concept of context 

A phenomenon and its context are inextricably linked together and can be 

seen as a rope. Cole (1992) described context metaphorically as rope, and that this 

may have derived from the Latin world contextere, which means to weave together. 

Accordingly, the meaning of the word context is ‘the connected whole that gives 

coherence to its parts’  (Odelfors, 1996: 11). 
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The concept of context is indistinct and weakly examined to date in respect to 

its theoretical perspective or its epistemological dimension (Friberg et al., 2000). 

Friberg et al. (2000) suggested that the discussion of context can take a more 

pragmatic view— the meaning of context can be derived from the research process. 

The primary caregivers’  understandings of their experiences constitute the context of 

the phenomenon. This is because: 

…the context depends on what the subjects find relevant and 
meaningful. Consequently, to understand the meaning of an 
utterance in a research situation, its actual context cannot be 
decided in advance or by an outsider. Instead, the researcher is 
guided by the utterance toward an understanding of the relation 
between talk and context (Friberg et al., 2000: 38). 

The relationship between a phenomenon and its context are discussed in 

terms of two characteristics of context; local context and global context. Examining 

context as the local and global context leads to a clear articulation of the relationship 

of a phenomenon with its context. Firstly, local context is immediate and timely, 

which consists of what comes before an utterance together with its contextual 

background (Goodwin and Duranti, 1992). Context in this meaning refers to the 

interactive dialogue in the research situation which includes both talk and action. The 

primary caregivers reflected and talked (the utterance and the act of utterance) about 

those experiences that were most critical to them and formed access to their 

understandings of the phenomenon. These experiences formed the immediate context 

of the phenomenon. 

Secondly, ‘global context is mediated as regards personal knowledge and 

conceptions. This is due to aspects such as language, communicative roles and social 

and cultural representations of the world’  (Friberg et al., 2000: 38). Global context 

can be understood as the concept of pre-understanding drawn from the hermeneutic 
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paradigm that refers to the theory of the interpretation of meaning of an object. Pre-

understanding is a structure of thought that is unreflective until a human 

interpretation of a phenomenon takes place (Gadamer, 1989). This stance infers that 

an objective view of a phenomenon is invalid as there is an inherent understanding in 

a phenomenon prior to an act of thinking about the phenomenon. Furthermore, global 

context can also be explained in terms of culture and tradition. According to Säljö 

(1997; 1994), human utterances are meaningful only if they are understood as 

discourse (talk and action). Talk and action are interrelated— talk is understood as 

action. We make sense of our world by our experiences of the world through 

different discursive practices that are socio-culturally interactive (Duranti and 

Goodwin, 1992). The making-sense is contextually dependent, wherein specific 

frames of interpretation within the discourse modulate our experiences of the world. 

When human thinking and action is the subject of an investigation, the individual, the 

behaviour, and the language all need to be examined, not in isolation but in 

connection with socio-cultural context. Additionally, the global context is 

homogeneous and consistent across individuals with similar experience. 

Commonality in human thinking of social phenomena is present, despite any 

differences in the geographical, cultural and historical aspects (Wenestam, 1986). 

Accordingly, if there is a collective understanding of a specific phenomenon, then it 

is possible to identify understandings of the phenomenon empirically. 

Discerning both the local and global context of the phenomenon of interest is 

important for this research as it deals with human experience and understanding in a 

specific healthcare context. The context of the phenomenon under investigation was 

the home of a ventilator-dependent child. Both the local and global context were 

revealed in the research process. Firstly, data was decontextualised along with the 
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phenomenographic analytic steps whereby data is analysed within the frame of its 

context, and secondly, recontextualising of results was undertaken in the discussion 

of the significance of the result (Friberg et al., 2000). 

Epistemology of Phenomenography 

The ontology and epistemology of phenomenography are interdependent 

(Uljen, 1996). The ontological position concerns the relationship between 

consciousness (individual mind and intentionality) and reality (life experience), 

whereas epistemology refers to the relationship between reality and descriptions, for 

example in language, sign or symbol (Uljens, 1996). 

The epistemology of phenomenography takes the view that the reality is 

always dependent upon how it is understood or perceived by an individual, and thus 

it can be accessed through discourse. This view has significant implications for the 

ways phenomenographers answer epistemological questions. Uljens (1996: 115) 

stated that phenomenographers ‘must ask to what extent the theory corresponds to 

human experience and understanding and not to the extent to which it corresponds to 

reality as such’ . Hence, the epistemology of phenomenography aims at the 

descriptive level of the experienced world and concentrates on the content of the 

description revealed by people in their experiences of phenomena. 

The focus on description is essential in phenomenography as it reflects that 

knowledge is understood and accessed in terms of meaning, and similarities and 

differences in meaning (Svensson, 1994). The emphasis on generality of meaning of 

a particular experiential phenomenon is thus central to phenomenography. Svensson 

(1994) pointed out that the less generality of meaning that is assumed the more 

reflectively it mirrors the individuals’  conceptions of a specific phenomenon. 
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Therefore, in phenomenographic research the aim is not to ‘fit’  the data into pre-

defined categories or variables, but to accomplish the generality of meaning by 

empirical research through specific methods and techniques in data collection and 

analysis. After analysis, the results are presented in two forms: categories of 

description and an outcome space, which together represent the phenomenon. 

Outcomes as categories of description and an outcome space 

Categories of description and an outcome space are two important forms of 

presentation of results of phenomenographic research. Marton (1994) explained that 

categories of description act as the representation of the conceptions of a 

phenomenon, whereas an outcome space acts as the representation of that 

phenomenon. 

The logically structured complex of the different ways of 
experiencing an object has been called the outcome space of the 
object. Outcome space thus turns out to be a synonym for 
‘phenomenon’  (the thing as it appears to us, contrasted with the 
Kantian ‘noumenon,’  the thing as such) (Marton, 1993: 4424). 

In phenomenography, the conceptions are presented in the form of categories 

of description that reflect the meanings that people attribute to a phenomenon. This is 

opposite to the positivistic scientific stance where ‘truth’  is determined by 

discovering a correspondence between theory and external reality. Categories of 

description are descriptive characterisations of prominent features of an experience, 

not a description of the experience itself (Åkerlind, 2002). Categories of description 

are an abstract tool and a scientific form of expressing the central meaning of 

conceptions, characterising the similarities and differences in meaning, and 

presenting a limited number of qualitatively different ways in which a phenomenon 

is understood and experienced (Dahlgren and Fallsberg, 1991; , Säljö, 1994; 
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Sandberg, 1994; Svensson, 1994). According to Marton (1988), categories of 

description can be classified into four types: relational categories that identify the 

intentional or subject-object relations constituting the conception; experiential 

categories that elucidate the experience of individuals of a phenomenon; content-

oriented categories that describe the meaning of the phenomenon in question; and 

finally, qualitative categories that reveal the phenomenon in question (Marton, 1988: 

181). 

Through analysis, common meanings are formed as categories and are 

compared and grouped as an expression of understanding. The phenomenon of 

interest is not attributed to any single category of description but rather the collective 

conceptions represented by the group of categories of description identified by the 

research. However, the categories of description may not represent the entire scope 

of possible conceptions of a phenomenon under investigation, because the categories 

identified reflect the conceptions of the phenomenon that is experienced ‘here and 

now.’  Therefore, categories of description are subject to the difference in time and 

context. Most importantly, consistent and rigorous application of the theoretical 

assumptions of the research approach facilitates eliciting the emerging conceptions 

of individuals related to the phenomenon within a specific context. 

A common type of data used in phenomenographic studies is interview 

transcripts (Marton and Booth, 1997); however other types of data are also being 

analysed— such as pictures or drawings (Barnard and Gerber, 1999). For example, 

interview transcripts are first-hand data of people’ s understanding of a phenomenon, 

and therefore the researcher needs to pay attention to important meanings constituted 

in words and statements in reference to the context of particular transcript. Important 

meanings are identified and condensed in an entire transcript and compared with 
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other transcripts. Similar meaning units are grouped to form several categories to 

reveal the similarities and differences in the conceptions of a phenomenon. 

Importantly, the context of experience is considered in analysis as it 

influences the way the categories are related to each other. The categories of 

description are organised in a systematic and meaningful way to describe the 

relationship between the conceptions of the phenomenon under investigation; this is 

called the ‘outcome space’  (Marton, 2000; Marton, et al., 1993; Svensson, 1994). 

An outcome space portrays the structural relations between the categories of 

description in a diagram, which can be presented in horizontal, hierarchical or 

circular forms, subject to the phenomenon in question (Marton, 1993). Outcome 

space has been described as a ‘map’  (Sandberg, 1996) of the qualitatively different 

ways in which a phenomenon is experienced by, or appears to, people. An outcome 

space is therefore regarded as ‘a configuration of the set of categories, rather than 

being itself a representation of individual conceptions’  (Sandberg, 1994: 88). The 

structural relationship of the categories of description identified from data constitutes 

the outcome space that represents the phenomenon of interest. 

Methods of the research 

This research began with a pilot study of three participants. Three participants 

were sufficient to allow the researcher to examine and ensure the clarity of the 

interview questions. The pilot interviews have assisted the researcher, not only to 

identify and manage issues raised in the initial interviews, but also to construct 

relevant interview prompts that have helped the respondents in the later interviews to 

describe and explain their experiences. Francis (1996) suggested that pilot interviews 

are one way to identify a range of possible responses, including the unexpected, to 
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stimulate thinking further and to re-orientate any misunderstanding of the interview 

purpose. 

Multi-site participant recruitment 

The recruitment of participants for this research occurred in four healthcare 

institutions across four states in Australia: Queensland, New South Wales, Victoria, 

and South Australia. Only four states were considered due to travel distance 

concerns. The agreement for supporting the research from the sponsors of each 

institution was obtained both verbally and in writing prior to the recruitment. 

After ethical clearances from the four healthcare institutions and Queensland 

University of Technology were obtained, the contact details of potential participants 

were released to the researcher. A phone call was made by the researcher to potential 

participants explaining the nature and purpose of the research and asking for their 

permission to send them the information about the research (‘Research Participation 

Information Statement’  and ‘Consent Form’ — see Appendix One and Two). Two 

weeks later, a second phone call was made to the participants to determine their level 

of interest in participating in the research and to clarify any questions. An interview 

time and place with the researcher was decided if the participant agreed. 

The nature of the study, potential risks of an in-depth interview, and support 

services available in this research were explained to the participants verbally and in 

the subsequent letters (‘Research Participation Information Statement’  and ‘Consent 

Form’ ). Both written and verbal consents from the participants were obtained prior to 

commencement of an interview. 
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Participant selection criteria 

This research invited home carers, who were primary caregivers of a child 

who depended on ventilation assistance via tracheostomy, to participate. The 

selection criteria were provided to home care liaison nurses (the sponsors of the 

participating healthcare institutions) who followed the selection criteria to inform 

potential participants about the research. 

Primary caregiver 
• Primary caregivers who provide medical, technical care, and general care to a 

ventilator-dependent child at home, and 

• Able to understand and speak English. 

The ventilator-dependent child of the primary caregivers 
• Age younger than eighteen, 

• Needing short-term (equal to, or more than, three months) or long-term 

ventilator support, and 

• Requiring intermittent or continuous invasive ventilation assistance via 

tracheostomy with a mechanical ventilator. 

Home context 
• Children receiving ventilator support at home for equal to, or more than, three 

months since the initial discharge from hospital. 

Interviews were undertaken at different times if both the first primary 

caregiver and the second primary caregiver of a ventilator-dependent child were 

involved in the research, so that individual primary caregivers could focus on and 

describe their experiences. 
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There was one couple in the research who had been caring for their 

ventilator-dependent child at home for nine years, and the tracheostomy of the child 

was closed about a year ago, so the child was currently depending on mask 

ventilation. Although this research looked for primary caregivers who were currently 

caring for a child depending on invasive ventilation assistance via tracheostomy, it 

was also appropriate to include those primary caregivers who had previously cared 

for their child who was dependent upon invasive ventilation assistance via 

tracheostomy. In phenomenography, a retrospective perspective of the phenomenon 

under investigation is considered as pertinent, provided the participants had relevant 

experience of the phenomenon under investigation (Bowden, 1996; Marton, 2000). 

Number of participants 

There were seventeen participants in this research. The number was sufficient 

to generate rich data, because towards the end of data collection the data was 

saturated. The total number of participants in this research was also dependent upon 

the number of families that were able to be accessed for the research during the time 

span of the data collection, which was about six months. 

The participants in the research included thirteen biological parents (ten 

mothers and three fathers), two foster care parents (a mother and a father), a fifteen- 

year-old sibling, and a home carer nominated by a mother in the research. 

Demographic details of the participants are provided in Appendix Three. 

Data collection 

The primary method of data collection in this research involved interviews 

conducted from the months of April to October in the year of 2002. The length of 
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data collection depended on the amount and quality of data collected and the 

availability of potential participants during these months. The researcher was the 

only person who was involved in the data collection and analysis. All the participants 

had asked for interviews to be undertaken in their own homes. 

Interviews and interview questions 
Interviews were used as the method of data collection so that participants 

were able to articulate and describe their experiences at home. Face-to-face in-depth 

interviews with the participants were undertaken in accordance with their 

convenience. 

Interviewing has been the primary method of data collection in 

phenomenography. The what and how questions were asked, and were a highly 

important part of the method. The questions used were directed towards the 

phenomenon under investigation and were open-ended (see examples on pages 93 

and 94), so that the participants could choose the dimensions of the question they 

wanted to answer. Marton (1986: 42) highlighted that ‘the dimensions they choose 

are an important source of data because they reveal an aspect of the individual’ s 

relevance structure’ . The participants’  approaches to the question and the aspects 

they chose to consider were important for the analysis. The interview questions were 

‘designed to be diagnostic, to reveal the different ways of understanding the 

phenomenon within that context’  (Bowden, 2000: 8). 

In describing the nature of the phenomenographic interview, Marton (1994: 

4427) explained it as: 

The interview has to be carried out as a dialogue, it should 
facilitate the thematisation of aspects of the subject’ s experience 
not previously thematised. The experiences, understandings, are 
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jointly constituted by interviewer and interviewee. These 
experiences, understandings, are neither there prior to the 
interview, ready to be ‘read off,’  nor are they only situational 
social constructions. They are aspects of the subject’ s awareness 
that change from being unreflected to being reflected. 

The emphasis on purpose throughout a phenomenographic interview is 

important (Francis, 1996: 40). The participants were encouraged to reveal, through 

discourse, how the care-giving experience at home appeared to them. The interviews 

had a focus— the way in which participants understood the chosen phenomenon—

and this focus was maintained throughout the interviews. 

The interviews were exploratory, focusing on the world of the participants 

who revealed their beliefs, values, reality, feelings and experience of the 

phenomenon under investigation. The interviewer used the recommendations of 

Kvale (1996) who suggested twelve principles for qualitative interviewing. The 

principles require an interview to be: theme-centred, interpersonal, based on an 

assumption of shared meaning, qualitative in nature, descriptive, particular in intent, 

presumption-less, supported by minimal ambiguity, able to be altered, sensitive to 

each person, focused on a phenomenon, and a positive experience for all people. 

Semi-structured interview questions were constructed prior to the 

commencement of data collection. The opening interview questions used in the pilot 

study and main study were: 

• ‘What does having your child at home mean to you?’  

• ‘What is your typical day?’  

• ‘What are the impacts on your life by having your child at home?’  

• ‘What do you think about the machines at home?’  

• ‘How do you do the care at home?’  
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• ‘What do you think about the nurses (or carers) at home?’  

• ‘What do you think of the experience at home?’  

Clarifying questions were used such as ‘Could you explain that further?’ ; 

‘What is an example?’ ; ‘What do you mean by that?’ ; and ‘Is there anything else you 

would like to say about this issue?’  The interviews were conducted in such a way to 

create a flexible, open, friendly and accepting interview atmosphere. 

The interview questions used also aimed to encourage the participants to 

reflect on what they had described, to explain further their understanding or any 

contradictions, and to focus on specific aspects of understanding identified by them. 

During the interviews, asking the participants to comment on and clarify any 

inconsistency between their descriptions was useful for analysis. 

Bruce (1994) explained that when describing experience an interviewee will 

show two levels of understanding, which are the internal and external horizons of the 

understanding. Both levels of understanding were sought from the participants. The 

internal horizon consists of the specific characteristics of a phenomenon, which 

refers to the understanding that is both clear and accepted and delimited in 

connection with related parts of a concept. The external horizon is the outer 

boundary of understanding where descriptions are unclear. The understanding at the 

level of external horizon needs reflection and explanation as it is often being 

considered and thought about for the first time, therefore the concepts in this level of 

understanding are delimited from others within a context. For example, a number of 

participants had raised the inconsistency of their understanding of the impacts of 

home nursing on their life and felt confused in the interviews. The contradiction was 

difficult to explain, or the participants were unsure about what they were trying to 
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say. Discourse at the level of external horizon of understanding required supportive 

prompting from the researcher in order to improve the clarity of the understanding of 

the participants. 

Data Analysis 

Interviews were audiotaped, transcribed verbatim, and analysed. Principles of 

phenomenological research were used, in the process of both data collection and 

analysis. These included the rule of epoche (bracketing), the rule of description 

focus, and the rule of horizontalisation (the ascribing of equal value to all description 

and experience) (Bruce, 1997). 

The technique of bracketing was applied throughout the research process. 

Bracketing any preconceived notions of the researcher about the phenomenon in 

question during interviewing and data analysis was undertaken so that personal 

biases were avoided. Bowden (2000) suggested that, in order to counteract personal 

biases, a careful reading of the whole transcript should be carried out— where 

individual researchers make a conscious attempt to ‘bracket’  their own perceptions 

and concentrate on data in the transcripts. 

During analysis, the researcher read and looked for meanings within the 

context of each transcript and between the transcripts. It is essential that the data 

were analysed in reference to their context, as Marton (1986: 42) highlights the 

importance of contextual analysis: 

The first phase of the analysis is a kind of selection procedure 
based on criteria of relevance. Utterances found to be of interest for 
the question being investigated . . . are selected and marked. The 
meaning of an utterance occasionally lies in the utterance itself, but 
in general the interpretation must be made in relation to the context 
from which the utterance as taken . . . The phenomenon in question 
is narrowed down to and interpreted in terms of selected quotes 
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from all the interviews. Of course, the quotes themselves are 
interpreted and classified in terms of the contexts from which they 
are taken. 

During analysis, the researcher also identified descriptive categories that 

reflected the emerging understandings of the phenomenon under investigation. The 

identification process involved ongoing selection and comparison of significant 

meanings that emerged from the transcripts (Marton, 1992; Marton, 1993). The 

selection of categories was carried out by a slow and intense process of sorting and 

grouping similar data and identifying any differences between categories. Marton 

(1986: 43) provided the following general direction of this stage of analysis: 

A step-by-step differentiation is made within the pool of meanings. 
As a result of the interpretative work, utterances are brought 
together into categories on the basis of their similarities. Categories 
are differentiated from one another in terms of their differences. In 
concrete terms, the process looks like this: quotes are sorted into 
piles, borderline cases are examined, and eventually criterion 
attributes for each group are made explicit. In this way, the group 
of quotes are arranged and rearranged, are narrowed into categories 
and finally are defined in terms of core meanings, on the one hand, 
and borderline cases on the other. Each category is illustrated by 
quotes. 

The literature on phenomenographic analysis is not limited to any specific 

type of analytical procedure because the treatment of data will vary according to the 

type of the phenomenon being investigated and the results obtained (Svensson, 1984: 

22). The analysis method chosen for use in this research was recommended by 

Dahlgren and Fallsberg (1991). Seven steps of analysis were used: familiarisation, 

condensation, comparison, grouping, articulation, labelling, and contrasting. Each 

step was completed with the assistance of a qualitative software package— ATLAS.ti 

(Barry, 1998). The software was a useful tool to facilitate the mobilising of data for 

selecting, sorting, comparing, and grouping. The quality of the analysis was 

maintained by adhering to the guidance of Dahlgren and Fallsberg and constant 
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awareness of possible personal biases on analysis. The seven steps of analysis are 

presented in the following section. 

Familiarisation required the researcher to read through transcripts 

thoroughly and many times to become familiar with the data. This process involved 

listening to the audiotapes, and comparing the audiotapes to typed and electronic 

manuscripts. The purpose of checking was to correct any typing errors or 

incongruent wordings between the tapes and the transcripts, which helped with 

familiarising the transcripts and identifying ‘meaning units’ . 

Meaning units were identified from the important words, statements or 

sections of transcript that described the care-giving experiences of the participants. 

These descriptions were given significant meanings within the context of experience 

of each transcript. Meaning units were identified against the context of all interview 

transcripts rather than by specific words or statement. Therefore, as the analysis 

evolved, meaning units identified eventually became common meanings shared by 

all interview transcripts rather than meaning ascribed to a specific transcript. 

Condensation involved the researcher identifying any significant 

descriptions or statements that summarised the understandings of the phenomenon. 

These were short statements that were meaningful and were identified by the 

researcher using a highlighting function of the software with a mouse and then 

cutting and pasting the statements to the coding margin (meaning units margin) on 

the window for the later phases of analysis. The statements were compared, arranged, 

and organised according to any similarities and differences in meaning. 

Comparisons referred to the process of comparing the meaning units from 

each transcript for similarities and differences. Comparing meaning units across 
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transcripts was undertaken with the assistance of specific functions of the software 

whereby the transcripts were mobilised concurrently within the same window by a 

mouse click in response to the search for specific meaning unit within the transcript 

and between transcripts for comparing and grouping. 

Grouping involved the process of gathering similar meaning units and 

separating different meaning units. This was an important step to the construction of 

categories of description. The process was repeated several times to build relevant 

categories and was undertaken in an unbiased manner by focusing on similarities and 

differences between categories of description. 

Articulating referred to the work involved in describing and explaining the 

components of the meaning in each category. This was repeated several times until 

the description of each category reflected the understanding of the participants. 

Labelling referred to the process of naming the categories by applying the 

exact statements of the participants or constructing linguistic expressions that 

reflected the understandings of the phenomenon under investigation. 

Contrasting involved a process whereby categories were compared for 

similarities and differences so that a logical relationship between the categories was 

identified. The process required the identification of a structural relationship between 

categories, which led to the construction of an outcome space. This was the ending 

point of the analysis where a diagrammatic representation of the phenomenon under 

investigation was established. 
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The outcomes based on phenomenographic research process 

The outcomes of this research are presented in the form of categories of 

description and an outcome space. Categories of description describe the conceptions 

of the primary caregivers of the experience in caring for a ventilator-dependent child 

at home. It is important to note that the conceptions do not represent any one primary 

caregiver, but reflect the understandings that are common to all primary caregivers 

with similar experience. 

The outcome space is a diagrammatic representation that reveals the structure 

of the conceptions of the phenomenon in question— this is explained in the next 

chapter. 

The rigour of the research process 

Trustworthiness and generalisability were used as two criteria in examining 

the soundness of phenomenographic research (Marton, 1992; Sandberg, 1996). Both 

criteria were used in accordance with the ontology and epistemology of 

phenomenography. 

Trustworthiness intends to check the degree to which the research findings 

actually reflect the phenomenon under investigation. In phenomenography, the 

research outcomes are evaluated on how well they correspond to, or illuminate, 

human experience of the phenomenon (Uljens, 1996). The trustworthiness of 

research outcomes depends highly on the relationship between the researcher and the 

research methods and process (Ashworth and Lucas, 1998; Marton and Booth, 1997). 

This includes the handling of participant selection, interviews questions and 

techniques, the researcher’ s preconceptions of the phenomenon in question, 
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principles of phenomenographic data analysis, and ways of ‘interrogating’  the 

transcript data (Ashworth and Lucas, 1998; Kvale, 1996; Sandberg, 1994). 

The trustworthiness of the research outcomes in this research was achieved 

by a number of ways. Firstly, the researcher was familiar with the area of study and 

the research approach. Familiarisation with the phenomenon under investigation was 

achieved through an extensive literature review of the historical and contemporary 

development of paediatric home care, in addition to some clinical experience of 

caring for ventilator-dependent children and their families. Similarly, orientation 

towards the research approach was accomplished by a thorough study of the 

principles of conceptions and the process of phenomenographic interview and 

analysis. 

Secondly, the researcher was faithful to the process of data collection and 

analysis (Sandberg, 1996). This was essential, as Sandberg (1996: 130) explained the 

relationship of conceptions and faithfulness of a researcher to research process: 

Conceptions are typically presented in the form of categories of 
description. The basic idea of the phenomenographic approach, 
then, is to identify and describe individuals’  conceptions of some 
aspect of reality as faithfully as possible . . . the more faithful we, 
as researchers, can be to individuals’  conceptions of an aspect of 
reality, the better we are able to understand learning, teaching and 
other kinds of human action within society. 

The researcher’ s faithfulness to the research process was first achieved by the 

use of ‘bracketing’  in that the researcher suspended or intentionally ‘bracketed’  

preconceptions of the phenomenon in question by constant awareness of personal 

preconceptions so that they did not affect the process of analysis. Marton (1992) 

advocated phenomenological bracketing as a way to ensure the trustworthiness of 

phenomenographic research results. The application of bracketing is essential 
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because phenomenographic research is ‘relational’  in nature. As Bowden (1996) 

highlighted, the issue of the ‘relational’  element is embedded in the 

phenomenographic research and has great significance towards the implications of 

trustworthiness of phenomenographic research results. The relational element refers 

to the relationship between the individuals and the phenomenon and also the nature 

of the conversation between the researcher and each individual, and its context that 

includes the relationship between the researcher and the phenomenon. 

Phenomenographic analysis is highly interpretative and this means that data is 

experienced by the researcher in the process of identifying categories of description 

and constructing an outcome space (Marton and Booth, 1997)— the use of bracketing 

techniques therefore becomes essential. Bracketing was applied throughout the 

research process by maintaining constant focus on the research question, suspending 

preconceived ideas of the phenomenon via critical awareness of the ideas, and 

ongoing critical reflection on data, analytical process and quality of the research 

outcomes. 

Despite the recognition of the relevance of bracketing techniques in 

qualitative inquiries, there are arguments suggesting that the aim to bracket 

preconceptions may be problematic. This is because phenomenographic research is 

an empirical research method that requires researchers to be knowledgeable in the 

field under investigation in order to ‘make sense’  of what is in the study (Walsh, 

2000). Moreover, bracketing may interfere with the researcher describing the ‘world’  

of the respondents, as it is the ‘world’  that gives meanings to our everyday 

experience and vice versa, therefore ‘bracketing’  from the ‘world’  may preclude our 

access to or understanding of the ‘world’  (Bowden, 2000). 
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Notwithstanding orientation towards the phenomenon under investigation, 

prior to interviews being undertaken the technique of ‘bracketing’  was used in order 

to adhere to the principles of the phenomenographic research process. The researcher 

recognised that bracketing her entire scope of preconceptions to a preconditioned 

state may be an impossible task; however it was still essential to apply the technique 

to the research process in order to reduce personal biases as much as possible. 

Furthermore, the researcher reflected on her bracketing technique constantly 

during analysis so that she could be ‘as faithful as possible’  to the interpretation 

process in order to achieve quality results. The self-reflection was noted in the 

researcher’ s journals that recorded the researcher’ s thoughts and experiences 

throughout the research process. 

‘Interpretative awareness’  as a reliability criterion has been suggested in the 

literature for phenomenographic research (Sandberg, 1996: 137). The criterion is 

used to control and check the quality and consistency of a researcher’ s interpretation 

process. Sandberg (1996) argued that the criterion is consistent with the 

epistemology of intentionality that underpins the research approach. Based on this, 

the researcher tried to demonstrate how she used ‘bracketing’  techniques, controlled, 

dealt with, and reported her intentions and interpretations in order to make her 

relationship with the research process explicit and reflective.  In addition, ongoing 

critical reflection on, and discussion of, the constructed categories of description and 

outcome space were made with the researcher’ s two supervisors who were 

phenomenographic researchers. By discussing the drafts of the outcome space with 

the supervisors, the process of ‘interrogating’  the outcome space was undertaken. 

This involved reflective questions such as: ‘How is the first category qualitatively 

different from the second category?’  or ‘What is the structural relationship of the 
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categories of description?’  or ‘How do the categories of description relate to each 

other?’  Through ‘interrogating’  the outcome space, the distinct boundary between the 

categories of description was able to be clarified and justified. 

The criterion of generalisability in phenomenographic research is defined as 

the extent to which the variation within a purposeful sample reflects the variation 

within the targeted population; that is, it is the range of meanings attributable to a 

particular phenomenon that is of concern, in contrast to a quantitative measure of 

repetition of research findings that apply to other similar research contexts ( Booth, 

1992; Francis, 1996; Marton and Booth, 1997). Because the aim of 

phenomenographic research is to describe variation in experience, the sample is 

selected for its heterogeneity instead of representativeness in terms of demographic 

frequency distribution (Åkerlind, 2002). The sample used in this research reflected 

the heterogeneity of the desired population.  The sample was heterogenous because it  

consisted of primarily the mothers who were the first primary caregivers and the four 

fathers, an older sibling and a carer (an employee) who were the second primary 

caregivers nominated by the mothers.  

Criticisms of Phenomenography 

The research approach is considered useful in developing knowledge of 

people’ s experiences and understandings of paediatric home ventilation. However, 

some of the criticisms directed towards phenomenography have been noted in the 

literature. Three areas of criticisms are now discussed, with one specifically 

addressing phenomenographic research in nursing. 

Firstly, a criticism of phenomenography relates to a lack of clear explanation 

of the relationship between the ontological position of phenomenography and 
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hermeneutic understanding (Säljö, 1994; Uljens, 1993; Webb, 1997). While 

phenomenography focuses on identifying and describing human understandings of 

phenomena, it is unclear of how phenomenographic researchers analyse and interpret 

data. Similarly, the process of identifying a finite number of categories of description 

and constructing an outcome space has been questioned. 

Another criticism relates to the under-usage and reporting of the technique of 

‘bracketing’  in phenomenographic research (Ashworth and Lucas, 1998), particularly 

in the interview process (Francis, 1996). The adequacy of the application of 

bracketing in phenomenographic research has been brought into question, and 

consequently the reliability and validity of phenomenographic research are 

considered weak (Ashworth and Lucas, 1998; Webb, 1997). The importance of 

‘bracketing’  a researcher’ s preconceived notions of the phenomenon under 

investigation throughout the research process is emphasised by Francis (1996) who 

criticised the lack of clear guidelines in phenomenography about interviewing and 

suspending presumptions and personal biases. Similarly, several epistemological 

assumptions of phenomenography have been criticised as making a researcher prone 

to biases. These assumptions refer to identifying a finite number of categories of 

description, searching for a logical order or structure of conceptions, and the 

approach of a ‘superior’  conception in describing the life-world of individuals. 

Thirdly, a lack of clear understanding of the concept of context in 

phenomenographic nursing research has been mentioned (Friberg et al., 2000). 

Nursing research deals with health and illness and human phenomena, which often 

involves complex understandings of human aspects in a broad socio-cultural context. 

A lack of consideration for the local or immediate context, and the global or 
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mediated context in phenomenographic nursing research undermines the significance 

of context within discourse. 

The criticisms have been taken seriously by the researcher, and are 

considered helpful to the development of the research approach, which is still 

evolving and refining (Ekeblad, 1997; Marton and Booth, 1997). The researcher sees 

the evolving research approach as an opportunity to grow and refine as a distinctive 

qualitative research approach for exploring and investigating people’ s 

understandings and experiences of phenomena. Within this research, the analysis of 

data was based on the guidelines suggested by Dahlgren and Fallsberg (1991). 

Possible presumptions and personal biases were suspended or ‘bracketed’  through 

critical awareness and reflection. The context of the phenomenon under investigation 

was considered and analysed throughout the research process. 

Significance of phenomenographic outcomes 

Understanding the variation in experience is of value to research and practice. 

A number of distinct features of phenomenography make the research outcomes 

useful. Firstly, the emphasis on difference is a strength because the research 

outcomes reveal the various ways in which people think about and behave in the 

world— this is useful to education and practice focusing on change (Sjöström and 

Dahlgren, 2002). Secondly, the emphasis on collective meanings is a strength 

because it increases the usefulness of the outcomes for other people with similar 

situations (Marton, 1986). Thirdly, the presentation of research outcomes as 

categories of description and an outcome space is a strength to application (Bruce, 

1997). This is because the outcome space, through its structural and referential 
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aspects, provides meaningful descriptions of the phenomenon in question that would 

be useful and relevant to future research and practice. 

Ethical considerations 

A number of ethical approvals were obtained before the commencement of 

data collection in this research. These included: 

• Queensland University of Technology 

• Xavier Children’ s Support Network, Queensland 

• Children’ s Hospital at Westmead, Sydney 

• Royal Children’ s Hospital, Melbourne 

• Women’ s and Children’ s Hospital, Adelaide 

Provision of information regarding counselling (Social Work Department of 

individual’ s own hospital) was made available in the Research Participation 

Information Statement prior to data collection.  No physical risk was anticipated 

from this research, and none of the participants in this research reported emotional 

distress after an in-depth interview with the researcher.  A continuous monitoring of 

the emotional responses of the participants was undertaken by careful reading and 

confirming their non-verbal behaviours throughout the interviews. 

This was important as the literature suggests that the inherent power 

differential between the interviewer and the interviewee may lead to unanticipated 

self-disclosures that could be potentially harmful for participants (Cieurzo and 

Keitel, 1999). Intermittent verbal consents during the interviews were sought when 

needed. 
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Confidentiality and anonymity of the participants and their family members 

were ensured.  The names of the ventilator-dependent children and interview 

participants whose comments are included in this thesis were replaced by the 

expression ‘the child’ , ‘the father’  or ‘the mother’ , except the names of the siblings 

whose names were replaced by a pseudonym.  

Exclusion of a reference system to the quotes illustrated in the result chapter 

aimed to ensure confidentiality of the families who participated in this research as 

there was during the study a small number of children depending on home ventilation 

in Australia.  Written consents were obtained for the photos presented in this thesis, 

and interview tapes and transcripts have been stored within a locked filing cabinet in 

the researcher’ s office. 

Conclusion 

The chapter has presented both the ontological and epistemological 

assumptions of the research approach and the methods utilised in this research. The 

assumptions examined were the underpinning of non-dualism and the nature of 

conceptions, including experience as relationship between subject and object, 

relational knowledge, and awareness. The concept of context was also discussed and 

the research methods used in data collection and analysis were outlined. This 

research has made all attempts to adhere to the tenets and principles essential to 

phenomenography. 

After a rigorous research process, the phenomenon under investigation is 

represented by an outcome space that consists of seven distinct categories of 

description that are related to each other in a logical way. The research outcomes of 

this research are presented in the next chapter. 
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CHAPTER FOUR 

THE OUTCOMES OF THE RESEARCH 

Introduction 

This chapter presents the outcomes of the research, which include the 

outcomes of seven categories of description and an outcome space. They are the 

results of data gathering and analysis strategies elucidated in Chapter Three. The 

experiences of the primary caregivers in caring for a ventilator-dependent child at 

home are identified and described in these outcomes. Marton (1994: 92) explicates a 

phenomenon as the appearance of a ‘thing’ , rather than the ‘thing itself’ . In this 

research, the outcome space represents the care-giving experience at home with a 

ventilator-dependent child as it appeared to the primary caregivers; that is, ‘what’  

and ‘how’  the primary caregivers understood the care-giving experience at home. 

The outcomes of the research are presented in two parts. Firstly, the seven 

categories of description describe primary caregivers’  seven qualitatively different 

understandings of their experience. Secondly, the outcome space denotes the 

phenomenon under investigation in a diagram constituting the structural relationship 

of the seven distinct categories of description. 

The seven categories of description identified for the phenomenon under 

investigation are: 

1. care-giving at home for a ventilator-dependent child is understood as 

‘hospital is another world to me’ . 
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2. care-giving at home for a ventilator-dependent child is understood as ‘it’ s a 

new world’ . 

3. care-giving at home for a ventilator-dependent child is understood as an 

ambiguous social identity. 

4. care-giving at home for a ventilator-dependent child is understood as the 

medical technology with my child is frightening but necessary. 

5. care-giving at home for a ventilator-dependent child is understood as ‘the 

difficulty is having the carers at home’ . 

6. care-giving at home for a ventilator-dependent child is understood as social 

isolation. 

7. care-giving at home for a ventilator-dependent child is understood as the 

experience as changing as a person. 

The language of categories one, two, and five were derived from the 

participants’  excerpts, and therefore they are indicated by quotation marks. These 

categories are named by using participants’  own words because the sentences 

represent the meanings of the categories. The researcher has identified that the 

sentences are descriptive and meaningful wherein they succinctly describe the 

meanings of the categories. 

The language of the categories three, four, six, and seven are presented as 

headings to represent the meanings of the categories. The headings are not the exact 

words of the participants because of the unavailability of a sentence in the transcripts 

to represent the categories; however they are statements aiming to describe the 

meanings of the categories. The headings were derived from a series of analytical 
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procedures undertaken by the researcher being faithful to the transcripts. The 

headings were constructed to describe the meanings of the categories as faithfully as 

possible (Sandberg, 1992) which in turn represent the primary caregivers’  

understandings of their experience. 

SEVEN CATEGORIES OF DESCRIPTION 

First category of description: ‘Hospital is another world to me’. 

‘Hospital is another world to me’  is an excerpt from an interview with one of 

the mothers in the research, which describes the meaning of the category. Hospital is 

a representation of abnormality to a ‘normal’  life. The primary caregivers coped with 

the abnormal life patterns while in hospital and simultaneously encouraged 

themselves to learn their child’ s care. Hospital was conceived as an ‘another 

world’ — an alien place, not normality. 

Hospital is an elaboration of sickness and illness, and therefore the care is 

orientated towards a medical model. In contrast, the primary caregivers expected 

family and social oriented care for their ventilator-dependent child. A medical model 

of care focuses on acuity of illness in an environment where human comfort and 

dignity are secondary concerns, whereas a social model of care focuses on gaining 

normality for the chronically ill. The primary caregivers experienced contradictions 

in the medical model of care. They saw the ‘normal’  personhood within their child; 

however they lived in a hospital environment where sickness and disability were the 

foci. Therefore, prior to discharge the experience in hospital was about living in a 

foreign place, coping with the abnormal life patterns, and mobilising internal and 

external resources to make the discharge possible. 
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Another mother also identified that hospital is ‘just like another world for 

me.’  Hospital represents illness and sickness: 

It was a big shock to me. Because, before [the child’ s] accident I 
never realised how many sick kids there was. You don’ t realise 
until you’ re in that situation. It’ s oh God, it’ s like another world. 
It’ s like another little world with all sick kids. 

Hospital environment is not like home. For example, one father explained the 

alien atmosphere in hospital as ‘No one enjoys being in the hospital. It’ s a depressing 

place to be honest because it’ s the hospital environment and you’ re not in your own 

environment.’  Another father disliked hospital because ‘It’ s just that clinical, very 

uncomfortable.’  Furthermore, the absence of normal routine in hospital was 

highlighted by one mother who said, ‘It’ s very impersonal being in hospital, you 

can’ t sort of get on with your normal routine’ . 

The hospital environment was also understood to have negative impacts on 

children’ s wellbeing: ‘Hospital’ s just a place where these kids get very depressed and 

they don’ t recover well.’  One mother described her child’ s anxiety and depression 

during hospitalisation in that ‘He actually got very depressed in hospital…and spent 

a long time in hospital and he was actually very depressed and very angry.’  

A fear of unknown while in hospital was often experienced. For instance, a 

mother described the white-coat phobia of her child where, ‘Being a child in hospital 

for so long that anybody with a uniform are the ones you don’ t trust or don’ t like, 

because they’ re going to come and do something to you.’  Similarly, a father 

highlighted the fear associated with going to hospital as, ‘There’ s that fear when you 

think, I’ m going to hospital and something is going to happen.’  In addition, one 

mother stressed the unknown factor in hospital when she described it as: 
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Not knowing if you were going to go home; when you were going 
home and how…It was just a day-by-day thing you know, waiting 
and wondering. It was probably more the stress of wondering 
whether he was going to come home and trying to keep the house 
running at home as well. 

Hospital can also mean being institutionalised:  ‘I got quite sick of the 

hospital life because I became institutionalised.’  This understanding was also 

revealed for the ventilator-dependent child. For instance, a mother described hospital 

was like a gaol for her son: ‘He was stuck in a cot twenty four hours a day, couldn’ t 

get out of the cot. So, he was just like a little boy in jail.’  There was an additional 

loss of choice while in hospital. For example, one mother explained, ‘There was no 

family life, you know. You were there because your son was sick and you had to be 

there. And, there was no other choice to it.’  Loss of control of the child’ s care was 

experienced: ‘It was harder because of having so many people’ s opinions, and you 

just felt like— let us have control.’  This loss of control also included the lack of 

privacy in the ward, as one father highlighted, ‘When you’ ve got all these other 

strangers around in the hospital, it’ s tough.’  Another father described this as living 

inside a fishbowl: ‘It’ s never nice to live in a fishbowl which is what you basically 

do in hospital: have people around all the time.’  

One father conceived that hospital meant restriction for his ventilator-

dependent child:  

Once you’ re in hospital you’ ve got restrictions. What can you do 
when you’ re in hospital? Watch TV? I mean, that’ s it. He has to 
rely more on people when he’ s in hospital, but when he’ s out at 
home he doesn’ t have to rely on everybody. 

The primary caregivers also experienced the restriction as one father 

described the restrictions in hospital: 
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It’ s depressing because it’ s all the red tape, the restrictions, the 
guidelines…everyone’ s got to conform to the rules and guidelines 
of a bureaucracy of a place…and that makes it uncomfortable. 

The time restriction was mentioned, as one mother said, ‘I mean you can’ t 

come and go as you like.’  One father described how his life was limited to work and 

hospital; and that ‘I was working near the hospital, so my lunch time I’ d spend at the 

hospital and go back to work. And, I’ d go back to the hospital after work.’  

Hospital care was considered monotonous and emphasised clinical 

treatments. For instance, one father explained, ‘In hospital you’ re very much focused 

around a fixed set of people and daily routine that never changes. I mean, it’ s aimed 

at life support more than anything else.’  Medical-focused care was perceived to be 

inappropriate to the child’ s growth and development. One mother described that in 

hospital ‘she didn’ t have the normal experiences that children do of eating; of 

sleeping without a light on; the freedom to have family over whenever you want; just 

the room to move; or just the room to be normal. It’ s not a normal environment.’  

Another father identified the lack of time healthcare professionals had available to 

provide social care:  

I think it’ s very hard for hospital staff to donate their time to doing 
those extra things that the family can give. One of the reasons for 
families is to love and support, but unfortunately the nurses and 
doctors have many more patients to see. 

Similarly, the sibling as a primary caregiver in the research identified the 

difference of the concept of care between hospital and home: ‘At the hospital it was 

like we thought more of he’ s sick, where now that he’ s here at home it’ s just that 

he’ s got a problem.’  Therefore, home was seen as an environment for promoting and 

delivering social-focused care in contrast with hospital, which was seen as oriented 

towards the medical model of care. 
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Furthermore, disproportional power between the primary caregivers and 

healthcare professionals was experienced while in hospital and some primary 

caregivers had negative experiences with healthcare professionals during 

hospitalisation. For example, one mother revealed her negative experiences with 

medical staff that aggravated her stress: 

I’ ve had to deal with some very arrogant doctors, consultants. I’ ve 
actually had to sack one of his consultants last year ‘cause he was 
very rude to me, extremely rude, and very arrogant and spoke 
down to me like I was dirt under his feet… That’ s more pressure, 
that’ s more stressful for me. 

Healthcare professionals represent power and authority, which often 

implicitly affect the confidence of primary caregivers as parents of a sick child. One 

mother worried about the perception of healthcare professionals of her parenting: ‘It 

was more worried that people would think that I wasn’ t a good mother.’  Another 

mother also revealed the loss of parental role to healthcare professionals, ‘You don’ t 

have total control of your child… and you always feel that people are very 

judgemental of your upbringing. It’ s no longer your child in hospital.’  

Moreover, in hospital the imbalance of power occurred in the relationship 

between professionals and the primary caregivers as the result of the high level of 

control the professionals had over the child. For example, one mother complained 

about the loss of freedom to mother her child:  ‘It was a matter of having to organise 

a cuddle time. It’ s like if you want to, come up at three o’ clock, we can pull all the 

prongs off… then you can jump up and have cuddles and kisses. So it wasn’ t just a 

matter of any time that you could do it.’  

The environment in hospital was not seen as conducive for performing 

intimacy with the child due to the loss of control of the child’ s care and lack of 
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privacy. One mother said, ‘In hospital it felt like he was theirs.’  Therefore, 

parenthood is impeded in hospital. The difficulty can be more intense for the fathers. 

For example, one mother identified this problem with the father:  

He just found it difficult being at the hospital and trying to show 
love and affection towards his son when you’ ve got a whole lot of 
people standing there watching everything you do and everything 
you say… so the bonding really didn’ t happen there.   

In addition, the culture of hospital can be disruptive to the process of 

establishing parental identity. Firstly, hospital systems exacerbate the vulnerability of 

parents with a sick child as one mother revealed her vulnerability due to the lack of 

consideration and support in hospital with regards to parenting: 

I think, at the time I was far too overwhelmed by the experience to 
know how to work with the system and actually create a situation 
where I would have a small space and a small room in the hospital, 
just to be with my baby. And, no one ever suggested it. So, it 
wasn’ t until when he was nine months old that I actually got to be 
spending some time with him on my own. And so, as a result, there 
was an overwhelming fear that I wouldn’ t be able to do it. So, I had 
ALL this support from a complete hospital structure and not a 
moment with my baby alone! 

Secondly, the loss of control of the child in hospital inhibits parenting. For 

example, one mother described, ‘I visited my baby so I didn’ t MOTHER my baby… I 

didn’ t have ANY time with him alone without a nurse or a doctor standing at the side 

of him or beside me.’   

In addition, the nature of medical care in hospital made the primary 

caregivers feel more like a medical person instead of a ‘normal’  parent to their child, 

and as a result the primary caregivers experienced confusion of their parental role. 

One mother explained this difficulty: 

The more difficult thing was dealing with the emotional elements 
of being the mother. So, you can look at your child in hospital and 
you can think this is a child who needs this and this and this, and 
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you know, you become almost like a doctor or a nurse yourself. 
And then, after a period of doing that you tend to crash because 
you’ ve got all this love for this child that you can’ t… .it’ s very hard 
to balance the two because you’ ve got to be so strong, and you’ ve 
got to be so focused, but then you’ ve got this emotional attachment 
that’ s really difficult to do. It’ s really hard to cross from one to the 
other. But it is possible. 

One of the understandings about hospital was separation. For example, one 

mother described that her life prior to returning home discontinued, and her family 

was separate, ‘Everything just gets put on hold. I had to stop work and my daughter 

had to go and live with my mum and dad… Your whole life just stops. There is no 

life. It’ s just purely two years taken away from your life.’  

The ventilator-dependent child was separated from his or her family while 

hospitalised. A mother explained that the child was separated from his family: ‘He 

hasn’ t got his brothers and sisters there all the time.’  Siblings of a child who is 

hospitalised can also experience disruption to normal life routines and separation 

from family. One father described the difficulty for his sibling daughter prior to 

discharge as ‘Particularly from [the sibling’ s] point of view, being his sister it’ s very 

difficult for her when you’ re sort of half living in the hospital and half living here [at 

home].’  

Similarly, hospitalisation meant less support for the mother, as one father 

elucidated: 

If she’ s in hospital then she has got no support. Because, a) I’ m 
working, and b) I have to be at home with the other children so, 
consequently she’ s not getting any support or help from her loved 
ones because she has to be in hospital with [the child] on the 
machinery. 

Specifically from the mother’ s perspective, hospitalisation was also about 

separation and meant less time for the needs of her family— one mother emphasised 

the difficulty was ‘being away from the other kids.’  Similarly, another mother 
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revealed one consequence of being separated from her sibling daughter was that ‘she 

had missed me very much when I was in hospital with him.’  The mothers were not 

able to care for the needs of the siblings at home, particularly for the single-parent 

mother: ‘Because I’ m on my own with the two boys, like when I was in hospital with 

[the child] obviously I wasn’ t spending that time with David.’  

The primary caregivers felt socially isolated while in hospital, one mother 

revealed her experience of social isolation as, ‘I don’ t really feel like I had a social 

life much while he was in hospital.’  Another mother identified the disconnection 

from the outside world that ‘You don’ t sort of mix that much with the outside 

world… you don’ t see family or friends. I mean we did because we had a lot of 

visitors, and a lot of family and staff came to see us. But, it’ s just not the same.’  The 

lack of social events in hospital also contributed to the feeling of social isolation, as a 

mother described, ‘What’ s there to see in a hospital? You go from Bay one to Bay 

seven and that was your big thrill in the morning… It becomes pretty monotonous 

after a while.’  

Similarly, a lack of appropriate social interaction in hospital also resulted in 

social isolation for the child. One father explained the unhealthy situation for his 

child in that, ‘In hospital he never had the specialist teachers and physiotherapists 

and other kids of the same age that can sort of interact with him. So, all of those 

other stimuluses {sic} that I guess are cut off in hospital.’  A negative impact of 

hospital environment on the child’ s social development was that ‘in hospital he’ s 

more like a little shell kind of thing; he’ s quieter.’  

Therefore, the hospital environment was not seen as suitable for ventilator-

dependent children who are medically stable and their families, as a mother 
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explained that, ‘It’ s just not like being home in hospital. I mean as much as they try 

to make it, it’ s just not. You haven’ t got the outside life you know, and [the child] 

loves being outside.’  

There were issues in relation to the nursing management of the child’ s care in 

hospital. Continuity of care for the child’ s long hospital stay was regarded as vital for 

the child. One mother highlighted the need for continuity of care: 

There were about a dozen nurses we tried to make sure one of them 
at least was rostered onto him each day for his continuity, so that 
he knew what was going on. He knew them all by name, and it was 
very important in that time in the hospital that he had that 
continuity. And, that was so important to me to have that happen. 

Moreover, support for discharge in an intensive care unit was considered 

crucial and the hospital needed to act as a facilitator in discharge: 

Because we had a meeting with all the doctors...and they sort of 
nutted out all the problems that might happen, just in case… They 
sort of went through everything and it was very good, very good. 
They’ ve said, they wouldn’ t let us home if there was a doubt you 
see. 

The structural support, such as meetings and involvement of multidisciplinary 

team, home care nursing, and other ancillary support, were regarded as helpful. 

Support from intensive care nurses was beneficial and particularly appreciated. For 

example, one mother described the significance of the support from an intensive care 

nurse, ‘She was a very beautiful lady and she explained things to us, parents, in ways 

we could understand; it wasn’ t all medical talk… She was probably out of everyone 

that helped me understand everything and helped me with learning about [the child].’  

Equally important was the support from medical professionals. One mother identified 

the psychological and emotional support from healthcare professionals:  

The doctors from ICU were excellent in participating in us coming 
home. Like, you didn’ t feel ridiculous asking them the same 
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question over and over again until you had assurance about it, 
things like that. They made you feel very comfortable and gave 
you a lot of assurance. 

Ongoing support of healthcare professionals was valued greatly and 

appreciated. A mother said, ‘There’ s no way that I could have done what I’ ve done 

without the support. And, some of the doctors have been remarkable. We’ ve had 

them come and visit in their own time to see what’ s been going on. There’ re many of 

them that I know on a very personal level and share our lives.’   

Support for the family as a whole was valued greatly. One mother 

acknowledged the importance of, and appreciated, the family-focused care provided 

by her hospital: ‘They talk to us as a family unit, as well as individual. It’ s also 

simple things like, organisation, arranging weekends away for the family; those 

things are all family support which is an important part of the discharge.’  

Furthermore, individual assessment and support in the preparation for 

discharge were highly regarded was the importance of individual assessment in 

discharge, as highlighted by one father: 

I think for us it was perfect, you know there was no big deal, if 
anything it was more training than I thought we needed perhaps at 
the time. But, I think it very much depends on the family you 
know. Some people have a real problem. There was a family next 
to us, for example, who had a real problem suctioning the child. 

The individual needs assessment was strongly recommended by another 

mother, because she considered her needs were unique: ‘They always told us that it 

could have been a shorter time span that we could have got [the child] home. But in 

my eyes, no, you needed every single moment, because there was a lot to go into 

looking after him.’  
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Prior to discharge, training in the care and management of medical equipment 

was perceived as heavy learning. For instance, one father revealed the amount of 

training in learning the medical machinery: 

They showed us how to use all the different machines that we 
have. We’ ve got a ventilator and a heart monitor, a heart and 
oxygen monitor, and one of these face mask pumps for 
breathing...So they gave us a couple of hours training in each of 
those. They gave us a refresher on CPR. It was really only a couple 
of hours over a couple of days. 

In addition, preparation for potential issues in home nursing was considered 

crucial. One mother described the process of preparation in searching for and 

employing home carers: 

Because we were in ICU and that’ s where I got introduced to [the 
home and community care programme]. And, they told us that this 
was a programme that we discharge families under and you get 
supported by the RNs that are involved in this programme. They do 
all the training of his medical needs, they train the carers and 
everything… Now part of the process… is they advertise for 
carers… and they select, they go through a selection process, and 
they select maybe two or three ladies… It’ s usually women that do 
it, it’ s very rarely men, and then they come to the hospital to meet 
us. Now we meet them once in an interview room at the hospital. 

However, some primary caregivers encountered a lack of experience of 

hospital in discharging a ventilator-dependent child. One mother described this 

experience as ‘Hospital didn’ t really know… I mean they were just getting 

information from other hospitals.’  

Continuity of support after discharge was also as one mother asserted, ‘I think 

getting the children home is important, but make sure still to have a connection with 

the hospital so if you’ re concerned about something; you have someone to call on 

when things aren’ t right.’  This highlighted the need for ongoing support of the 

hospital for the child’ s care at home, including the transition from the paediatric to 
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the adult hospital system when the child turns eighteen. This issue of transition was 

experienced by one family in this research 

The transition from hospital to home entailed mixed emotions for the primary 

caregivers. Many of them pointed out their emotional attachment to hospital because 

of its security. For example, one mother described hospital as a ‘security blanket’  and 

that ‘I feel they’ re my security blanket. Like, I’ ve tried to move up to the coast three 

times now and every time I’ ve changed my mind and gone no, I can’ t do it.’  The 

security was attributed to the professional services and medical facilities. Another 

mother also revealed that ‘the scary part was no back up at home, whereas at the 

hospital it’ s just a security.’  

Summary 

The first category of description was characterised as seeing experience in 

terms of hospital life as something different. The category focuses on experience as a 

whole in that a view of the person’ s world is taken up, which is seen as foreign. 

Hospital is experienced as different from a normal life at home because it entails 

abnormal life routines and patterns, including the invasive nature of medical care and 

healthcare professionals that characterise hospitalisation. The primary caregivers 

tried hard to learn the medical care and equipment of their ventilator-dependent child 

and organised support in order to make the discharge possible. The discharge was 

perceived as an achievement by the primary caregivers who enabled themselves to 

care for their child at home. 
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Second category of description: ‘It’s a new world.’ 

Caring for a ventilator-dependent child at home meant that ‘it’ s a new world’  

as described by one father. The meaning of the word ‘it’  ascribes to the experience of 

caring for a ventilator-dependent child at home, which is ‘a new world’  for the 

primary caregivers. The meaning of the word ‘world’  ascribes to the life-world of the 

primary caregiver, which she or he is experiencing and envisaging. 

In this category, awareness was switched from the undesirable life patterns in 

hospital to a mixture of normal and abnormal family activities at home. Although 

caring for a ventilator-dependent child at home resulted in some family life, there 

were also distinctive challenges of the care-giving at home. These related to the 

unpredictable and chronic nature of the child’ s illness, the physical and emotional 

burden in undertaking medical and technical care, inclusion of medical machinery in 

a home, and involvement of home nursing professionals. Hence, a ‘new’  kind of 

family life formed as the result of caring for a ventilator-dependent child at home. 

The ‘new world’  of the primary caregivers describes the meaning of the 

category. The care-giving at home required the primary caregivers to accept and 

balance a new form of family life. This balance was sought through coping with the 

care and household responsibilities and managing the expected and unexpected 

challenges and dilemmas. The meaning structure of the category is composed of a 

number of subsections. The category is extensive and complex, therefore the 

category is divided into sections arranged from the positive to more challenging 

aspects of family life with a ventilator-dependent child at home, which together 

represent the ‘new world’  of the primary caregivers. 

These sections comprise:  



126 

1. Appreciation of support for initial discharge: ‘Feeling lucky’ ;  

2. Arriving home: the impact on the ventilator-dependent child, the primary 

caregivers, and the whole family;  

3. Coping with distinctive difficulties and challenges of the care;  

4. Medicalisation of the home 

Various meaning elements in each section are the primary foundation of the 

meaning structure of the category. 

Appreciation of support for initial discharge: ‘Feeling lucky’ 

Able to go home 
The opportunity for the initial discharge was considered to be special. One 

mother described her gratitude towards an intensive care unit in that, ‘We saw some 

pretty horrible things in the intensive care unit. And, at the end of our time there we 

actually felt we were pretty lucky having the chance to actually go home and that 

was pretty special.’  

Most importantly, appreciation was forwarded to the pioneers in the 

establishment of paediatric home ventilation in Australia: 

We were certainly one of the first, and now things are very 
different. It’ s probably good that someone has to go through it first, 
and then to know that there’ s hundreds of other kids going home 
after you, oh well, it’ s all paid off in the long run. But, it was hard 
work, and [the hospital team], they deserve medals up in there 
because that wasn’ t their role… they all put their extra time into try 
and fund-raise to train carers.    

The above quotation not only describes the mother’ s appreciation for the 

opportunity to be able to go home with her child, it also identifies that discharge 

from hospital to home is an achievement for both the hospital staff and her family. 
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Respite support 
Similarly, the primary caregivers considered themselves fortunate because of 

the availability of some respite support from home nursing for home care. One 

mother who had been providing in-home paediatric ventilation for eight years 

described her gratitude towards the respite support: ‘We were one of the lucky 

ones… when [the child] was born, there was a lot more funding, and we had the 

availability of seven nights a week and we had RN care.’  

The availability of home nursing and carer support was appreciated.  One 

mother stated: 

They will always argue that there’ s not enough money but there’ s 
enough money to get this child home, and for us to have twenty 
eight hours a week that mean that, at least, I got four nights sleep! 
We were actually able to have him at home and we had an 
enormous amount of support in respect to that. 

In respect to the support of home nursing, many primary caregivers sincerely 

felt that ‘we’ re one of the lucky ones because we have carers.’  Furthermore, having 

‘good’  or ‘beautiful’  carers was treasured and appreciated. For example, one mother 

said, ‘I’ ve also been very fortunate because I had beautiful staff.’  

Ancillary support 
Ancillary support for the child’ s medical and developmental needs— such as 

in-home periodic pathology assessments or occupational therapy for wheelchair or 

splints— were perceived to be helpful. For example, one father described:  
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We’ re very lucky we have a registered nurse who drops in, or 
make a phone call that she’ ll come in. So, we’ re very, very 
fortunate there. We were fortunate that the pathologist would come 
around and take blood and all those things minimise his travel and 
minimise the disruption in the house. 

Funding source: private insurance and public funding 
In relation to funding, all the families in this research, except the foster care 

family, were receiving some type of funding, either from a private health insurance 

when a car accident was involved, or through government funding where a number 

of hours of nursing or carer support were given and a designated quantity of medical 

supplies allocated in a set period. Funding support was paramount for the primary 

caregivers to continue to provide quality care at home for their child and family. One 

mother worded her gratitude that, ‘I just thank God I have insurance. I thank God 

that [the child] has got it behind him because the amount of costing for his care at 

home is unbelievable.’  

Similarly, another mother expressed her appreciation for the public funding: 

We’ ve been very lucky because most of ours has been provided by 
the Health Department, so we’ ve been very, very, lucky with [the 
child]. There’ s been very minimal amount we’ ve had to financially 
fork out ourselves for [the child’ s] health and well-being at 
home… Had we have had to have done that, then again I don’ t 
know how we would have coped, you know. Because, the medical 
costs of what he has to have since he’ s been home would be 
phenomenal. So I honestly have no idea. We probably wouldn’ t 
have been able to do it, and he’ d be still in hospital. 

Appreciation of Australian healthcare system 
Compliments towards the structural support from the current Australian 

healthcare system were also mentioned. For example, a rating of satisfaction was 

been given by one mother: ‘I’ m sure there’ re a lot of people that significantly 

complain about the system. But, we’ re about sort of six or seven out of ten at this 

point and that’ s pretty good.’   
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The family-centred care provided by hospital was also greatly appreciated. 

For instance, one mother highlighted the importance of family care model: ‘We’ ve 

found, which is a big thing for us, is in Australia the services don’ t only concentrate 

on [the child]. They concentrate on the family, how the family’ s coping and what 

support the family need.’  

Appreciation also went to the support provided by each state where the 

primary caregivers resided. For example, one mother explained: 

I am very fortunate to live in a state where we have a children’ s 
hospital like the [Hospital X] who can provide me with an 
opportunity to bring a child like [the child] home with the support 
that we’ ve had...I mean our bill for the first was something like one 
hundred and seventy thousand dollars. I mean I just looked at it 
and thought that is an extraordinary amount of money to get my 
small child home. 

There was also gratitude extended to the country of Australia. A father of one 

family, which was the only family in the research, migrated to Australia from South 

Africa three years ago, and revealed that: 

We really wanted to come to Australia mainly FOR [the child]. 
Because in South Africa the facilities available for disabled people 
are much worse than they are in Australia, so for him being 
allowed to stay in Australia is a huge thing in his life. Because if 
something was to happen to [the mother] or myself in South Africa 
then [the child] would probably be dead, whereas here, I mean, 
there’ s a social system that would take care of him… So, the quality 
of life he has here and the support we get is, is much better. 

In addition, the mother of this family made a comparison between the 

healthcare system of South Africa and Australia: 
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In South Africa I always remember saying I wish we could just 
find a place, and everything was under one roof for [the 
child]… and that’ s what’ s the Children’ s hospital have. 
Everything’ s under one roof. In South Africa, you used to fly from 
one end to the other, trying to find different people, and it’ s never 
altogether. 

Again, the mother revealed her appreciation to Australia that ‘I honestly 

believe if we’ d have stayed in South Africa, I wouldn’ t have [the child] anymore.’   

Praise given to the Australian healthcare system was also announced by 

another mother: 

We live in a country where we can have children with special 
needs to be sent home… .I mean [the child] wouldn’ t have survived 
in MANY other countries, or he wouldn’ t have made it through the 
first six months. And, so he wouldn’ t be here today and he 
wouldn’ t have survived in some of those major emergencies if we 
didn’ t have the support and the equipment that we’ ve had, and if I 
wasn’ t trained to use it. I mean you just don’ t send a child home 
and hope for the best. 

Arriving home 

‘We can be a normal family.’ 
One mother described positive aspects of family life after arriving home with 

her child: 

The biggest thing is we can be a normal family… Like, birthday 
times, we can all be together for birthday parties. You don’ t have 
to be walking up to the hospital carrying a birthday cake and trying 
to have a birthday party in a hospital… Or we can go to the park, or 
we can have a big barbie out the back yard for birthdays. Christmas 
time was probably our biggest thing and the best part about having 
[the child] home. Because not long after we got him home we had 
our first Christmas and that was really special. 

The primary caregivers indicated that having the child home entailed a return 

to being a ‘normal’  family. For example, one mother described her feeling when first 

arrived home with her child as, ‘We’ re getting back to what I class as a normal 
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family. (laugh) So, it’ s excellent. I love it.’  In contrast with the hospital environment, 

home brought a family together, as revealed by one father:  

Hospitals are great and I think they do wonders. But, to have a 
normal life with brother and sister and mum and dad is one of the 
reasons why we wanted to have the machinery at home and 
everything at home so that when he was sick we could still look 
after him at home. 

A ‘normal’  family is the way to create a ‘normal’  growing environment for 

the ventilator-dependent child. One mother explained, ‘It’ s just so important to have 

him home and to see now that he’ s a normal little ten-year-old boy.’  In the home, the 

aim was to allow the child to ‘Have brothers and sisters, go to school, go to the park 

and do everything like other normal kids of his age do.’  This understanding was also 

identified by the sibling in this research in that home care was important for the 

ventilator-dependent child’ s social development through normal children 

interactions: ‘because he’ s at home and because he’ s got his family and because his 

brothers pick on him and I stick up for him. Everything’ s normal here so I think he 

loves that.’   

The issue of identity development was identified by the foster care father who 

considered sibling interactions in the home helped the child’ s identity development: 

It was good for [the child] because with the babies that we’ ve had 
in the house, he thought, well I’ m a big brother now, whereas with 
the older children he’ s always thought I’ m the baby. But now he 
saw us giving him another big brother complex so… he nurses them 
and he cuddles them and I think, for his personality it’ s been really, 
really good. 

In addition to the benefits of sibling interactions, home provided the room for 

unbiased parental discipline, as one mother emphasised:  

Right from the start I treated [the child] no differently… If he was 
naughty, like, if he pulled out his tubes or a sheet, or he got crabby, 
then I’ d rouse on him, like I used to get some looks… Because I 



132 

have other kids I don’ t want a jealousy problem on my hands and I 
want them to know that I love them just as much as I love [the 
child]. 

Similarly, one father stressed the significance of this practice, particularly for 

the development of the child’ s social identity and personality: 

The goal is to treat [the child] as if he wasn’ t disabled. We don’ t 
want him to be cotton-woolled and we don’ t want him to have 
special treatment, because that wouldn’ t be fair to [the child]. If 
[the child] grew up as an eighteen year old and he was cotton-
woolled… he’ d be a spoilt little brat. So we treat [the child] the 
same way as we treat his two brothers. 

A family life was not only beneficial to the child but crucial for other family 

members as well. One father revealed the importance of having the child home so 

that the mother could receive family support readily when needed, as he asserted, ‘It 

keeps your family together, and so gives more support for [the mother]; gives her 

time with the other kids.’  In addition, resuming some family activities could 

strengthen family support and love for one another, as one mother described, ‘I think 

that the fact that he is home and also the strong bond that we have with him, the three 

of us love him.’  In fact, ‘everything happened for us when [the child] came home. 

For us and for [the child], everyone just seemed to go ahead’  one mother described.  

Indeed, life could ‘go ahead’  when the child returned home. It improved, 

‘Quality of life, oh getting some enjoyment out of life… and feeling part of the 

family’  said one father. Another father agreed with this point by stating that ‘having 

her home just brought some sort of peace to our lives, a bit more tranquillity.’  

Increased quality of life could be seen from some normal family activities 

and routines after arriving home with the child. One mother identified the changes in 

her family life after the discharge as: ‘The biggest difference about coming home 

from the hospital was that we started to have a family life again, like we started being 
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able to do things together as a family.’  Similarly, the family could enjoy social 

activities during weekends and holidays. For example, one family enjoyed the 

children’ s sporting events on every Saturday: ‘That’ s a hectic day because they all 

play sport on Saturday. With the three of them playing sport we’ re all over the 

place.’  

Time for family bonding was more readily available, as one father described 

his interactions with the children at home as, ‘We’ ll go in the lounge room and watch 

sport together on TV, or we’ ll go out and go down to the park. We’ ll play touch 

football and [the child] is involved. He plays touch football with us as a family.’  

Again, the bond between father and son may have strengthened through ‘watching 

TV and sitting on my lap’  as described by another father. 

The primary caregivers also identified that the quality of life of the ventilator-

dependent child had improved since arriving home. One mother stressed that ‘the 

positive thing is for [the child] to have a life outside of hospital.’  Similarly, another 

mother said, ‘at home you’ ve got your family and friends. And, he’ s got his own 

room. Everything’ s familiar.’  One father considered that home life for the child 

represented hope: ‘When you get up into the real world, like coming home, it is like 

this is great; what’ s on tomorrow you know. He is able to see that life is worth living, 

because there are so many things to do.’  

The impact on the ventilator-dependent child 

Happy being home 
Many examples related to the happy feelings of the ventilator-dependent 

child, or siblings, or primary caregivers themselves as the result of returning home. 

For example, there were many happy memories about the child when reuniting with 
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his or her family at home. One mother described how happy her child was when they 

first arrived home: ‘We’ ve got it on video, on photos and he was SO happy. Sitting at 

the dinner table, he just thought it was great.’  

Similarly, the primary caregivers identified the positive impacts of having the 

ventilator-dependent child home on their siblings: 

For the kids it was the best thing ever, more so for the kids, 
particularly for Eve, the one that’ s older than [the child], it was 
great. Like she doted on him and she just thought it was so good, 
no more of this every day and a couple times a day up and down to 
the hospital. She had a yard and had things to do and the same with 
[the child]. 

Positive emotions were also expressed by the primary caregivers with regards 

to the decision of bringing the child home. ‘The best thing is having him home. We 

wouldn’ t have it any other way, he’ s a joy to us, and I prefer him here with a 

disability than in hospital’  said one mother. ‘Just having your child home is the 

ultimate experience’  said one father. Another mother stated, ‘It’ s very important that 

he’ s at home with me. I’ ve never felt happy about him being anywhere else’ . 

There was a belief that the ventilator-dependent child could recuperate better 

if cared for at home. For example, one mother believed that children who are ill but 

stable should be discharged home: ‘I think, if they were brought home, they would 

recover and grow to be healthier.’  The primary caregivers perceived that the best 

place to care for the child was at home. This was because, not only being ‘at home 

you can be who you want to be’ , but also ‘we want him to be with us because he 

needs his whole family with him. So, it doesn’ t matter WHAT it takes, I’ ll always try 

to bring him home and do it at home. I don’ t’  care how sick he gets. I’ ll try to do it 

here.’  
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Home is safe and nurturing. 
Home was believed to be a safer and nurturing environment compared with 

hospital which had ‘… more germs… They’ re very susceptible to everything in the 

hospital, but in the home environment he’ s just come ahead in that way. So, we had a 

bit of a fair break without getting laid out with pneumonia and colds or flu.’  Home 

could provide a nurturing medium to stimulate physical growth and facilitate the 

development of social identity. One mother explained that ‘it’ s not a life for a child 

to be in a hospital, you need to be at home so [the child] can develop normally. 

Progress in the child’ s physical growth and social development were also 

mentioned. For example, one child’ s gross motor skills markedly improved since 

arriving home. One mother stated, ‘He’ s come home and on the physical side of 

things he’ s just gotten stronger and stronger and stronger. Speech, he’ s come ahead 

in his speech you know, big time.’  The foster care mother described the physical 

progress seen in the child in that ‘he sat up within a month after he got home… at the 

age of twenty months he was crawling, twenty-two months he was standing, twenty-

seven months he started to walk. Everything came really fast once he was with the 

family.’  Again, the impact of home environment on the child’ s growth was seen as 

immeasurable: 
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He learnt sign language but as soon as we got home he stopped and 
started talking. He knew there was a drink in the fridge; he never 
knew what a fridge was before that. He knew there was biscuits in 
the cupboard or, knew how to turn the telly on or stereo… Like, the 
first time he flushed the toilet he started dancing to it, he thought it 
was music...and then the first time I had a shower he started crying 
because he’ d never seen me with no clothes on and he was 
frightened by all the water coming on me in this box, you 
know… We’ d go, get him, put him into bed with us and he didn’ t 
know what to do, just sitting like this you know, what am I meant 
to do? I mean there’ re just hundreds and hundreds and hundreds of 
things you can imagine. 

Moreover, the primary caregivers indicated that because the child recovered 

more quickly at home their medical needs have reduced over time. For example, one 

mother described the improvement in terms of reduction in the size and amount of 

medical equipment required by her child: 

So he’ s gone from seriously big pieces of machinery to something 
that was about the size of three bricks, and to now something that 
is the size of two bricks. And we can now put it beside his bed on 
the floor and the other side of the bed so that when other people are 
here or other kids are here, there isn’ t a whole heap of fuss about 
the equipment. And, that makes him feel more normal, I think. 

As the ventilator-dependent child grew stronger and older, he or she may ask 

for more independence. For instance, one mother revealed the request of her teenage 

child to discontinue home nursing service: ‘[the child] decided that she didn’ t want 

anybody to look after her anymore because she got rid of her tracheotomy, [and] she 

went onto mask ventilation, so she wasn’ t as dependent.’  

At home, the primary caregivers could be creative in the child’ s care. For 

example, the sibling as a primary caregiver in this research thought of a creative way 

to help the child enjoy an icy pole by himself on the wheelchair: 
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When we were giving him an icy pole and he wanted to hold it 
himself, and I had to, with his chair, work out a way for him to do 
it himself. So I taped the icy pole to his chin piece so, that way he 
could do it himself. But there’ re hard things too, like his game boy, 
he always wants to play it. So then they got a stick for him that 
goes into his mouth then he can play it.   

Similarly, one father created situations for constructive competitions between 

his children because he wanted to instil a goal-oriented learning attitude within the 

family: 

We try and pick the winners and I put the results on the board, and 
it’ s like a little competition and it gives [the child] something to 
look forward to in sport. It’ s like he’ s involved in the sport, I mean, 
it’ s hard for him to play sport. So his way of being involved in it is 
understanding who the players are, how the game is played...it 
gives him an interest, which from [the child’ s] point of view, is 
very important. 

In the home, the child’ s potential could be maximised. One mother described 

the positive impacts of home environment on the child’ s learning capacity as: ‘He 

was like an absorbent sponge. He’ d not seen grass, blue sky, leaves moving...It was 

just like you’ d pretty much just taken a child from Mars and brought him to Earth. So 

it was a huge, huge learning curve for him.’  

Schooling for the ventilator-dependent child and siblings 
Schooling brought forth both the benefits and challenges for the ventilator-

dependent child and his or her family. Caring for the child at home was considered 

important by the sibling in this research, because ‘the biggest difference for me when 

[the child] came home was that I can go to my own school.’  

The primary caregivers emphasised the importance for the child to attend 

school. One mother, who was caring for a severely handicapped seven-year-old child 

requiring continuous ventilation assistance, attended school with the child when the 

child was well: ‘He still goes to a public school. I take him once he’ s really well. I 
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take him for maybe an hour whatever he can cope with, an hour or two. Sometimes, 

we might get a half a day.’  School activities were considered vital for the child’ s 

growth and development. One mother explained the purpose of schooling as: ‘It’ s a 

lot of stimulation for him. He gets a lot of his physical exercise and speech therapy 

and stuff like that; all those things that are very important… So, I think school’ s a 

very important part of his life.’  In addition, learning activities specific to the 

developmental needs of the child were regarded as important. For example, one 

father has identified that school was ‘… stimulation, so he gets to play with other 

children of his own age, and people focus specifically on things that he has problems 

with. So, this year there’ s been a big focus on his communication skills.’  

For older ventilator-dependent children, schooling was stimulating and 

challenging. A mother revealed the increased social awareness of her child as grew 

older: ‘He’ s at the age where he’ s very conscious of what he does. Being a little boy 

he wants to be like the other little boys, so I’ ve integrated him into a normal state 

preschool down the road here.’  Some of the challenges for older children with 

special needs and their siblings were related to peer group pressure. For example, one 

mother raised her concerns with how her children coped in school: 

When they both started high school there were quite a few kids that 
had been to a different primary school that didn’ t know [the child], 
so we sort of had a bit of trouble to start with and you know kids 
staring at him… There was also a lot of kids from the high school 
that knew friends of David [the sibling] which didn’ t know [the 
child], so David sort of had to explain about [the child]. Because 
mind wise there’ s nothing wrong with [the child] at all. It’ s just 
everything else doesn’ t work, like his arms and legs and stuff. So, 
David had to explain that. 

Furthermore, continuity in school location for the children was perceived to 

be important to reduce peer group pressure. One mother explained her choice for 

continuity in schooling for her children: 
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I’ ve seen kids ask Peter [the sibling] about [the child], and they just 
say, ‘oh he’ s been in a wheel chair because he was in a car 
accident’ , and that’ s it, they’ ll leave it at that… They’ ve never been 
teased about it because they’ ve all gone to the same school here, 
and the kids at school got used to [the child]. And, because the 
school got disability kids, so they’ re used to it.   

Other issues in connection with the schooling of the ventilator-dependent 

child related to the choice of public or private schooling. One mother explained her 

choice for private schooling for her ventilator-dependent son so that. ‘He’ s in a really 

small class… every student in the school knows him… every teacher in the school 

knows him… and, they provide me with a full time carer at the school, whereas in the 

public system I wouldn’ t have got a full time carer.’  Private schooling was preferred 

because of the size of class and the availability of school aid to attend to the child’ s 

medical needs. A school aid appropriate for the child’ s needs was considered 

important: ‘At full time school, she had full integration aid. [The child] would go to 

the office and the person would be there to do the suctioning or whatever her needs 

were.’  

The impact on the primary caregivers 

Feeling in control of my child 
Caring for the ventilator-dependent child at home brought back some 

satisfaction in parenthood. One mother revealed that she did not feel the sense of 

motherhood until being at home with her child: ‘being a mum and being able to 

smooch him and cuddle him and love him and just do normal mum stuff with him, 

that didn’ t happen until I come home.’  A central element in parenthood was the sense 

of ownership of a child. For example, one mother identified the differences in the 

feeling of ownership of her child between in hospital and at home: ‘Like he belonged 



140 

to them when in hospital whereas at least here I have more control (laugh) over me 

being the mum.’   

Similarly, feeling in control of the child’ s care was crucial, as one mother 

indicated that ‘I’ m in control now. So, no one can tell me what I can do with him 

now. In hospital you HAD to take their opinion so, the big relief for me is to have 

him home.’  Caring for the child at home meant, ‘I wanted him to be my child.’  

Always a learner to the care 
Bringing home a child dependent upon intensive ventilation assistance 

entailed a high level of learning and mastering medical care and machinery. The 

primary caregivers were required to know about and perform the medical and 

technical care of their child. One mother shared that her very first adjustment when 

they arrived home that was ‘… trying to adjust to the fact of having our little boy in 

our home that wasn’ t so well.’  Learning about, and being competent with, the 

medical and technical care was essential. One mother understood the importance of 

learning about the care as:   

It’ s very important to learn his care. You know, to go home and 
feel like the nurse is meant to do everything is really not a good 
way to think, because they’ re there for the care but there’ s time 
when they’ re not. That’ s a big learning curve I believe for anyone 
to cope with. 

Learning about the care was to create a safer and secure environment for the 

child, as one mother explained, ‘I want [the child] to feel confident with everyone 

that’ s around him in the house. So I think that what should always happen is learning 

care.’   

The primary caregivers became attuned to the child’ s health condition and 

assertive in the child’ s care management. For example, one mother demonstrated her 
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highly competent skills in assessing and managing her son’ s gastro-intestinal 

problems:  

He was fed by a kangaroo pump but he was always at risk of 
vomiting and aspiration. He had a gastrostomy on synthesised milk 
product that we were using which didn’ t really agree with him in 
any real way. Partly because those sorts of products are not living 
products so his gut wasn’ t being effectively… the enzymes weren’ t 
there, for natural stimulation. And, when we stopped… and we 
were blending the synthesised product with ordinary food… and he 
stopped vomiting. So, that meant that the risk reduced, so the need 
for carers to watch him as closely at night reduced. So, often those 
things have… .ah a bit of a chicken and an egg. 

Much of the learning was associated with medical equipment. One mother 

demonstrated her learning about equipment prior to discharge: ‘Before [the child] 

came home we had to learn all about the ventilator and the suctioning units and 

things and a lot of trouble-shooting.’  

Many siblings, either old or young, were also involved in the learning, despite 

their initial fear. The sibling as a primary caregiver in this research described her 

experience in learning about medical machinery: 

In the beginning it was really terrifying like having a hole in your 
brother’ s neck… I didn’ t really want to touch any of it. But then, 
about a year later I started getting interested and asking questions; 
how it all worked and stuff. And they showed me and then 
eventually I asked if I could do it and now it’ s just natural.   

According to the primary caregivers, siblings at home seemed to adjust to 

medical machinery easily. For example, one father revealed his confidence and pride 

in his children’ s learning about the care and adjustment to machinery as ‘… they’ re 

eager to learn and they pick things up very quickly. And, I know a couple of them are 

very, very, very or more than able to watch him and look after him and do his 

machinery.’   
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Some medical care or machinery was particularly challenging to learn, such 

as learning about ventilators: ‘We had a BIPAP which went off all night. Knowing 

what to do with it, why it was going off and things like that was the hardest part and 

the scariest part. You weren’ t completely trained and ready for it.’  Furthermore, 

adjustment to medical alarms was a learning curve: ‘It did take a while to adjust to 

the machinery and the alarms (soft laugh) through the night.’  The primary caregivers 

found learning about ventilator and tracheostomy care challenging, including 

‘maintaining the ventilator and being able to regulate that to what his needs were that 

was probably the hardest.’  Learning about suctioning through a tracheostomy was 

also perceived to be frightening. 

Initial fear and ongoing emotional adjustment 
Dealing with the enormity of medical machinery could be frightening. One 

mother revealed her fear and feeling of isolation when first arriving home as, ‘I 

brought this baby home and his father went to work in the morning. And, I had the 

next ten hours on my own… it was a really long day, it was very scary.’  The large 

part of the fear was ascribed to the tracheostomy care: ‘When he first came home, 

naturally everyone was pretty scared of him. We had this little boy come home with 

a trachy.’   

In addition to the initial shock and fear, the primary caregivers identified their 

ongoing emotional adjustment to the care and home nursing professionals at home. 

For example, feeling depressed was expressed particularly when the child was ill: 

‘For myself, what I found challenging was that [the child] has ups and downs, so I 

would get really excited when he got better, and then he’ d get sick then I’ d get 

depressed.’  One father worried about his own ineffective coping with the stress at 



143 

home: ‘In the past, I used to resort to alcohol and things like that because I couldn’ t 

handle it… and sometimes I still can’ t.’  Some primary caregivers experienced a sense 

of endless and anxiety for the unknown, as one mother described her ongoing 

emotional problem: 

I always had this feeling that there was always going to be 
more...and I was always living on edge, and I was always waiting 
for the worst but I didn’ t know what the worse was, do you know 
what I mean? I am in fact living on the edge. I never could relax 
and get comfortable. 

Dealing with nurses at home could also be stressful. For example, one mother 

revealed the spatial and temporal adjustments to the nurses in the home as, ‘It was a 

big adjustment to getting used to the nursing; how it all worked; how the people 

come and go in the house. And, you all have to share the same bathroom, the same 

kitchen, and that was hard.’  Furthermore, many primary caregivers distrusted the 

medical competence of some home nursing professionals, especially when a medical 

emergency occurred. One mother revealed her concerns with this issue, ‘You’ re still 

REALLY fearful that the people who were watching your child wouldn’ t be able to 

save his life.’  

Absolute commitment to the care 
The primary caregivers were devoted to the care of their child, either in 

hospital or at home and this often required many changes to their home settings to 

ease the transition from hospital to home. For example, one mother revealed her 

home renovation, ‘Like finding a house, getting a car… we had to totally change 

everything that we had before. We couldn’ t have any steps anywhere. And, even 

once we got [the child] home we still found that things aren’ t right.’  Another 

example demonstrated the effort made by a mother in manoeuvring her home 

furniture in order to fit the size of a wheelchair in her house: 
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Not long after we got home we figured ways of being able to 
manoeuvre the electric wheelchair around the house without 
having to move the big chair with us. I think we had a pram and we 
set it up underneath the pram and I think we pushed this pram 
around. It was one of those ones with the big wheels. 

Secondly, the involvement of whole family in the care was perceived to be 

important. A mother described the family involvement as, ‘We are like the carers to 

be here full time (small laugh).’  The mothers often engaged family members in 

learning and undertaking some of the medical care. One mother explained the 

necessity of her family’ s total commitment to the child’ s care: ‘[The child] can’ t 

move anything… we have to do enemas, catheters, suctioning, button care, first 

aid...everything for [the child] we have to do, and ALL of us as a family had to learn 

that. All the kids know how to do suctioning and bagging.’  Similarly, another mother 

revealed the high level of involvement of her family in the care: ‘Everyone needs to 

know the care. Like, I want my boys to learn the catheters and suctions.’  Often, 

relatives were invited to be involved in the learning of the care, as one mother 

described, ‘Their aunties, they’ ve all learnt to bag and suction. [The father’ s] mum 

will bag, and in support they’ ve been great and we need it.’  

Siblings had often engaged in learning and undertaking some medical and 

technical care. For instance, one mother identified her three-year-old daughter sibling 

as having a certain level of understanding of the child’ s medical condition: ‘She’ s 

quite aware of [the child] in terms of his weakness, and she can tell me if she thinks 

[the child] needs to, for example, come inside (laughs) because it took [the child] too 

long to climb up the steps into the cubby house.’  Moreover, many older siblings 

tended to undertake major roles in the care at home. The sibling in the research 

revealed her full commitment to the care in that, ‘I was trying as much as I could to 

pay all my attention to him. And you know, get him to eat again because he wasn’ t 
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eating.’  Some primary caregivers encouraged their younger siblings to learn about 

the care. 

However, not all primary caregivers in the research agreed with this idea. For 

example, one mother opposed to the idea of involving the sibling in the preparation 

for initial discharge or undertaking medical care, ‘Because she was only thirteen at 

the time it happened, fourteen at the time he was discharged. I never expected a lot of 

her. I never really wanted her to take on that responsibility because she’ s only a kid.’  

Similarly, there were concerns with the level of medical responsibility put on family 

and relatives, as one mother said, 

I’ ve got one sister here who is able to help...I found it a huge 
responsibility to put on family members because often things 
would go wrong. Often you would have to call an ambulance 
through the night or the day and to give that responsibility to 
someone who is not a medical person… they’ re doing it purely 
because they’ re family, is sometimes a little bit unfair. 

Furthermore, learning the care could be demanding for any siblings, as one 

mother identified, ‘It was really hard at first. She was really overwhelmed. I trained 

her for when he goes to school, so as to give me a bit of time-out. She actually goes 

to school with him. She’ s twenty one, so I think she’ s ready to take it all on. But, it 

took her a while to learn.’  

The mothers in the research were often the ones who had the total 

responsibility for the care at home, and therefore were very competent and highly 

alert to the child’ s condition. For example, the mother was like a medical person 

assessing and managing her child’ s condition: 

You’ d have to actually get to know [the child] to understand and 
look for if he’ s going to have a seizure, if his sodium… because 
you’ ve got to check [the child’ s] temperature all the time, you’ ve 
got to check his output of urine all the time umm… puffiness… all 
these things have got to be checked. And, if you DON’ T, if his 
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sodium drops he could have a seizure, and we could lose him. So, I 
mean he’ s REALLY a child that you’ ve got to watch very 
carefully. 

The mothers’  total commitment to the care meant that they were devoted with 

their time and energy. One mother revealed that, ‘I’ m with him the whole time, so 

I’ m the one that goes to hospital with him, because I’ ve got better communication 

skills.’  The mothers’  absolute involvement in the management and coordination of 

the child’ s care was essential. The father acknowledged the mother’ s role in the 

family:  

Her role is very important; it’ s the caring; it’ s the nurturing, but it’ s 
also taking on those responsibilities that she does. She does a lot of 
shifts and case management, like makes sure things run smoothly. 
So, her role is very important, probably THE most important. 

However, the total devotion of the mothers to the child could also be 

physically and emotionally draining. One mother described that:  

I think, the way he’ s made us feel… he’ s not a burden. I mean, he’ s 
tiring, don’ t get me wrong. He’ s tiring, physically tiring and 
emotionally tiring… but not as demanding as you would 
think… However, I know I can’ t cope with one day; two days is 
probably ideal. 

Job and home: overwhelming  
The fathers in the research found the demands from both work and home 

overwhelming. For example, one father identified his sources of stress in that: 

I’ m in a high pressure job. I’ m in sales and you’ ve got to go out 
there and you’ ve got to get sales and you’ ve got to talk to a lot of 
people, and when I come home there’ s nurses, occupational 
therapists, people from the hospital, case managers...a lot of people 
have come into our lives. I just can’ t come home and you know, 
just relax with my family. 

Similarly, the stress from work and home could be difficult to cope with, as 

one mother recounted the high level of stress on the father that may have triggered 

her marriage breakdown: 
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I think part of the stress of the situation contributed to our marriage 
breakdown. The fact that it’ s pretty easy for a bloke to leave every 
morning and continue your life in the office, and it’ s pretty hard to 
come home to the sort of drama at home. And you know, every 
morning he left and he’ d wonder whether or not his child would be 
alive when he came home. A significant issue was to actually close 
the door on the drama of your domestic life, and kind of go and 
involve yourself in a major corporation… is a very difficult thing to 
be able to do. 

In addition, changes to career plans due to the demands at home were 

necessary. For example, one father described his frustration in forfeiting his career 

advancement to the needs at home: 

I was always a pretty career-orientated sort of a person. I used to 
travel a lot on business, and probably didn’ t spend as much time at 
home as I do now because I was always focused on moving my 
career forward. I had a balance between work and family life and, 
now that balance has changed. I don’ t have the time anymore for 
the career that I was working towards and I do regret that 
sometimes. 

The fathers also needed to reorganise their working schedule to meet the 

needs of the child’ s care. For example, one father described, ‘I’ ve tried not to take a 

lot of time off. We’ ve tried working around [the child] that has obviously been very 

hard. I’ m actually obligated to be at work five days a week. So, we work around 

appointments with hospital routine, and so it’ s not during the week.’  

Furthermore, demands from work could sometimes prohibit any involvement 

of the father in the care. One father in a family in the research was unavailable to be 

involved in the care due to his work commitment: 

He can’ t take time off from work all the time to go to all these 
appointments, because they’ re during the hours that he works. And, 
there were many nights when [the father] would not get home from 
work till one am in the morning, and he’ d be gone at seven 
o’ clock, eight o’ clock in the morning.   

Thus, in reality the mother of this family was the only family member at 

home who was physically available to meet the medical needs of her child. As this 
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mother explained, ‘Because [the father] is just working out of home and, he’ s got to 

work, he’ s got to pay the mortgage. There’ s no two ways about that.’   

The impact on the whole family 

The family is complete. 
Caring for the child at home was significant to the primary caregivers’  

definition of a family. Many examples were associated with the understanding that 

the family would be complete if the ventilator-dependent child was cared for at 

home, because ‘a family is meant to be together.’  One mother perceived that, ‘I just 

think the positiveness of it was just having us ALL home together.’  Correspondingly, 

one father considered family values important and that, ‘I’ m a person who believes 

in family and family values so I’ ve got to have all my children together. So, it’ s 

important that [the child] is at home.’  Not surprisingly, the understanding that their 

family had finally been reunited gave the primary caregivers happiness and hope, as 

one mother revealed, ‘Once we came home things, I think, psychologically were 

better because the family were back together. Because the family unit was split apart 

for so long and coming back together as a family unit was a positive thing for [the 

child] and me and for everyone else.’  

Seeing the ventilator-dependent child as a ‘person’ 
Caring for the child at home promoted one important family value— seeing 

the child as a person, not a patient. This value was carried out by how the family 

treated the child at home. Accepting the child was the key to improving the quality of 

life for the child and family. For example, the sibling in the research revealed her 

acceptance of her brother’ s disability and treating him as a normal person: 
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We all accept him. The thing is that he’ s still the most lovable little 
boy, and he’ s still all the things a brother should be. It’ s just the 
machines that you see and having him like that everyone still 
accepts him. You know, Sarah doesn’ t call him names or anything, 
it’ s all normal. The boys see him as normal.  

Similarly, siblings in other families did not see the disability but the 

personhood of the ventilator-dependent child. One father elucidated that, ‘They saw 

[the child] as a brother and… as a normal person, they didn’ t see the fact that he was 

disabled.’  

Another mother affirmed this value: ‘I don’ t feel he’ s got a HUGE disability. 

I don’ t see that. I see [the child] and his personality you know, he’ s a great kid, a 

great kid.’  Similarly, the foster care mother disagreed with any negative thinking 

about the child’ s illness and disability, and asserted that, ‘While he is with us, he is 

going to have the best life that we can possibly give him and I don’ t ever entertain 

negative thinking and negative thoughts like that over his life.’   

Accordingly, the primary caregivers engaged in normal family activities with 

the child, such as they, ‘… took him outside, rode bikes with him, rolled around on 

the ground with him and he’ d love it. So, they treated him EXACTLY normal, like a 

child of his own age’ . They also promoted normal learning activities, ‘He has more 

time to do things and he starts school again… he has a much more normal sort of a 

life. I think that it’ s important for him to deal with what he can deal with like 

everybody else, rather than be treated differently.’  

Improved family dynamic and relationship 
Relationships within the family improved once the child was cared for at 

home. One father explained, ‘From our relationship with him point of view it’ s far 

more better to be in your own environment...I think everybody has a better quality of 
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life at home than they do at hospital.’  Similarly, the quality of the relationship 

between siblings and the child improved due to their increased interactions. For 

example, one mother illustrated the love between a younger sibling and the child that 

‘Jane actually adores [the child]… a very strong bond between two kids.’  

The relationship between an older sibling and the ventilator-dependent child 

comprised more complex meanings. The sibling in the research revealed the intimacy 

in her relationship with the child that ‘our relationship is more emotional. We talk 

about all his secrets and all my secrets. And, I give him cuddles and it’ s really like a 

deep brother and sister relationship you know, we’ re really, really close.’  Again, one 

father shared his perspective on the positive relationship between an older sibling 

and the child:  

She always has a fantastic relationship with him. She’ s always 
been very understanding of his problems and very supportive of 
him. And, she tends to include him in her life and talk about him 
with her friends and so she accepts him entirely for what he is. 

Moreover, siblings who were more mature tended to be more protective of 

the child. One mother described how the sibling was protective of the ventilator-

dependent child in school that, ‘When [the child] was first home, some kids at school 

would go to drive [the child’ s] chair, and Tim would jump in straight away, and he’ d 

take [the child]… really protective that way in looking after [the child].’  

Meaningful interactions between children occurred in a home environment. 

One mother illustrated the interactions between a younger sibling and the child that 

showed how the children learnt to understand each other through activities: 
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They cooperate quite nicely. They’ ve got these cushions and they 
put them up in their cubby houses. Now [the child] can pull them 
off but he can’ t get them back on, so Tracy carries the heavy ones 
so [the child] does the light ones and they communicate to get it 
together. So, they work quite well together as a team. 

The primary caregivers also asserted that creating a learning and constructive 

environment was essential. For example, one father perceived that it was crucial for 

the child to engage in social activities with other siblings: ‘They go out there and 

they play football together, they fight, they argue… all the normal things that brothers 

do and that’ s very important.’  

A home environment provided the nutrients for the growth of a positive 

relationship between father and child. One mother said, ‘I know for a fact my 

husband’ s relationship with [the child] has improved one hundred percent since 

coming home.’  This was because:  

The bond that is created between a father and a son didn’ t really 
happen till we got home. Now, it’ s excellent particularly because 
he idolises his father. I mean, he wants to wear the same clothes 
dad wears. And, when dad and his mates are over he’ s got to be 
sitting up there in the middle of them and doing all the boy things 
you know, very much a dad’ s boy.   

Similarly, another father-son relationship had strengthened since coming 

home: ‘I think he probably came home not really knowing [the father] because he 

worked big hours… Now it’ s got better and I’ d say, because he’ s older, he’ s ten and 

he watches the footy with dad now.’  

In conclusion, caring for the child at home meant that, ‘Having him home, he 

can have all the kids on his bed and it doesn’ t matter. We can go and suction, we can 

do whatever we like. And, mainly for the kids so they could all be together.’  
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Resumed having family choices and freedom 
At home, the family could enjoy the freedom of choice and the ventilator-

dependent child had more freedom to structure his or her daily routines. For example, 

one mother revealed the child’ s activities after school that, ‘He’ s so independent, like 

he’ ll come home from school and he’ ll go down to the shops with his carer.’  The 

freedom of choice was particularly important for the older ventilator-dependent 

children, as one mother stated, ‘It’ s better for [the child]. I mean he’ s grown up a lot 

more so he can do what he likes, and he likes music.’  Similarly, siblings were able to 

experience more freedom since caring for the child at home. The sibling in the 

research revealed the resumed choice of schooling that, ‘I can go to whatever school 

I wanted to, instead of having to go to the one near the hospital.’  

Home provided more time and freedom to enjoy life. One father raised the 

benefit of ‘time-out’  for the mother: ‘With [the child] at home with the machinery, 

she’ s got plenty of time to do other things… she can go shopping; she can do regular 

things that she needs to do. And, it gives me more of an opportunity to be with [the 

child] and help out.’  Another mother agreed: ‘I mean that’ s given me time back now, 

and I’ m happy… I could go to work if I wanted to but I won’ t (laughter)… I think I’ m 

going to do something at home.’  Resuming the choice of employment was regarded 

highly by the mothers. One mother had returned to work after the child became more 

independent of medical needs: ‘I work now because I want to work, it’ s my choice, 

and I hated not having that choice.’  The family as a whole also experienced more 

freedom for social activities. For example, one mother described her family 

activities: ‘We go to different places...we all go as a family… or we have sport on the 

weekends… or we go water skiing down there on the river and [the child] sits down 

and watches that.’  
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Most importantly, the care tasks were undertaken and divided in accordance 

with the family’ s routines. One mother highlighted the importance of the freedom at 

home to provide the care in response to the child’ s needs in that: 

The difference is, it’ s just not a routine like the hospitals. [The 
child] might have his catheter in six hours or five hours. If [the 
child] is up playing, then he will go to bed and have a catheter. If 
[the child] was in a situation where he was getting sick from it 
because he didn’ t have a catheter in four hours, showing that there 
were problems then it would be a different story. Because we’ re in 
a home environment, I want it to be that way. 

A lifelong association with medical and hospital 
The ongoing relationship with hospital was ambivalent. The primary 

caregivers understood that long-term dependence on hospital was inevitable; 

however felt negatively about it. 

The perception was that a continuous relationship with the hospital was 

necessary when dealing with issues such as respite support, medical emergencies, 

supply shortage, and equipment maintenance and repair, or when the child required 

rehospitalisation or ongoing progressive medical and surgical interventions. One 

mother explained her choice of hospital if there was a medical emergency:  

We tried to go to [Hospital X] because they know him better, 
although there is [Hospital Y] which is only probably about two 
k’ s up the road. It is only for emergencies probably better to go to 
[Hospital Y]. But [Hospital X] is probably about twenty k’ s and I’ d 
rather go there, because they know him better. 

Hospital was seen as supportive for issues of medical and equipment 

emergency. One mother did not panic over power blackouts because, ‘It’ s just as 

easy because we can take him straight up to the hospital, or one of the local motels 

have got their own generator so we could move in there.’   
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Attachment to hospital was inevitable when the child’ s medical condition 

required progressive surgical interventions. One mother revealed her anticipation of 

the child’ s upcoming surgery: 

The nice thing about [the child] is that by the time he’ s like twelve 
and fifteen, there’ s a good chance that he will past the worst of it. 
And, the next part that I think we’ ll have to deal with is things like 
cranial facial surgery. So, there’ s going to be some serious medical 
intervention related to that, but that’ s not life threatening; that’ s 
structural body, and so we’ ll get through that process. 

Many in-home ventilator-dependent children would have a tracheostomy 

which would need de-cannulation when appropriate; therefore the issue of de-

cannulation was of central concern to the primary caregivers. One mother revealed 

her experience with her child’ s de-cannulation: ‘They had done bronchoscopies prior 

to that, and there was no medical reason why [the child] should have the 

tracheostomy still. But, the way they de-cannulated him never worked. It had to be 

out completely.’  

Many primary caregivers also acknowledged the benefits of having 

healthcare professionals’  ongoing support. For example, one mother described her 

positive experience with a doctor who helped her with the issue of nasogastric 

feeding: 

The nasogastric tube, oh horrific... I think I did it for three or four 
months. And, I said to Dr A. one day, please help me, I’ m 
desperate here. I said, I’ m sick of doing this, it’ s driving me insane, 
because I have to put it down three or four times a day. He said, 
leave it with me, picked up the phone, got me an appointment with 
the gastroenterologist just like that… and give [the child] a peg. 

By contrast, some primary caregivers expressed negative thoughts about the 

unbreakable chain with doctors and hospitals. For example, one mother revealed her 

frustration in the ongoing hospital appointments and medical tests for her child: ‘I 

hate the thought, even now when I’ ve got to go in for a couple days, or if he’ s got to 
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go in for a sleep study, it’ s like oh far out, you know.’  Similarly, another mother 

described her feeling of ambivalence about her relationship with hospital. Although 

she understood that there was a less need for hospital support now as the child’ s 

medical condition was stable, she still had the fear still of being separated from 

hospital: ‘That’ s all I’ m scared of, is being away from the hospital, and yet I don’ t 

need them. I don’ t go there. I only go there for check ups. So, I don’ t know where 

my fear comes from.’  

The primary caregivers also described the confinement and feeling of 

frustration from multiple hospitalisations and hospital appointments. The foster care 

father explained the confining factor of hospitalisation: 

I must admit, I didn’ t realise HOW confining it was going to be 
and how much hospitalisation and doctors and visits that we’ ve 
found a bit overwhelming. Because he had so many different 
doctors that there was three or four visits a week which was quite 
draining on [the mother] and me. I think, it was definitely an 
impact that we didn’ t allow for in the beginning. We didn’t allow 
for when he DID get sick what it meant; it meant 
hospitalisation; it meant again me being home with the kids, 
[the mother] being away, which is very draining on the family.  
(Emphasis added to illustrate the experience of the vicious cycle of 
hospitalisation when even the ventilator-dependent child is cared 
for at home.) 

Another mother experienced stress because of multiple doctor appointments: 

It’ s difficult to do them all in one day. I tried it and I’ m never 
going to do that again because it’ s humanly impossible. [For 
example], I might have, say, for the month of May had seven 
hospital visits, but for the month of June I didn’ t have any, and 
then for the month of July I’ ve had two day stays plus in the next 
two weeks I’ ve got another outpatient appointment. But, it all 
depends on who’ s doing what because they all want to see him at 
different times of the year. 

In addition, the experience of hospital appointments was described as, ‘A 

nightmare… on the phone just all the time.’  The fathers raised negative views on the 
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issue because of the restrictions in hospital and the stress in dealing with hospital 

staff. 

Furthermore, concerns were expressed about potential problems that could 

occur with the hospital being unfamiliar with the child’ s care if a re-admission was 

required. For example, one mother, who had been caring for her ventilator-dependent 

child at home for eight years, explained: 

I suppose my biggest problem is that if [the child] gets crook and 
we have to go back into hospital, and the system is not knowing 
him in there, and that’ s probably my biggest worry. If he got sick 
tomorrow and we had to go into hospital, I would have to stay in 
there all the time because there would be no one in there to look 
after him. 

Some primary caregivers felt frustrated because of a lack of power and 

authority to access and utilise appropriate services for the child’ s needs. One mother 

described her frustration in accessing and coordinating with appropriate medical 

services: 

When I need something new that’ s very hard to actually get it, 
because you can’ t get a hold of doctors between appointments. It’ s 
like I’ ve been trying to get [the child] to have an eye check in the 
hospital, and it’ s taken me six weeks and I still don’ t know if he’ s 
in. 

Moreover, the primary caregivers felt the loss of total ownership of their child 

due to the continuous relationship between healthcare professionals and their child. 

One mother revealed the authoritative figures of healthcare professionals even at 

home: ‘I STILL feel pulled from the hospital, I still feel like I have to have 

permission for things, and you know I can’ t just make decisions for [the child] 

without their help.’  Another mother also identified the long-term attachment of the 

child to hospital in that, ‘I still feel the hospital has a little tiny hold on him. I often 

think if he’ s doing something, or if we’ re going away or something I should tell the 
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hospital… I still feel like I have to answer to them sometimes when we’ re doing 

something or where we’ re doing it or why.’  

The primary caregiver also felt guilty sometimes if they disobeyed the 

instructions from hospital, and this could even occur at home. For example, one 

mother explained her justification of her decision on the amount of emergency 

equipment to carry when going out, and identified the authoritative influence of 

hospital on the child and herself: 

The rule book probably says I should take everything with me but I 
don’ t, and often I just grab the emergency bag… I think, well 
imagine what the hospital would think if they knew I didn’ t have 
everything, and if something did happen what would they think of 
me so, yeah it’ s funny. And then, I say to myself it’ s my child… but 
occasionally I feel like oh, if the hospital knew I was doing this 
they wouldn’ t be happy… and even now I still don’ t one hundred 
percent feel like he belongs to me. 

The primary caregivers perceived it was necessary, though they were not 

entirely willing, to ask for permission from, or report to, hospital concerning any 

major decisions made for the child’ s life. This seemed to stem from the imbalanced 

power relationship between parents and professionals in the context of the child’ s 

care. 

Coping with Distinctive Difficulties and Challenges of the Care 

Coping with hospital system and services 
Ongoing coping and fighting with hospitals, community centres, and public 

organisations for the needs of the child were experienced by the primary caregivers. 

The primary caregivers, who were some of the first to provide paediatric home 

ventilation, revealed the struggles and frustration in the initial discharge. For 

example, one mother described her negotiation with hospital for discharge as: 
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Cause they’ ve never sent anyone home on a ventilator before so 
they said, it just couldn’ t happen and you couldn’ t do it, but I said I 
could do it. Like, I’ m doing it here as I was doing all his care in the 
hospital, then why can’ t I do it at home. And, that’ s when they 
started putting wheels in motion.  

Similarly, one father revealed the difficulty in the initial discharge that, ‘It 

was upsetting that we had to try so hard to get the right things as in bringing [the 

child] home… I felt they should have been more supportive in that role. They seemed 

to be trying to do the opposite from what we wanted.’  

In addition, a concern was expressed regarding the transition process from 

paediatric to adult hospital system when the ventilator-dependent child turned 

eighteen. One mother of a ventilator-dependent child who would turn eighteen years 

old was concerned about the changeover from paediatric to adult system and the 

issues of continuity of care and support: 

That’ s what we’ re sorting at the moment. Like, when he goes to 
adult services what will actually happen then? Because I know 
that’ s what the Children’ s Hospital is saying that there’ s no way 
that you could afford to pay for your catheters and all that type of 
things. So, they’ re just sorting all that out now, because we are the 
first one to go from the child’ s system to the adult system. 

Similarly, issues of social services such as schooling and employment for the 

ventilator-dependent child were of concern to the primary caregivers: 

Just options for [the child]. Like, because [the child] is about to 
turn eighteen, there’ s a lot of different things. Like, when he leaves 
school, different options for him for school and funding for those 
things. Because I think there’ s going to be a hassle with that, he 
probably won’ t end up going to school, or won’ t end up going to 
these options. 

Furthermore, one mother described her struggles with selecting an 

appropriate hospital for her child’ s de-cannulation of his tracheostomy: 

I think we’ re getting to the stage now where I’ ve waited long 
enough. I’ ve asked questions and I want something done but no 
one’ s willing to make the move and do something… I think 
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[Hospital A] doesn’ t have the facilities to do this… but they don’ t 
want to give him up to [Hospital B] because he’ s their little boy. 
You know, it’ s really stupid but that’ s exactly how it is. And, the 
[Hospital B] doesn’ t want him because he’ s [Hospital A]’ s little 
boy. 

The primary caregivers understood the need for ongoing battling with 

systems and services for quality care. One mother recognised the necessity to be 

proactive in asking for support and, ‘I’ ve learnt one thing in the public hospital 

system that is, information is not easily volunteered to you unless you ask, and 

otherwise sometimes you’ d never know.’  In fact, they believed that it was their role 

as a parent of a ventilator-dependent child to fight for their child’ s rights: ‘I think the 

kids that are going to make it are the ones whose parents take the responsibility. That 

run with the responsibility that you know, jump up and down, and say this is what we 

need.’  Another mother showed a similar attitude in that it was paramount. ‘… to try 

and have as much information about growing up with a medical condition and 

getting as much support and help as you can get… to try and get the council’ s 

attitudes to change where the child is able to go and participate in other things as 

other children in the community can.’  

Coping with tertiary systems was challenging because there was a lack of 

understanding and support from clinicians and administrators about the needs of 

ventilator-dependent children and their families. For example, one mother 

experienced limited choices for her child’ s schooling because of an inconsistent 

integration system between public and private schools for children with a disability: 

‘We didn’ t have choices if I wanted to send her to a grammar school, or the Catholic 

school, because they don’ t have the resources for integrating children. So, my 

choices and her choices were very cut down.’  
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In addition, the way health care system categorised patients in relation to 

funding was viewed disapprovingly by one mother who argued that: 

Even though I had a hard time with the programme I’ ve met 
families out there who don’ t receive any help and it’ s only because 
their child that they have doesn’ t fit into a category that they 
redeem as having special needs in order for the family to get 
special help. And, this is an overall problem with the way the 
system is… because they’ ve determined this and this and this. 

The primary caregivers, who were the pioneers of Australian paediatric home 

ventilation, experienced multiple changes to the structure of service and respite 

support over time. One mother, who had been caring for her ventilator-dependent 

child at home for nine years, had noticed the decreased flexibility of services and 

support, and perceived that the changes were the ramifications of economic and 

political influences: 

It’ s more political now. In a way we’ ve probably had it easier 
because we were making the rules but now, there’ s a lot of red tape 
and plans you have to follow. We’ ve noticed over the years how 
difficult things are… You used to be able to do things in a day but 
now, you have to go through the ropes to get things done, and it 
takes a week or so, so nothing’ s easy in that respect yeah. You 
know, supplies, I used to be able to run into the hospital and grab 
the supplies whenever I ran out, but now it takes a week or two to 
get them. Or, you have to do it all by the book… you can’ t use the 
products you want to use, and you use the products what the 
management committee has come up with. Whereas, in the old day 
we were like oh, we don’ t like that catheters, let’ s go back to these 
other ones… Well now, you don’ t get a choice; you just use 
whatever the system is using. So, yeah, that side of it is probably a 
bit more frustrating. 

Similarly, resentment was expressed towards the change in the level of 

professional qualification of paediatric home care nurses. One mother revealed the 

change of home respite services from registered nurses to lay caregivers, and 

questioned the benefit of the change: 

We had seven nights of RN care...It was initially ten hours per 
night, and then it might have been dropped back to eight 
hours… ,and then they started wanting to cut out nights which was 
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very difficult. Because, you’ ve been told you need RN nurses and 
all of a sudden it’ s not as important. And, you think, hang on, 
you’ re the ones that told me this is what we needed. I think if 
you’ re sent home with lay caregivers then you don’ t know any 
different. But, if you’ ve had RN nurses and you’ re told to go home 
with RN nurses, so what’ s changed? 

In fact, the mother identified that, ‘The difficulty in changing to lay people is 

that you aren’ t always sure that that person is competent’  in caring for the child. 

In contrast, positive remarks on some changes in the support services were 

mentioned. One mother highlighted a positive change from self-management to a 

designated case manager in dealing with accessing facilities and services: 

I’ ve only had a case manager for about the last, maybe four years. 
Previously I and my primary nurse would do it all, but now I pass 
it all onto her now. It’ s heaps easier. They know what facilities are 
out there and what services are out there. 

Moreover, the primary caregivers valued the opportunity of any evaluations 

and feedback on the services and support provided to them. For example, one mother 

said, ‘I did get the opportunity to do a survey, a written survey, on the [X] program. 

So I gave them a truthful one. And it was very critical… ’  

Coping with coordination of equipment and home nursing 
The primary caregivers organised and coordinated orders and supplies of 

medical equipment at home. One mother described herself as, ‘The family director. 

So, what I have to do is every month I have to order supplies.’  In addition, there was 

often at least an extra set of medical equipment, especially the resuscitation 

equipment:  
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We’ ve got two of everything. The only thing we don’ t have two is 
his wheelchair but we will have that soon. We’ ve got total back-up; 
we’ ve got fifteen marine batteries out the back shed so if… the 
electricity goes off that cuts in for three days, then we’ ve got three 
day power.’  

Furthermore, the primary caregivers managed administrative issues of home 

care nursing. All the mothers undertook interviews with home nursing professionals 

prior to any employment agreement. One mother recalled that, ‘I did lots of 

interviews… didn’ t just take who they said they thought would be good. It was about 

somebody that had to come into our lives to share our lives.’  The process of 

employing home nursing professionals was undertaken either in hospital, or a private 

agency centre, or at home where interviews and training could occur. One mother 

outlined the process: 

The agency hires them and then they’ ll ring me and say okay, look 
I’ ve got a nurse that’ s qualified in this and that… then we have the 
training session and we work out from that night whether it’ s looks 
like it’ s going to work, and if it is good and then have another few 
more training nights. That’ s how it’ s done. 

The mothers would often create ways to work with the nurses to improve the 

quality of care for their child. For example, one mother established a daily plan and 

guidelines to help the home carer understand the child’ s daily routine and needs, as 

she described: 

In a home environment, and in many respects, they are a mother’ s 
help so you can set standards. I can actually outline the day for 
them when they’ re there and say, I want you to do this and this in 
the morning and then put the kids to sleep in one pm.  I thought 
you could do some baking and then I’ ll be back at this time… I’ m 
thinking of going down the park but let’ s just see how everyone 
feels at that point… .I’ ve got to do some work for a couple of hours 
this afternoon so you can take the children for two hours then. You 
know, we’ ve got this plan, just basically lay out the day, so they 
know what’ s going to happen. 

Another mother used a communication book to maintain the flow of 

communication between home nursing professionals and her family. 
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The primary caregivers appreciated the help provided by home nursing 

professionals and created ways for constructive feedback and showing gratitude.  For 

example, one mother described, ‘There are times when you want to take your carers 

out and have a coffee or a chat or lunch, and just ask them how they’ re going.’  

Extensive ordeal when going out 
The primary caregivers encountered enormous challenges when going out: ‘It 

was a lot of organising, and you had to take spares of everything.’  Organising 

involved many preparations and phone calls, as this mother explained that:  

It’ s just not putting HIM in the car and going. You’ ve got to make 
sure that you’ ve got medications and you’ ve got the whole 
thing… or, if we go out we usually ring up beforehand and make 
sure that where we’ re going has got firstly a BED so that we can do 
catheters.  

Arrangement of equipment inside a car was also challenging. For example, 

one mother described, ‘If we did go out, we had a staff member and a ventilator on 

his chair all the time. What we’ d do is we’ d put his chair into the back of the van and 

put him in a car seat and swing the tube over and hook that to that car seat.’    

Therefore, going out with the ventilator-dependent child was time- and energy- 

consuming, as one mother said, ‘To go up the street I’ d have to load the ventilator, 

suction units, emergency kits, and it’ d be like an hour procedure just to get him up 

the street.’   

Medical machinery was not only troublesome to organise when going out, it 

also limited the distance for visiting: 

The most we could do was to go up to the flat garden, or go for a 
walk in the pram around the block, because we had to load the 
pram up with the ventilator, the emergency oxygen, the Guedel 
bag, the suction unit and the battery, and to roll the seat back.  It 
involved with a MAJOR...and the mobile phone in case I needed to 
call an ambulance. And, we might have only been what, twenty 
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paces from the house, but you needed to make sure you had 
everything. 

Notwithstanding these issues some primary caregivers were adventurous with 

medical equipment. For example, one family in the research planned an overseas trip 

and travelled with medical machinery on an airplane. The mother of this family 

recounted: 

We took [the child] on a holiday overseas which was another huge 
drama. It took about six months of organising to get him overseas 
and we took a carer with us. And, that was the best thing ever. To 
this day, [the child] talks about it every week. 

Internal and external coping strategies 
There were a number of internal and external ways of coping used by the 

primary caregivers. An internal way of coping refers to his or her previous 

experience with disability. One mother had family experience with paraplegia which 

helped her cope with the care at home. Past experience of stressful life events such as 

emigration had facilitated one father in adjusting to the stress at home. In addition, 

the love for the ventilator-dependent child strengthened their coping. For instance, 

one mother described the loving relationship between the child and the family that, 

‘He is such a blessing to us and that’ s the way we look at him. We love him so much 

I think that’ s the biggest thing that overcomes everything.’  Interestingly, but not 

surprisingly, one mother identified that her way of coping was to focus on the needs 

of her children: 
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When I first came home I was on my own. I know it sounds funny 
but because I was on my own I coped better. Because I could just 
concentrate on ALL the kids;   whatever their needs were, that’ s 
what I did. I didn’ t have to worry about husband coming home and 
worrying about if he was happy. I think if I had had a husband 
through all of THAT, I don’ t think it would have been as 
easy...because I was able to give my WHOLE SELF.  

Furthermore, coping would become easier if the child’ s health improved. One 

father revealed the positive effect of the child’ s improved health on his coping in 

that, ‘We have more time than we used to have and he’ s much more responsive than 

he was when he was younger, so we get more pleasure out of him than perhaps we 

did in the first couple of years. So the need for coping is less.’  

There were a number of personal ways of coping which differed between 

mothers and fathers. One mother revealed the differences in the ways of coping 

between herself (extrovert) and the father (introvert): ‘[The father and the older 

sibling] don’ t ever talk about how they feel… That’ s their personalities. I’ m very 

different than the two of them. They’ re very introverted, so talking about it is not 

something that they like to do. They get over it in their own way.’  

When the mothers were asked to describe their coping styles, they tended to 

use emotional and spiritual ways of coping. For example, one mother wrote a diary 

about hospital life. Some mothers would resort to crying to release their emotions: 

I never had a breakdown before. I woke up Monday morning and I 
couldn’ t cope. I was crying uncontrollably, I just couldn’ t stop. 
And, I said to [the father], I can’ t do this today; I can’ t look at him; 
I can’ t look after him; I can’ t even go anywhere near him, and 
that’ s not me… I had collapsed, completely broken down. 

Religious support was also perceived to be helpful. 

In contrast, the fathers tended to use psychological and attitude type of 

coping. One father used a psychological technique of detachment:  
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I could sort of detach myself from what was happening. Oh I could 
tell you, if there was a problem happening here at home, I could go 
to work and I could tune out what was happening at home and I 
could concentrate on my job. I find I can tune out quite easily. 

Another father mentioned his goal-orientated attitude in that, ‘I always want 

my family to achieve and my children as well. I suppose and that’ s what helps me 

become strong, because I’ m always trying to achieve something. I’ m satisfied 

because that’ s my goal.’  In addition, one father identified his changed life 

perspective from being pessimistic to positive about care responsibility: ‘You’ re 

beyond the responsibility stage, which probably drives you to the stage where you 

actually want to do things… Once it starts, there would be more good things about the 

day than bad things.’  

External ways of coping also helped the primary caregivers cope with the 

care-giving experiences at home. These included the support provided by immediate 

family members, relatives, and other mothers with similar experience. For example, 

one mother described the positive support from her own family that, ‘I’ ve got the 

support of the kids and [the father]. If I didn’ t have them I wouldn’ t be able to do it 

by myself, definitely not, no.’  A number of the mothers acknowledged the support 

from grandmothers as significant: ‘I had a lot of support from my mum which was 

good. While in hospital and then when I first came home she was very good, made it 

easier to live with the stress of the household.’  Moreover, support from other mothers 

of a ventilator-dependent child was considered invaluable. One mother described the 

practical and emotional support given by another mother during the training for 

discharge as, ‘It was good having Ann. Because, Ann was in there before me so she 

was actually doing it a bit ahead of me all the time. So, we both had to do 

suction...that was good for me, to have her there.’  
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Coping with others’ curiosity and expectation 
The primary caregivers had to deal with people’ s curiosities about their 

ventilator-dependent child and social expectations on them as parents of a disabled 

child. The curiosity of people was understood as a fear of difference: ‘I’ ve seen some 

negative reaction where people just stare. And, it’ s curiosity. I think that that’ s the 

main thing, and sometimes it’ s a fear, a fear of difference.’  

Nevertheless, people’ s curiosity was experienced negatively. One mother 

revealed her emotional distress resulting from others’  curiosity about her child’ s 

disability in that, ‘He came home one day and said, a kid asked what was wrong with 

him and why he was in a wheelchair.  And, he handled it fine, but I started crying.’  

Similarly, people’ s attention to, and curiosity about, medical machinery were 

experienced with distress. One mother expressed her distress as, ‘People see all the 

machines, and then they stop. And, the suction, the air noise, everybody turns to 

look, and I hate it. I hate the fact that people have to look and stare and 

comment… ‘Cause, it’ s dreadful when people stare and are curious about it.’  

Similarly, people’ s curiosity about the presence of a home care nurse, or carer, with 

the child was experienced negatively. For example, one mother described her 

difficulty in coping with people’ s curiosity about her carer and introducing her carer 

as a ‘nanny’  rather than a ‘carer’ : 

As people get to know our carers, they don’ t need to ask anymore. 
But, if they’ re people who don’ t know then I tend to say nanny 
because it isn’ t then followed by fifty questions about why we need 
medical involvement, and people like to know why you need 
another family around to help you at the park. You’ ve got this 
issue with having another person with you all the time…  like 
you’ re PRESENTING a relationship, which it’ s almost something 
that’ s not. 

According to the primary caregivers, their ventilator-dependent children 

coped with people’ s curiosity about them differently. One mother described the 
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positive reaction of her seven-year-old boy in response to people’ s curiosity about 

his tracheostomy: ‘He’ s pretty good, and he’ d pretty much tell you what it is. If 

someone said to him, ‘what’ s that in your neck?’  He’ d tell you and he expects you to 

know.’  However, another mother revealed the ineffective coping of her child with 

the curiosity: ‘I know that if I had to suction her in public as she became older, she 

would get very annoyed and very self-conscious.’  

People’ s expectations of the primary caregivers as parents of a child 

depending on ventilation assistance were challenging. For example, one mother 

revealed the emotional burden as the result of people’ s high expectations of them: 

There’ s very much a high expectation on us, particularly the mums 
in hospital that take on this enormous role, this enormous task. I 
mean I’ m not from a medical back ground, I’ m not a nurse, I’ m not 
anything, I’ m just his mother. And, to have to learn all about his 
medical condition and to understand what it all means was very 
difficult to have the confidence that you would be able to do that, 
and do it to the extent that his life was never at any in danger, and 
that’ s the biggest thing I think.  

Furthermore, expectations from work colleagues could be unsupportive. One 

father understood the expectations from his work colleagues of his responsibility at 

home and stated, ‘I suppose they felt obligated that, as long as they asked me for a 

drink after work, and at the same time they probably expect us to say no, to be 

honest, because of our situation. So then, we don’ t go out as much.’  

Coping with the chronicity of the child’s illness 
The understandings in relation to the child’ s illness and disability could 

influence the ways the primary caregivers coped at home. The chronic nature of the 

child’ s illness was conceived as difficult and overwhelming. One mother described 

her physical and emotional burden because of the child’ s chronic medical needs as, 

‘[the child] has been a baby for so long and it’ s tiring us out physically and 
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emotionally.’  The burden could be even more debilitating if the child’ s health was 

declining.  For example, one mother indicated this difficulty: 

That’ s been REALLY, really tough. We had a child that could 
actually start reading, write his own name, address, telephone 
number to a child that absolutely lost everything. So, that’ s been 
the biggest thing to cope with, like ‘why did it happen?’   I think 
trying to understand why this has to happen to him has been really 
quite difficult, you know to watch him get sicker and sicker. 

There were feelings of sadness and guilt about the impacts of illness on the 

child’ s life. For example, the sibling in the research expressed the feeling of guilt 

because of the child’ s decreased physical function due to the injuries from a car 

accident:  ‘If he’ s crying because he can’ t walk and stuff like that… I feel guilty. 

Like, I wish sometimes that it was me instead of him you know.’  

Furthermore, one mother identified the impact of the child’ s disability on the 

father who had changed his sporting habits accordingly: ‘My husband is really into 

getting outside, swimming, and football… and [the child] can’ t do a lot of those 

things, so [the father] tends NOT to do them, because then it doesn’ t make himself 

feel uncomfortable, or [the child] feel uncomfortable.’  

In addition, the primary caregivers were often very protective of the child and 

siblings as the result of the child’ s illness. One mother expressed the constant worry 

about her children’ s safety in that, ‘I’ m very protective of them and I’ m probably a 

little bit over cautious with them, to be honest because of [the child].’  Similarly, the 

foster care mother explained how she protected the child from any negative emotions 

about his illness: 
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We try to have NO negative feelings around [the child]. We’ ve lost 
him nearly a few times, and we NEVER show him that we’ re 
really scared. Like, crying in front of him we don’ t show him 
ANYTHING like that to make him feel there’ s something wrong. 
So, we take everything like that away from him. 

Coping with the unknown factors of the child’ s illness was identified. Firstly, 

coping with the child’ s questioning on ‘why’  was especially difficult for the primary 

caregivers. For example, one mother described her emotions during a confrontation 

from her child’ s seeking for an answer for his injuries: 

There was the question of why he had a wheelchair and a car 
accident. That was hard because I couldn’ t not cry and tell him. 
Because, he just like, why was I hurt, and he couldn’ t understand 
why he was more hurt than everyone else. And, I just explained to 
him… So, that was the hardest thing is to have to tell him why. 

Furthermore, in the context of the illness, anticipations concerning potential 

outcomes in the child’ s life were experienced. For example, one mother revealed: ‘I 

can’ t wait to talk to [the child] when he’ s older, just to find out what it’ s been like for 

him.’  Another mother identified her projection of the possibilities of her child’ s 

potential if without the disability: ‘If [the child] was an ordinary healthy kid… I 

wouldn’ t know...Often I see signs of what might have been with [the child], he’ s 

quite defined… He’ s a bit of a tease, and he’ s reasonably a courageous child.’  

Various ways of coping with and accepting the reality of the child’ s illness 

were described. One mother described the coping as a grieving process in that, ‘I 

think probably it’ s a type of grieving process. I think you go with the flow and 

whatever you’ re doing it; it’ s a fate; you’ re meant to do it.’  

The grieving process was also reflected in another mother’ s experience: 

I needed to spend time with myself, and just sort of work through it 
on my own. And, when [the child] was born I was inside Africa 
and I had all my family around me and that gave me the support I 
needed. Moving to Australia I didn’ t have family around me, but in 
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a way, I mean it has helped me come to terms with things quicker, 
without always having something to fall back on… so, I think the 
time I spent by myself really got me through it. 

The grieving process was about reflecting, understanding, and accepting the 

experience, as one father described, ‘I’ ve sort of grown up more, matured even more 

so, and realised that this is the way it is; it’ s not going to change, so get over it and 

get on with it. I think that’ s how I sort of adjust to it; knowing that it’ s not going to 

change. This is our life; let’ s make the most of it.’  

Furthermore, the way the child coped with the reality of the illness affected 

the way the primary caregivers coped with the reality. One mother experienced 

emotional distress due to the child’ s ineffective coping with the disability. In 

contrast, another mother was inspired by her child’ s positive attitudes: ‘His attitude 

to life, that’ s what makes me want to make his day better every day. That’ s what 

makes me want to get him into more things like sport, get him out there and 

experiencing life, not hiding him away.’   

In addition, another way of coping with the reality of the child’ s chronic 

illness used was to focus on the present: 

I don’ t look too far ahead… They all say, oh what’ s it going to be 
like when he’ s 16?  I don’ t even think about that… you can’ t worry 
about it, have to take it year by year, or day by day. I’ ve learned 
that very much with him. I’ ll worry about it when it happens. 

Coping with developmental issues 
There were also issues and problems identified in relation to the child’ s 

developmental needs. For example, one mother used an example of temperature 

control to illustrate the importance of modifying the care at home in response to the 

maturity and developmental stage of her ventilator-dependent child: 
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We got onto the issue of really cold temps and he’ s got a big blue 
blanket on and he’ s still very low. So, they wanted to put a space 
blanket on, and ‘oh, no’  he said.  And, I’ ll now just say look, I 
wouldn’ t do it if I didn’ t feel it was right. I want you to have 
control and I believe you should have control but I’ ve got to tell 
you now that if you don’ t wear a space blanket, your temp is going 
to go low. And, you’ ve just got to give him a chance to think about 
it and let him realise. 

The child’ s increased understanding of his or her care resulted in a need for 

control, which in turn could alter the nature of the relationship between the child and 

professionals. For example, one mother further emphasised the need for a change in 

the way the care was provided: 

[The child] wants control. Like, we have a communication booklet 
between me and the nurses and the nurses with each other. And, I 
wrote just regarding [the child] being older, got to have choices in 
his life now. He’ s got to see what’ s right and wrong in the fact of 
what he wants to wear, and that you let him wear what he wants to 
wear. And, he’ s got to have controls. 

Moreover, the increased maturity of the child changed the nature of the 

relationship between the child and family members. For example, one mother 

revealed her encouragement for the father to initiate mature activities with the child 

as the child grew older, such as, ‘Go out there and play basketball or… tell him all 

about the footy or… sit down and talk with him.’  

Issues of psychological and emotional health of the ventilator-dependent 

child were also raised.  One mother worried about the emotional problems of her 

teenage daughter and the lack of appropriate support for the child’ s emotional needs: 

‘My biggest concern isn’ t for the parents, it’ s for the child. Emotionally, [the child] is 

really emotionally screwed up, because she has had no emotional support through 

those early years when it was vital.’  As the result, the father revealed the child’ s 

obsessive behaviours: 
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[The child] in the last two years has become a lot more detached 
from me, she’ s become very attached to her mother...I think she 
treats me a lot as I’ m intruding on her relationship with her 
mother… She’ ll get upset if I try and talk too much, or try and 
interrupt her talk with [the mother]… She also gets upset when 
people come over and I think it’ s also again related to interrupting 
her time with her mother… Perhaps because her mother’ s been her 
primary caregiver all that time and she’ s just dependent so much 
on her. I think that’ s probably become an unhealthy obsession now. 

Social identity of the ventilator-dependent child sometimes became 

problematic due to the context of the care at home. For example, one mother tried to 

identify the impacts of having home nursing on the child’ s identity construct and 

indicated that: 

I don’ t know if some of her difficult behaviour is because of 
having so many caregivers. As much as we try to give her a normal 
life, it’ s still not normal. Whether there’ s a lack of understanding 
of what she’ s grown up with… She has compared to a lot of other 
kids who don’ t have caregivers. I think that sort of confused 
her… that somewhere along the line that she has become very 
confused about parents and child. 

Moreover, the problems associated with social identity could, in turn, affect 

the child’ s self-esteem:  

She has a lot of self esteem problems. She feels very awkward 
which I suppose is a very teenage type of thing to feel. I think 
that’ s her biggest issue that she doesn’ t feel comfortable around 
people. She doesn’ t know how to act amongst people, even family, 
not just friends, even with close family she’ ll feel very awkward or 
intimidated. 

Coping with tracheostomy care and suctioning 
There were negative feelings associated with tracheostomy care and 

suctioning: ‘I think the tracheostomy is the thing that we had to adjust to the most, 

and I hate it, I absolutely hate it.’  Another mother also disliked the appearance of the 

tracheostomy and the sound of suctioning. Fears in connection with the care of 

tracheostomy were expressed: 
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The most frightening thing was the care around the tracheostomy. 
It’ s certainly a specialised field, and just getting over the fear of 
changing them, caring for them, and the suctioning were really 
stressful, and it had to be done a lot. 

Care in relation to tracheostomy, such as dealing with medical apparatus and 

the need for continuous supervision, was regarded as challenging. For example, one 

father revealed the difficulties in the care of tracheostomy in that, ‘I suppose his 

tracheostomy is the biggest thing because of all the indications going, the suctioning 

and all the equipment you’ ve got to carry around. That’ s a little bit hard.’  

Similarly, another mother emphasised the high level of physical labour 

around the tracheostomy care as, ‘We were getting thoroughly sick of the 

tracheostomy, doing the changes every fortnight… and then every time he got a cold 

or flu, you were continually suctioning, suctioning, suctioning, and then you had to 

buy your catheters.’  

In addition, there was dealing with the circuit change: ‘When he’ s only using 

the ventilator, like during sleeps, I’ ll do the circuit change once a week. But at the 

moment he’ s on it twenty four hours a day, then I’ ll change them about twice or three 

times a week, depends.’  

Coping with medical emergencies and resuscitations 
Countless episodes of medical emergencies and resuscitations were 

experienced. For example, one mother described a medical emergency that occurred, 

‘… not long just after we got home, we had a little episode. He just stopped breathing 

on us, and went blue. We did all the things we’ re supposed to do and it didn’ t work 

and we had to phone the ambulance.’  There were also emergencies in association 

with medical machinery. For example, one mother, who lived a one-hour drive 

distance from a metropolitan hospital, recounted an episode of the breakdown of 
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ventilator at home: ‘One night when we had a power blackout and something wrong 

with the ventilator and the alarm kept going all the time… We had to hand ventilate 

him all the way to city, my mum did while I drove. (laugh).’  

Chronic fear and anticipation were experienced in association with any 

sudden and unexpected onset of medical emergency. One mother described her 

living with constant fear of medical crisis: 

For many years and even now, I keep my showers to less than five 
minutes if I’ m here on my own in case… because you can’ t hear the 
alarms. I have a shower usually at night after the children are in 
bed, and you can’ t hear the alarm when you are in the shower. So, 
if you make it less than five minutes and that if he’ s had a vomit, 
you can probably resuscitate him after five minutes with some 
success. 

Furthermore, constant awareness of death and dying was revealed. One 

mother revealed her plans on what happens if the child’ s medical resuscitation was 

unsuccessful as, ‘If we ever have an emergency where [the child] is in big 

trouble… [The father] will come to [the child], because I don’ t think I’ ll be very good 

at that. We’ ve worked all that out. I’ ll just gather the little kids and take them out… I 

know that sounds terrible but I know where my weaknesses are.’  On the other hand, 

another mother nominated herself as the one to go to hospital with the child if any 

medical emergency occurred. 

There were also concerns raised about the future welfare of the child. One 

mother acknowledged the medical role of her sibling daughter and considered the 

daughter was important for the future welfare of the ventilator-dependent child. 

Correspondingly, the sibling concurred with the arrangement:  

Because of having [the child] and going through all that pain, now 
I’ m stronger.  Because of that, it sort of helps me to realise that this 
death and dying does happen, and that no matter what, you’ ve got 
to learn to keep going you know. And, because if anything ever 
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happened to my mum, you’ d have to stay sane because he’ d need 
me. 

Medicalisation of the Home 

Caring for a ventilator-dependent child at home has resulted in many changes 

inside a home as alteration to the house was necessary to contain medical machinery. 

The home of a ventilator-dependent child was often spacious: ‘You just have to have 

a big house all the time (laughter)… Like he takes up so much of home, like the 

hoist, the standing frames… ’  Accordingly, the display of home contents looked 

different. One mother revealed the display of her home consisted of a number of 

medical machines and that, ‘We had to bring suctions, we had to bring concentrators, 

BIPAP ventilators, oximeters, and milk pumps, yeah that’ s about it (laughs).’  

An inevitable consequence of having medical machinery at home was the 

noises from the machinery. For example, one father described his stress in dealing 

with alarms: 

It was very, very hard because of the alarms… and all the different 
machinery going off. It was sort of you’ d get to bed and then one 
alarm would off and then you’ d roll over and there’ d be another 
alarm that would go off. So, you’ re sort of constantly up and down, 
up and down. 

Manoeuvring medical equipment inside home was also challenging. For 

example, this mother highlighted the difficulty in trying to contain medical 

equipment inside a bathroom: ‘We’ ve got a bit of an issue with lifters… Like, go into 

the shower then we’ ve got to have the lifter and the wheelchair and it’ s just not the 

room. So, at the moment I’ m lifting [the child] on my own.’  

Younger siblings may have had misunderstandings about the purpose of 

having medical machinery and supplies at home. One mother identified the 

misconceptions of her younger siblings about care routines in that, ‘It seems that [the 
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child] is getting things all the time. Like, even though four boxes arrive and they’ re 

full of nappies, but to the other kids it’ s stuff arriving for [the child] all the time and 

they don’ t understand it.’  

In order to make the sight of medical equipment less intrusive in a home, 

creative ways were used to ‘normalise’  the appearance. For example, decoration on 

the medical bed at home was used to make it look more pleasant: ‘Because it looks a 

bit like a hospital, with the hospital bed and all the machines and stuff, a guy did all 

his bed as a big fire engine. That’ s why there’ s a big red thing at the end of his 

bed… so it didn’ t look like a hospital bed.’  

In fact, over time the primary caregivers adjusted to the presence of medical 

equipment in their home, ‘Like after a while you just switch off and you don’ t hear 

them... It’ s just because I’ ve learnt to deal with it.’  

Despite of the challenges with medical equipment at home, the primary 

caregivers have adapted to their presence and the care. One father revealed his 

adjustment to the tracheostomy care as, ‘I don’ t like him having the tracheostomy in 

particular… It was a little bit difficult to set up the first time with all the spaghetti and 

wires and things. But once it’ s up and running we’ ve been pretty relaxed about it.’  In 

fact, one mother said, ‘You just do it second nature now. You don’ t sort of think 

anything of it when you do suction.’  Moreover, some younger siblings understood 

the functions of medical equipment. For example, one mother described her three-

year-old sibling’ s understanding about machinery, ‘She knows how to turn his 

equipment on and off. She knows how to silence the alarm if I need it silenced.’  

Accepting the inclusion of medical equipment and care in the home was therefore 

paramount in order to cope effectively with the care-giving experiences at home. 



178 

‘The biggest challenge is for the family to get through every day… to be able to cope 

with it, is to accept that this is a way of life’  revealed by one mother. 

In the context of the care at home, the life patterns of the primary caregivers 

were hectic and monotonous, they were described as being, ‘… a lot busier. Like, 

we’ re always racing around in and out doing things for him, and it’ s really busy all 

the time. It’ s not like in a normal house where you’ ve just got your normal house 

chores and then you relax.’  Another mother described being pulled between the care 

and home duties: ‘I’ m running between cooking dinner and checking on [the 

child]… then there’ s times when [the child] might have to wait an extra half an hour 

for me to come in and do something because I had to get something done.’  

Furthermore, medical care characterised the family’ s daily activities. One 

mother described that, ‘It’ s getting him through each day; keeping his muscles going 

preventing tightening up; getting him fed; trying to feed him orally ‘cause he’ s got a 

nasogastric tube; trying to keep the oral feeding up; the drinking, all those things. 

[The child] is just a challenge in everything, everything in his life.’  Similarly, human 

labour around medical care was extensive, as one mother explained, ‘He’ s on a 

saturation monitor twenty four hours a day...If he sleeps well, I probably get up every 

two hours to suction him, to feed him and turn him, and just to make sure that he’ s 

okay.’  

The primary caregivers, particularly the mothers, were confronted by the 

perpetual and monotonous pattern of care. One mother was frustrated by the same 

tasks that she had to do every day: 

Just the monotonous care day in and day out… .I have to administer 
his aspirin every day. I give him juice to help his bowels because 
he has a colostrum problem with constipation… has to have the 
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gastrostomy tube cleaned every day and rotated to help him with 
his bowels. You need to give him a massage to help the bowels to 
move before his bath… and also the oral feeding that has to be done 
every day to keep up the consistency of what you’ re doing. You 
have to be trying to get him to stand so you’ re trying to get him to 
do exercises to strengthen the backs of his legs. You try and 
interact with him to help him with his development. That’ s the 
tiring thing, the things I have to do every day. 

Moreover, the dependence on others was described disapprovingly. Losing 

independence to medical machinery and home care professionals was experienced: 

Probably one thing that I have noticed was you’ re not as 
independent. Because I’ m a sort of a very independent person 
normally and you’ re just not independent at all… You’ re relying 
more on machinery, like with the ventilator and the suction case 
and on other people, like for your carers. Because if your carers 
don’ t turn up, then well it’ s you that’ s got to do it. So you do lose 
your independence a lot. 

In addition, constant effort was needed to maintain machinery. One mother 

indicated the home routine of equipment maintenance on weekly basis to ensure its 

functioning. 

Another understanding about medical technology related to its restriction on 

family life. For example, one mother identified the restrictions in that, ‘It restricts 

you in what you do; it restricts people looking after you; it makes a difference to you 

attending school, just everything. It just makes life that much harder in every way.’  

Restrictions also referred to the limitation in the availability of social support, as one 

mother described, ‘Before [the child] had tracheostomy, we could get other carers, 

but the tracheostomy just complicates things, and only trained carers can be with 

him. So, it’ s not that easy to just get other carers in.’  In addition, confinement to 

house was pervasive in the understanding of their care-giving experience at home. 

One mother revealed, ‘We don’ t go out very often as a family, so we tend to stay 

home more.’  A reason for the confinement was the instability of the child’ s 
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temperature in response to the weather. Often, the practicalities precluded the idea of 

going out. 

Similarly, confinement to house resulted in the mothers’  inability to return to 

workforce. One mother described her frustration in the restriction as, ‘I couldn’ t 

work for many years and I resented that. But then, even if I was given the option to 

have a carer for [the child] during the day, I don’ t know whether I would have 

worked. But, NOT having that option is frustrating.’  

Moreover, the primary caregivers were restricted to limited family and social 

activities; one father was frustrated by the restrictive way of living: 

We’ re more restricted now. We’ re still very close to a lot of our 
friends, similar to our age, and they’ re starting to have kids and 
they go out and do a lot of things with their children… go to a lot of 
places where we couldn’ t do those things that they do, so we have 
more restrictions on our lives compared to what their lives are. So, 
it’ s a new world from that point of view. Like, we’ ve got to be 
more at home, more restricted to the house because of medical 
equipment and nurses. They’ ve got to change shifts at a certain 
period so you’ ve got to be home for that time. So, you’ re forced to 
be at home so you miss out on whatever’ s happening at the time. 
Because of all those adversities in our life, you know, it’s a new 
world. (Emphasis added to indicate the statement of the second 
category of description.) 

The primary caregivers also highlighted that older siblings found the 

confinement difficult to cope with because some outdoor activities for the whole 

family were restricted and limited. For example, the mother of three boys revealed 

the impact of the confinement on her healthy siblings as, ‘It’ s hard on the kids 

because there’ re times that we can’ t do things as a normal family because we have 

[the child]. We can’ t really go camping… It’ s just things that they wish they could 

do.’  
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Furthermore, the care at home was often divided into day and night shifts, or 

weekday and weekend shifts, between the mother, the second primary caregiver, and 

nurses. For example, one mother revealed, ‘I’ ve got to wait until eleven o’ clock 

before I can go to bed.’  Night shifts were more challenging for single-parent 

families. One single-parent mother described her night shifts, ‘When we first 

originally came home from hospital we had two nights respite a week. And, I used to 

do it the other nights.’  In addition, rotation of day and night shifts was usually 

divided between father and mother: 

When he came home, we got twenty eight hours per week and 
initially that was used overnight. So, we divided it into four nights 
of seven. Either myself or his father would stay up until midnight 
on those four nights, and they would stay from midnight until 
seven in the morning, and that worked quite well. So, we did that 
for four nights in a row, and the weekends we took turns in doing it 
ourselves. 

Caring for a ventilator-dependent child at home resulted in a dilemma in 

relation to parental discipline. Disciplining the ventilator-dependent child was 

affected by the child’ s disability. For example, one mother identified her dilemma: 

‘It’ s hard to find a discipline for him because it’ s not like other children where you 

can say I’ ll take your TV away from you because really that’ s all he has… can’ t take 

his pocket money away from him (laugh).’  Despite the dilemma, the primary 

caregivers would try to reduce the differences of parental discipline between the 

ventilator-dependent child and healthy sibling: ‘You just need to find ways you 

know, like go and stay in your room for five minutes.’  

The home of a family of a ventilator-dependent child was medicalised by the 

inclusion of medical care and machinery and home nursing professionals. One 

mother highlighted the significance of home nursing professionals in her family life:  
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They have to become really a part of your home to be here all the 
time, for us as parents it’ s how it looks. For them it might be 
different because they’ re going home but for us as parents whether 
it’ s them or somebody else we’ re still got someone here the whole 
time.  (Emphasis added.) 

The primary caregivers would often try to maintain the privacy of their home 

in the presence of home nursing professionals. The effect of medicalisation by home 

nursing could first be seen in the design of their home. One mother laid out the 

design of her home, which accommodated the need of privacy for both her family 

and the nurses: ‘This house is fine, because the nurses have their own quarters. They 

don’ t come in this part of the kitchen unless they need to, but it’ s very rarely. They 

have their own kitchen.’  Similarly, another mother indicated her plans for the design 

of her next house: ‘For the next house, either [the child] has his own area or we have 

our own area. And, it’ s just make more sense that they’ re [the nurses] up the front, 

then all they have to do is to come through into that bit and not come through the 

house.’  

The presence of home nursing professionals was intrusive as, ‘You always 

had them. Everywhere he went, you had a staff member with you.’  Due to their 

constant presence in the home, a mother felt the need to socialise with them so that 

familiarity with each other could occur: ‘We would encourage our staff to sit down 

and eat meals with us and things like that, so that we do all feel a bit more 

comfortable with each other.’  Therefore, home nursing professionals were pervasive 

in the life of the primary caregivers because they were a pivotal part of the family 

due to their constant presence. 

You often wouldn’ t know what time it is because somebody else is 
in the house. And, you have to use that time as effectively as you 
can, so you tend to REALLY focus on getting enough sleep. 
You’ ve got to think, I’ ve got to sleep because I’ ve got to be up for 
these children all day tomorrow. So, your whole perspective on 
what goes on day-to-day changes. I mean you know, you’ ve got 
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these other people in the house, and they all know all sorts of 
things about what happened, and what has happened in my life.   

Summary 

The second category of description was characterised as seeing experience in 

terms of home life after discharge as something different. The category focuses on 

experience as a whole in that the person perceived his or her surrounding as different. 

Home used to be normal prior to caring for a ventilator-dependent child at home. 

Since then, home became medicalised with medical machinery and home nursing 

and hence was experienced as a new environment in which to live. As the result of 

the medicalisation of the home, the life at home constituted unprecedented care-

giving responsibilities and stressful social experiences. 

Third category of description: An ambiguous social identity 

This category identifies the ambiguous social identity of the primary 

caregivers. The meaning of the category rests on the ambiguity of the identity of the 

primary caregivers as the result of caring for a ventilator-dependent child at home. 

The aim is to describe the unclear relation of the primary caregivers with the 

surroundings at home including the experiences with medical care and home nursing. 

Part of the confusion can be attributed to the multiple and ambiguous roles of the 

primary caregivers in the care of an in-home ventilator-dependent child. 

Parental role or medical role 

The mothers often experienced psychological difficulty in alternating their 

roles between parental and medical. For example, one mother described the immense 

psychological demand from multiple roles at home, consequently, ‘It doubles your 
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load of what you have to think about.’  Alternating between medical and parental 

roles was conceptually challenging as described by one mother: 

There have been plenty of times when I’ ve felt that cross from one 
to the other really difficult… so you go from reading the nursery 
rhymes to dialling up ventilation numbers, dragging oxygen 
cylinders out of cupboards, connecting green leads, and to masks 
and counting breaths… it’ s a pretty big leap. 

Therefore, the mothers would often find ways to lessen this difficulty. One 

mother alternated between the two roles in accordance with the absence and presence 

of a home carer: ‘When the carers are here I switch the medical role off… and I just 

try and be his mum as much as I can.’  Often, the mothers felt guilty because they 

perceived that the child may be confused with their multiple roles: 

I find it tough to be honest. I felt like it’ s not fair to [the child] 
because I’ m trying to be a mum to him, but I can’ t at the same time 
because I’ m also trying to be a nurse and do the care stuff. And I 
thought that was a bit tough on him… as well as me because I feel 
I’ m there as his hugs and his kisses but I’ m not… So at times it’ s 
been difficult… because he calls me nurse, nurse mum (laugh). 

The confusion experienced by the child was described by the sibling in the 

research, as she revealed that, ‘It’ s a lot of fun because when I look after him he sees 

me as one of his carers and not as his sister.’  Accordingly, when a sibling was 

involved in the medical care the issue of identity between natural and medical 

became ambiguous. 

The primary caregivers would often encourage the siblings to be selective in 

the medical tasks in order to try to preserve their natural role as much as possible. 

For example, one mother discouraged her sibling daughter undertaking any genital 

care: ‘Like [the sibling] doesn’ t do enemas or catheters. You know, because they’ re 

brother and sister and… when he gets older then we can let her know if he minds or 

not.’  Similarly, the fathers would often be selective of their medical role as well. One 
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mother explained that the father did not perform any medical tasks associated with 

genital care: ‘[The father] knows all [the child’ s] care. But like catheters, he doesn’ t 

want to do that, because he doesn’ t like the idea of pointing a thing in there 

(laughs).’  In fact, some fathers retained their natural role and one mother encouraged 

the father to be just a ‘normal’  father to the child:  

He knows it all and he can do it but I don’ t let him because we 
thought that it would be good that one member of the family is just 
THAT and not medical so… [The father’ s] really good at doing 
head massages. So like if [the father] walks into the room he’ ll go 
‘head massage’ . So, that’ s HIS thing. 

Is a Home Nursing Professional a ‘Nanny’ or a ‘Carer’? 

The primary caregivers identified that the relation of home nursing with the 

family was ambiguous. One mother revealed the difficulty in presenting herself to 

others when in public as a mother of a ventilator-dependent child who was 

accompanied by a home carer. The difficulty attributed to the social pressure 

associated with home nursing. The pressure seemed to stem from the social 

perception of a home care nurse or a carer in comparison with the social prestige 

attached to the identity of a nanny:  

I found it difficult to… introduce the carer, because most people 
understand the nanny concept, but then that’ s got the inverted 
commas around it and all the prestige that goes with it. And, you 
don’ t want to be seen to be cruising around the place with this 
surrogate nanny. At the same time, to say ‘carer’  has a very 
medical impact and you don’ t want people thinking, ‘oh it’ s so sad 
he can’ t even go anywhere without having somebody medically 
trained with him.’  

Accordingly, the social pressure in connection with home nursing resulted in 

the relation of the primary caregivers with the nurses becomes confused and 

ambiguous. The unclear relationship also resulted in distress and social isolation of 

the primary caregivers. 
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A number of descriptive terms used by the primary caregivers to describe 

home nursing professionals reflected the ambiguous relationship between the 

professionals and their family and that these alternated between the description of a 

carer and a nanny. For example, one mother described that her carers ‘nursed’  the 

children: ‘[The child] knows her very well. Well she was here nursing for [the 

sibling] when I first came home from hospital. And, [the child’ s] father disappeared 

sort of soon after that, so she came often and just nursed.’  In contrast, another mother 

used the term ‘babysitting’  to describe the relationship between the carer and her 

children: ‘If we’ re babysitting… and they’ re going to baby-sit the kids at night.’  

When describing the relationship between home nursing professionals and the 

family, some primary caregivers identified that the relationship was similar to the 

‘nanny’  concept. For example, one mother described one of her home care nurse as a 

‘nanny’  to the children in that, ‘She was like the children’ s nanny in a lot of respects. 

She played with them; she built things with them; she taught [the child] to read, and 

she did a LOT of things with him that were WELL beyond the call.’  Similarly, 

another mother revealed the close relation of a home care nurse with her children: 

‘She was brilliant. She treated all my kids the same. And, if she did something, she 

didn’ t just do something for [the child], she did something for all of them, and my 

kids adore her for that fact.’  Furthermore, the ‘special bond’  in the relationship was 

important: ‘They have a bond, a special bond...like she sings to him and she teaches 

him to clap hands and she’ s always trying to help him with his ability to stand, to 

sit...’  

Moreover, one mother revealed the job characteristics of home nursing that 

consisted of both medical tasks and household chores: ‘Now she’ s down there, and 

she’ s probably got on the dinner; got the children sorted out; got the washing on the 
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line; you know, she’ s going about the things that need to be done. I don’ t need to be 

down there telling her what to do and how to go about.’  

The ambiguity in the relationship between the primary caregivers and home 

nursing professionals resulted in confusion and this impacted on how the primary 

caregivers understood their parental role and social identity.  

A ‘healthy’ child in an Intensive Care Unit 

The primary caregivers felt confused and distressed when their ventilator-

dependent child was admitted to an inappropriate hospital ward. The primary 

caregivers perceived their child as mentally healthy and medically stable, however, 

due to the child’ s high-technology needs the child were often being categorised as an 

intensive care unit patient. As a result, the primary caregivers felt frustrated with 

hospital systems and felt helpless as a parent of a ventilator-dependent child. 

The context of hospital was considered unsuitable for their ventilator-

dependent child who often could not identify with the patients in an intensive care 

unit. For example, one mother revealed her child’ s negative emotions in association 

with hospital in that, ‘She hates being in hospital, absolutely hates it. Hospital’ s not a 

normal place and because these children are basically healthy they don’ t understand 

why they need to be in hospital.’  Similarly, the sibling in the research described that 

it was emotionally upsetting to see her ventilator-dependent brother staying with 

other sick children in hospital.  

The ventilator-dependent children were intact mentally and stable medically 

in comparison with other acutely ill children in hospital, as one mother emphasised, 

‘There’ s so many bad situations in hospitals. You see a lot of heartaches in the fact of 
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sick kids. And, [the child] is disabled but he isn’ t sick in that way any more.’  

Accordingly, one mother revealed the inappropriateness of an intensive care unit for 

her teenage ventilator-dependent child: 

When [the child] has gone into intensive care, even though there 
may be children of her own age who are usually intubated, can’ t 
talk, and they’ re critically ill. And, she’ s often not critical when she 
goes in for some tests. So, she’ s awake, she can eat, talk, walk 
around, but there’ s no where to go, no one to talk to, and nothing to 
do. Because generally in intensive care, the patients don’ t do 
anything, whereas children of high dependent ventilation needs 
that are home don’ t have the same needs emotionally as the 
children that would normally be in intensive care. 

However, the clinical expertise in an intensive care unit was preferred by the 

primary caregivers than in a general ward.  One mother described her preference in 

the clinical care provided by intensive care staff: ‘We spent our last time at the 

hospital in a ward, but I’ d have to say that the staff in ICU up there was the biggest 

help to us.’   

The primary caregivers felt anxious about the lack of appropriate clinical 

skills of staff in a general ward in caring for their ventilator-dependent children.  One 

mother experienced this issue when her child was readmitted to a general ward: ‘In 

the ward none of the nursing staff are trained...He can’ t go to the paediatric ward 

because they’ re not ventilator trained in there, and there’ s no paediatric intensive 

care at [Hospital A].’  As the result, hospitalisation was again experienced with 

distress: 
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It’ s very frustrating because when we went into hospital not long 
ago because we had to have a tube changed, I had to stay in there 
the whole time and if I wasn’ t there a carer had to be there. And 
that’ s really frustrating because you go into hospital hoping that 
there’ s going to be someone in there that can look after him a bit 
better than you can or at the next level. And knowing that there 
isn’ t, that’ s the most worrying thing. 

A lack of appropriate social groups for ventilator-dependent 
children 

The primary caregivers felt confused and distressed as a parent of a 

ventilator-dependent child because the lack of appropriate social groups in the 

community for ventilator-dependent children resulted in a social identity crisis for 

their children. One mother revealed her concerns and that, ‘It’ s really scary for us 

because there is no other ventilated, especially quadriplegics like [the child].’  

Similarly, an inappropriate social group for ventilator-dependent children may cause 

anxiety and fear. For example, one mother described her experience of introducing 

an inappropriate social group to her child which has resulted in undesirable 

outcomes:   

I did the wrong thing not long ago. I heard about a guy who was 
about twenty two who had a tracheostomy and he was actually a 
landscaper of a garden of a friend of mine. And she rang me and 
said, ‘do you want to bring [the child] around?’   And [the child] 
was really frightened by it. I thought that it would have been really 
good to him in talking to someone. But he hated it – he came home 
and he said, ‘I never want to see him again’ . It was really 
frightening because the guy got a big air leak. This guy couldn’ t 
talk so he’ d have to take a big breathe in and then fill his chest up 
and then try and talk. And, he sort of talked a bit like Donald Duck 
and it really freaked [the child] out. He goes, ‘Mum, I’ m not going 
to be like that when I’ m twenty, am I?’   So I thought, oh here we 
are thinking we’ re doing the right thing by meeting someone else 
with a trachy and, it just freaked him out completely. 

Moreover, the primary caregivers identified the emotional and social 

difficulties of their ventilator-dependent child due to the confusion about his or her 

social identity. For instance, one mother identified this issue with distress: 



190 

She doesn’ t fit into the community. She doesn’ t fit in with severely 
handicapped or disabled people and she doesn’ t fit in with what 
everybody’ s idea of normal is, and she’ s very confused… It’ s very, 
very hard emotionally for a teenager to grow up with special needs 
and being isolated in that way.  Because, they don’ t belong to 
groups… They just don’ t fit in. 

The frustration in helping her ventilator-dependent child construct a positive 

social identity was reflected by this mother who said, ‘She feel that, she verbalises 

that, she doesn’ t know where she belongs and she’ s not like these children or like 

this… She still doesn’ t fit into her normality of society’ s normality, even though we 

gave her as a normal upbringing as we could.’  

The lack of an appropriate social group for ventilator-dependent children 

made not only the children feel isolated and confused, but also their primary 

caregivers feel frustrated and distressed with not being able to find resources to help 

their children establish a positive social identity. 

Summary 

The third category of description is characterised as dealing with the care-

giving burden in terms of role identity as experiencing ambiguity. The category 

focuses on one micro aspect of experience describing the understanding of role 

identity in the context of care-giving experience at home. The caregivers understood 

their role identity as ambiguous. This is because they assumed care-giving roles that 

were multiple and demanding based on the involvement of medical machinery and 

outsiders in the care of a ventilator-dependent child. 
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Fourth category of description: The medical technology associated 
with my child is frightening but necessary. 

This category describes an experience of ambivalence in the understanding of 

medical care and machinery. Although dealing with medical technology was 

frightening, it was necessary because of the child’ s medical and technical care needs 

at home. Medical care and machinery were pervasive in the home of the primary 

caregivers because of its constant involvement in the care of the child and physical 

presence in the home. The objectiveness of the medical technology projects an image 

of ‘abnormality’  as a ‘normal’  home does not usually feature medical supplies and 

machinery, which are symbolic of a hospital, thus the inclusion of medical care and 

machinery in a home entails an experience of ambivalence. 

Medical machinery: Overwhelming and intimidating 

The experiences with medical care and machinery at home were 

overwhelming because they were perceived to be connected with hospital, not home. 

For example, the foster care father described that his fear of medical machinery 

stemmed from his past experiences with death and dying in hospital: ‘I think, from 

memory the last time I saw machinery on someone was my grandfather and he was 

about to die. So I felt as though, oh here we go again, this is all too heavy.’  Similarly, 

families and friends of the primary caregivers felt overwhelmed by the sight and the 

enormity of medical machinery in the home:  

They naturally were overwhelmed with it all because they’ d never 
seen so much equipment . . . They couldn’ t believe that one child 
would have so many things and be at home. You just saw all this 
stuff, and think that they should be in hospital. 

In addition, the primary caregivers felt bewildered by the contrast between 

the layout of a bedroom of a healthy sibling and that of a ventilator-dependent child. 



192 

One mother described, ‘Like you’ d walk into the girls’  room and their room is set out 

like a little girl’ s room, and you walk into [the child’ s] room and it’ s just machines.’  

Another mother also described how her child’ s room resembled a hospital in that, ‘It 

looks like a hospital room (small laugh) and you can’ t get away from that. You can’ t 

change it - all the tubes, the circuit, the ventilator, and the hospital bed. I mean, it is 

hospital.’  Other negative emotions such as feeling frightened and intimidated were 

experienced as a result of the enormity of medical machinery at home: ‘Coming 

home you were very scared about little things. And it was a lot of machinery, and it 

was very intimidating.’   

Medical procedures: Traumatising and frightening  

Medical and technical care were perceived as traumatising and frightening. 

One mother expressed her emotions towards the intensive medical care that, ‘Being 

[the child’ s] primary caregiver and looking after all of his medical needs were very 

very traumatic, and scary.’  The enormity of the medical care at home resulted in a 

high level of phobia as one mother described her extreme fear of leaving the child’ s 

room during the first ten hours of arriving home from hospital: 

It was a really long day, it was very scary. I needed to be in the 
room with the child. So, I mean I was like in a room that was six 
metres square for the entire day. And, you FEAR to go out and put 
the kettle on, or go to the fridge to get something to eat because 
you think, the minute you walk out the door something’ s going to 
happen. 

Mechanical ventilators were frightening because of the complexity in their 

appearance and function. One mother identified the fear of a ventilator as that ‘ . . . 

especially with the kids on BIPAP ventilators, I think people are pretty scared 

because a child’ s on a ventilator.’  
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Furthermore, suctioning was perceived to be the most disliked medical 

procedure. The sibling in the research described her distress in seeing her brother 

struggling against suctioning: ‘When you look at it, there’ s a tube going down his 

throat and he’ s pulling all these faces . . . It’ s just horrible to watch.’  It was the doing 

of suctioning on the child that was frightening, as one mother explained her fears: 

I was seriously fearful; to actually put a tube down your child’ s 
nose and suck something out is a pretty significant thing to ask any 
parents to do it. And I had this overwhelming feeling of what it 
would feel like myself . . . I can imagine how disgusting it would 
be . . . So to turn this switch on and to hold the piece of tubing and 
to understand how the machine worked wasn’ t NEARLY as 
intimidating as sticking that piece of tubing down my child’ s nose. 
So, that meant that the equipment wasn’ t an issue, it was what it 
did that was the issue for me. 

The fear of being incapable of doing medical procedures was also intensely 

experienced. For example, one mother stressed the concern that, ‘I wasn’ t 

intimidated by the equipment. I was more fearful that I wouldn’ t be able to do what 

needed to be done, and I was more concerned about the emotional aspects of that.’  

Moreover, another mother revealed the enormous emotional burden and fear 

of the outcome of the care: 

I think from a mum’ s point of view, the thought of having to take a 
tube out of your son’ s throat is frightening knowing that it’ s his 
airway. And, if anything was to go wrong, you are responsible for 
his life. That’ s the biggest challenge you face. And, that was the 
biggest fear I had.  

Self-efficacy 

Despite the overwhelming feelings associated with the enormity of medical 

machinery at home and the fears associated with undertaking medical procedures, the 

primary caregivers encouraged themselves to become attuned to medical care and 

machinery. The process began with the willpower to learn the medical and technical 
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care in hospital. For example, one mother described the amount of learning required 

to take her child home and that, ‘She had a tracheotomy at the time, so we had to 

learn how to suction, how to change a tube, just how to recognise changes in 

saturation, monitoring, and ventilator settings and we were able fortunately to pick 

that up without a problem.’  Another father also revealed the importance of learning 

the care: ‘Understanding the machinery is a plus because then, if there’ s a problem 

we both know what to do so that’ s a main benefit.’   

The primary caregivers were aware of their increased levels of confidence 

and competence as the result of the experiences with medical care and machinery at 

home. One mother indicated her increased level of confidence in managing medical 

equipment in that, ‘I know him and I know all his machinery and all his bits better 

than any doctor, any nurse or anyone. Like, I know every square millimetre of it.’  

Similarly, learning the care and having the experience in dealing with medical 

emergencies helped the primary caregivers become highly competent caregivers in 

undertaking physical assessment and treatment. For instance, one mother identified 

her increased level of medical competence:  

I’ ve developed the skills as a result of being [the child’ s] mother. 
I’ ve had to resuscitate him at least half a dozen times and it’ s been 
very close sometimes to have him brain damaged or not getting 
through. I know I can deal with it. I know it’ s about being 
AWARE of what’ s going on and making decisions, taking 
calculated risks. So, I’ m much LESS fearful now and much more 
relaxed. 

Furthermore, the primary caregivers improved their efficacy in undertaking 

medical care and machinery by educating themselves at home about the care and 

machinery. One mother educated herself through the Internet: ‘I spend a lot of my 

time in my office talking to people on the internet and trying to see if there’ s 

different equipment and stuff like that around.’   
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Similarly, the experience at home enabled the primary caregivers to enable 

others. One mother wanted to generate practical knowledge about the care at home to 

help others who may be in a similar situation. The sibling in the research also 

revealed her wish to become a healthcare professional: ‘If I don’ t become an actress, 

which is what I want to do, I was actually interested in nursing or social work. So, 

working with [the child] will definitely help if I don’ t become an actress.’   

Medical care and machinery: ‘Nurturing’ the child 

The primary caregivers understood that medical procedures and machinery 

were necessary for the survival of their ventilator-dependent child. For example, one 

mother realised the importance of medical equipment in her child’ s life after 

witnessing the resuscitation in hospital: ‘I remember seeing them when he was first 

intubated and when he was about three or four hours old and recognising that they 

were keeping him alive . . . and he wouldn’ t be alive without those machines.’  

Similarly, another mother revealed the same viewpoint: ‘That’ s just something that 

you’ ve got to have if you want [the child] at home, because he needs it to survive.’  In 

fact, medical equipment and care were essential to maintain the health of the child at 

home: ‘It’ s something that has to be done to keep him healthy.’   

Furthermore, medical care was perceived as part of parenting, as one mother 

described the care as part of her maternal role: 
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I’ ve just got to do it. (laugh). That’ s just part of being a mother 
with [the child]. Because you’ re looking after his needs and that’ s 
just part of his needs now, is the suctioning and the equipment. 
You know, the same as like with your other kids you make sure 
they have a shower and all that type of things. It’ s just something 
that you’ ve got to do and that’ s part of [the child]. 

Similarly, one father accepted the medical care as his parental responsibility: 

‘I mean that’ s your responsibility as a parent that you’ ve got to do whatever it takes 

to look after the child. So you just do it, you don’ t think twice about it.’  

Accordingly, doing the medical tasks was perceived as ‘nurturing’ , just as 

providing the general care for the ventilator-dependent child. For example, one father 

believed that the purpose of undertaking either medical care or general care was the 

same for his child’ s care: ‘I think of the medical side of things more as part of the 

father role, because whether you are doing some sort of medical function or just 

spending time with him, it’ s in a lot of ways pretty similar.’  

Appreciation of medical technology 

Appreciation for the contributions of medical technology to the child’ s life 

was expressed. One mother appreciated the invention of the Continuous Positive 

Airway Pressure ventilator: ‘CPAP is certainly the best invention. I think it’ s 

wonderful, particularly when he’ s got a viral infection. It’ s the only thing that gives 

him any relief and where he doesn’ t have to work hard to breathe.’   

The primary caregivers expressed their astonishment at the functions of 

medical machinery. For instance, one mother described her children who were 

amazed at the medical equipment in the home: 

They get amazed by [the child’ s] computers and I do myself. They 
don’ t touch it, they don’ t go near it. They love all the new gadgets. 
The new voice deliverer, they think that’ s great; they want to play 
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with it if anything. They don’ t see it as a medical thing for [the 
child]. They think, things are great. 

The understanding about medical technology as a necessity for the child’ s life 

has helped the primary caregivers tolerate and accept the undesirable consequences 

of living with medical technology. For example, one father revealed: 

[The mother] is dealing with him twenty-four hours a day. I try as 
much as I can to do the nights, you know, which is again very hard 
because you probably get up four or five times during the night. 
I’ m used to it now because I’ ve done it for five years. But, if that’ s 
what it takes to keep [the child] well then that’ s what you do. And 
there is no second thought about it. 

In short, one mother said, ‘Medical technology is vital and necessary. 

Technology has improved a lot and I’ m happy with technological changes.’  

Summary 

The fourth category of description is characterised as dealing with the care-

giving burden in terms of medical care and technology as experiencing ambivalence. 

The category focuses on one micro aspect of experience depicting the understanding 

of medical machinery at home. Medical machinery plays a vital function in the care 

of the ventilator-dependent child, however it is regarded as a foreign body in a home 

environment and a frightening complex medical instrument to be used by lay care-

givers. The experience with medical machinery is understood with experience of 

ambivalence. 

Fifth category of description: ‘The difficulty is having the carers at 
home’ 

Living at home with a child dependent upon ventilation support often 

required respite support from home nursing professionals and, as the result, one 

mother revealed, ‘I think . . . the difficult is having the carers at home . . . because we 
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have them twenty four hours a day . . . that’ s probably the one thing we have 

problems with, dealing with.’   

The category describes the experience with home nursing that was 

understood with experience of ambivalence. Although respite support from home 

nursing professionals was essential and appreciated, their presence in the home 

resulted in a loss of privacy. Therefore, the meaning of this category constitutes an 

understanding of ambivalence of the primary caregivers towards home nursing. 

The primary caregivers experienced difficulty in balancing the benefits of 

having home nursing professionals and the inconvenience and conflicts generated 

from their presence at home. Their involvement in the care was vital for the medical 

needs of the child and respite needs of the primary caregivers. In addition, the degree 

of the involvement of home nursing professionals was often determined by the status 

and progress of the child’ s medical condition. In spite of the experience of 

ambivalence, some primary caregivers developed a trusting relationship with 

particular professional to an extent that the relationship could be described as 

friendship or an extended family. 

The feeling of ambivalence can first be illustrated by an example from a 

mother who experienced stress due to having ‘strangers’  constantly in her home: 

‘Although I had beautiful staff, you have someone that comes into your home, so 

you’ ve got a stranger in your home twenty four hours a day.’  Moreover, the 

contradiction also resulted from the need for extra supervision for the child, however 

the primary caregivers felt intimidated by the nurse’ s constant presence: 

Like if you went outside to peg the washing out, well it’ s natural 
[the child] is going to want to come outside and play, so you had a 
staff member there as well. So it’ s intrusive and intimidating. It felt 
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a bit at first because it was full on. But then in the same aspect, I 
would have been really scared if I didn’ t have that extra person 
there, because I wouldn’ t have been able to turn my back for a 
minute. 

Similarly, the presence of home nursing professionals in the home meant loss 

of privacy, as identified by one mother: 

I’ d say the lack of privacy you know. The fact that we needed to 
have a discussion about something . . . or I was disappointed by 
some behaviour, or I needed to say I need more emotional support . 
. . and there’ s always somebody in the house that’ s going to be 
listening to our conversation. And we need them there to look after 
[the child], but we were whispering in our bedroom. 

The feeling of ambivalence towards home nursing resulted in a high level of 

stress and frustration. One father was frustrated by the situation: ‘We definitely need 

nurses. It’ s just I get frustrated that’ s all. We need them but I get frustrated. I mean 

there’ s nothing I can do about that. I get frustrated because it’ s someone else in my 

home.’  Similarly, one mother revealed the same view that, ‘You’ re constantly 

contradicting yourself in what you’ re saying about them. But these little things do go 

through your mind as things happen, but then like you said over all the thoughts of 

having [the child] home beat it all.’  

For physical relief 

Home nursing was needed for a number of reasons. Firstly, a relief from the 

demand of medical care was important for the family. For example, one mother 

revealed, ‘The care group, they look after his medical needs and that gives us time 

then just to be a family.’  Secondly, the ventilator-dependent child needed the extra 

supervision from a home care nurse, or a carer, as a mother explained, ‘He’ s got so 

used to it now that if the carer is not there he panics.’  Thirdly, the support from home 

nursing provided respite for the primary caregivers. One mother said, ‘I’ m coping 
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with it for the simple fact that I have this break in the day . . . [The child] goes to 

school and the nurse is there.’  

Importantly, the support was to provide time for the primary caregivers, 

particularly the mothers, to replenish. For instance, one mother revealed that, ‘In 

order to get my sleep I have to have them; they are an essential part of my life for me 

to get some rest.’  Furthermore, the mothers often felt exhausted from both the 

burdens of household duties and medical care, therefore home nursing was 

supportive in providing respite: 

There’ s no way I could have done it without them . . . I really don’ t 
know how I could have managed doing it with [the father] working 
and me at home with the three kids and I was pregnant as well with 
the fourth. I don’ t know how I could have managed like looking 
after the other kids as well as keeping a full eye on [the child] at 
the same time, you know. 

Their presence at home as not ‘normal’ 

The challenge of dealing with home nursing was perceived to be more 

difficult to cope with than the child’ s illness. For example, one mother described, ‘I 

think that’ s probably the biggest thing we’ ve had to adapt to: to have someone else in 

your home more so than [the child’ s] injuries.’  Part of the reason for this difficulty 

was that, ‘We don’ t REALLY know them.’  Similarly, the sibling in the research 

identified the problem: 

I got counselling at the start because I didn’ t like the idea of the 
carers . . . It’ s like having carers in your house and like no offence, 
but you think nurses that are just going to look after your brother 
and they’ re not going to talk to you and they’ re going to be really 
snobby. 

In fact, knowing some background of the home nursing professionals was 

helpful. For example, one mother recounted a challenging experience with one home 

care nurse who had a complicated family background: 



201 

One had a few family problems in the fact that her son was a drug 
addict and he’ d broken into her house . . . and he knew that she 
worked here and I didn’ t feel comfortable . . . She was concerned 
that he would come here one night as well and I didn’ t feel 
comfortable with that so we had to let her go. 

The constant presence of a home nursing professional in the home was 

conceived as abnormal. For example, one mother revealed, ‘I guess it’ s not normal in 

the fact that we don’ t have normal arguments like normal families because we have 

another person in the house.’  In addition, having an adult constantly with an older 

child was perceived as abnormal. For instance, a mother said, ‘The HARD part is for 

the kids that it’ s not normal for a child to have an ADULT with them twenty four 

hours a day.’  Again, another mother agreed that, ‘I think it’ s hard on [the child] for 

the simple fact that he’ s got to deal with that person twenty four/seven in his face, 

you know, like they’ re just always there.’  In some cases, home nursing professionals 

had interfered with the children’ s interactions: 

If [the child] and my other boy Peter are fighting. Peter will get 
into trouble the most because there’ s a carer. Whereas if they were 
playing on their own and fighting they’ d sort it out. But because 
the adult’ s there all the time, they get caught doing wrong all the 
time (laughs). 

Furthermore, the constant presence of another adult with the ventilator-

dependent child may interfere with the ways the parents disciplined their child. For 

example, one mother revealed her wonderment about the impact of their presence on 

her discipline for her children in that, ‘I just wonder if the carer wasn’ t there what 

sort of discipline would you be doing for your children.’  

While the presence of a nurse, or a carer, at home was perceived as abnormal 

for the ventilator-dependent child, it could also generate negative influences on the 

siblings. For example, one mother identified the effect on her younger sibling:  
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You’ ve always sort of got strangers coming into your house, like 
overnight. And, originally we had a bit of a problem with Daniel 
because he was only little and he found that hard to start with. He 
quite often went to sleep with me because he just didn’ t like the 
thought of someone else coming into the home. 

Their presence at home as an intrusion 

Feelings of being invaded and threatened by the presence of home nursing 

professionals at home were experienced: ‘I had twenty four hour nursing care with 

[the child] when he first came home for awhile and I found it VERY invasive.’  The 

privacy of a home was lost, as one mother described: 

No privacy at all. The only privacy we had was in our bedroom and 
if we wanted to have ourselves a bit of a barney or an argument 
you know, it made it very difficult when you’ ve got somebody in 
your home twenty four hours a day. And, that added more stress to 
the household . . . It was just the living things, [for example] if [the 
father] wanted to walk out from the shower in his boxers to get a 
pair of his long pants off the line, he felt uncomfortable. 

One father agreed with the lack of freedom and privacy in that, ‘You’ re more 

restricted because you can’ t walk around the house with your clothes off for 

example, because you’ ve got strangers in your house twenty four hours a day. So 

that’ s probably the hardest thing for me, is my freedom.’  

The fathers were affected greatly by the presence of home nursing 

professionals in their home. For example, one father revealed, ‘I mean having 

someone in the house that’ s not part of the family and staying here overnight while 

you’ re in the bedroom two doors away, to me, that doesn’ t seem like support, more 

an inconvenience.’  Similarly, another father considered their presence intrusive to his 

normal routine in that, ‘I start work at six o’ clock and so I’ d have to get up at 5 

o’ clock, and I’ d pretty much have to have breakfast with them. And, you didn’ t have 

that privacy thing.’  



203 

Similarly, one mother experienced the nurses’  intrusion into her kitchen: ‘We 

all shared the same kitchen . . . we had to. Here, we were making dinners and we’ ve 

got nurses coming in trying to make a coffee and things like that. I thought they 

could have been more considerate.’  

Furthermore, the primary caregivers experienced anxiety and stress from 

dealing with different kinds of personality and background of home nursing 

professionals. One father identified the issue in that, ‘You’ ve got a lot of 

personalities that come into your house. I mean that’ s a challenge that can become 

fairly tough to deal with a lot of the time.’  Similarly, siblings were confronted by the 

same issue, as one mother explained, ‘The children relate to certain nurses and can 

have a great time with them. And, with other nurses they know not to talk to them. I 

think it’ s hard on the boys in that way.’  

In addition, the feeling of intrusion by home nursing was also related to the 

feeling of being watched and judged on their parenting, as one mother described: 

Every mother has got their own idea of how they run their home 
and how they discipline their children and things like that. And, I 
felt that I was constantly being watched; someone’ s constantly 
watching you and how you’ re doing things. And, I felt that 
sometimes I couldn’ t be myself in my own home . . . I felt like I 
had to get up and have my house spic and span the whole time, 
because I had somebody in my home all the time . . . I guess as a 
mother, I’ ve felt like I was constantly being watched every minute 
of every day. 

The experience with home nursing also resulted in the feeling of loss of 

control of the child, as one mother described, ‘You feel like you don’ t FULLY have 

control of your son, because there’ s another adult there.’  
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Impact of home nursing on parental discipline: ‘For medical care 
only’ versus ‘she is another me’ 

The involvement of home nursing professionals with the children at home 

was understood differently by the primary caregivers. Some primary caregivers 

perceived that their involvement with the children at home should be limited to the 

medical and technical needs of the ventilator-dependent child. Others believed that 

home nursing professionals were like the parents themselves in terms of their roles 

and responsibilities at home, and therefore they could also help the parents to 

discipline the children. 

Firstly, one father stated that home nursing was, ‘For medical only.’  Another 

mother described an unpleasant situation where the nurses, ‘ . . . started coming in 

and then she started telling my other children what to do, and no, because that’ s not 

what it’ s about. She’ s here for [the ventilator-dependent child].’  Thus, the discipline 

from home nursing professionals for the children was perceived disapprovingly: ‘We 

don’ t like it because we don’ t want them to be telling our kids what to do because 

they’ re not here for that. They’ re here for nursing . . . they’ re here for [the child’ s] 

medical side and that is IT.’  Again, another father emphasised that the purpose of 

having home nursing was to be responsible for the medical care, and not to influence 

his family’ s values and beliefs: 

You might have nurses that come in and their way of life has been 
this, but our way of life is this, and they might want to interrupt. 
You know, that’ s the way they see their life but that’ s not the way 
we see it. And, this is OUR life and not theirs. 

In contrast, there were other primary caregivers who encouraged home 

nursing professionals to discipline their children. For example, one mother explained 

the reason: 
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When I was interviewing, the first thing I would say was, I need to 
be two people and I need another me (laughs) . . . I need somebody 
to be doing the things that I would otherwise be doing. I just need 
two people. So, while I’ m doing some work I need someone 
looking after my children . . . that’ s partly because I’ m a single 
mother but also even when I was married I still needed that support 
. . . so I still needed somebody to look after my child while I went 
to the supermarket. They keep your child safe but they also do the 
things that enable you to have a life, so to maintain some balance 
of your normality. 

A similar life perspective was considered an important determinant in 

selecting home nursing professionals, so that the children would receive similar 

values and beliefs from the nurses as they would from the mother: 

From a perspective of the stay-at-home mother, one of the things I 
wanted to be able to achieve with my pre-school children was to be 
able to have an influence on my children the way in which I 
thought they should. . . . the things that are important to me. So, I 
need to choose people to come into my life that have the same 
sense or understanding in relation to parenting, providing them 
with the same sorts of guidance that I would be doing . . . So, I 
think you have to look for someone who is like you, who will fit 
into your family, somebody who maybe has the same social, 
emotional and educational experiences you have. 

Achieving a standard practice in child-rearing discipline required effective 

communication between the primary caregivers and professionals. One mother 

indicated that open communication was crucial in order to reach a common ground 

for child-rearing discipline: ‘She always asks me before she does anything. She 

doesn’ t assume to do something with [the child] until I’ m asked first. She’ s always 

checking in with me that she’ s done everything properly.’  Moreover, another mother 

used a daily plan for communication about her expectations for the children’ s 

routines. Thus, the primary caregivers understood that it was important to reach a 

common agreement with professionals in relation to care and child-rearing discipline 

in order to build a trusting and respectful relationship. 
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In summary, there were two kinds of understandings about child-rearing 

discipline from home nursing professionals. One related to the understanding that 

they were employed specifically for medical needs at home, and the other related to 

the understanding that they were the extra assistance for the parents in terms of roles 

and responsibilities at home including child-rearing discipline. 

Relationship based on trust and respect 

Trust was essential in the relationship with home nursing professionals. For 

example, one mother explained the significance of trust: 

I can’ t have someone that spends that much time in my home and 
not be friendly. I wouldn’ t feel comfortable. I couldn’ t go to bed 
and sleep at night knowing that I’ ve got somebody that I don’ t 
know very well sitting in my home, watching over my kids while 
I’ m sleeping. So, I need to know these people and I need to get to 
know them and I think they probably feel the same way.’  

Trusting their medical competence was regarded as vital. One mother 

identified that it was important to have, ‘ . . . a lot of TRUST in the carers, and they 

have to know what they’ re doing.’  Thus, their competence and accountability in the 

care were of most concern. However, the primary caregivers experienced 

dissatisfaction with the job performance of some home nursing professionals. For 

instance, one father revealed his dissatisfaction with the nurses: 

We got nurses falling asleep. We’ ve had nurses go outside and 
have a smoke and left [the child] on his own. You can’ t do that 
with [the child] because he’ s ventilated, and that’ s the reason 
they’ re here is to make sure they’ re with [the child]. I mean I had 
to let a nurse go four or five months ago because she fell asleep at 
night, and it wasn’ t the first time, you know, enough was enough. 

Furthermore, one mother explicated the nature of the trust with the 

professionals in terms of the differences between the trust in an employment 

relationship and the trust in a friendship: ‘You don’ t have to like someone to trust 
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them . . . I don’ t know, it’ s funny. A couple of my carers, I wouldn’ t be best friends 

with them, but they’ re very good at their job and I trust them with my son.’  

The foundation of the relationship was based on professional practice with 

the care. For example, one mother revealed, ‘She knows [the child] as well as I know 

him. She knows the equipment as well as I know the equipment.’  Therefore, the 

primary caregivers needed to trust the medical competence of the professionals in 

order to feel confident and safe with their care for the child. Accordingly, their 

medical competence was not only vital for the physical well-being of the ventilator-

dependent child, it was also important for the psychological well-being of the 

primary caregivers. One mother acknowledged the nurses who showed a high level 

of medical competence and knowledge in the care: 

I learnt a lot from RNs. I was able to be much more confident and 
competent in her care. And, I think the state of her health shows 
that she really has done remarkably well . . . because . . . she did 
have really qualified people who were able to recognise the 
beginning of an infection. They were our teachers, the RNs . . . 
they have a lot of information and . . . you would relay on them 
with their knowledge and they were able to make you feel more 
comfortable. On the emotional level, you would know you could 
go to bed and you know that person was competent to look after 
your daughter. 

In short, home nursing professionals working with a family of an in-home 

ventilator-dependent child should be, ‘ . . . someone who’ s very confident but also 

who has personal respect.’  

Personality in home nursing 

Personal attributes of home nursing professionals were also considered 

important. Some primary caregivers developed friendships with the professionals 

who had certain personality characteristics. Firstly, these professionals were: 

‘considerate and caring’ , ‘easy going, like kids’  and ‘more playful, like to keep any 
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kids happy and they’ d want to come and play, or do something for them . . .’  Another 

mother knew that her children had an intimate relationship with one particular nurse: 

‘One particular staff member that’ s been with us not quite from the beginning, but 

nearly, my kids look at her like a grandmother. And, she has been beautiful and her 

input into [the child’ s] well-being has been phenomenal.’   

Moreover, the professionals who did extra things and were flexible for the 

needs of family were preferred: ‘If we want to go away for the day, then we’ ll get up 

and we’ ll go, and I have great staff. I always ask them if they’ d mind, and they said, 

‘Yeah, no worries’ . So, they fit into our routine really good.’  Again, another mother 

regarded highly the ones who were flexible for her needs: 

The one from the beginning still comes. She comes when it’ s 
precarious, or when [the child] is sick, and she would basically 
rearrange her entire life to help me. But, when things are fine and 
when [the child] is well and I don’ t need her so much, then she 
comes maybe once a week. 

Similarly, another mother appreciated her home carer who was: ‘ . . . very 

special to us, very special and always will be . . . She’ s gone out of her way to do 

things that she didn’ t have to do as a carer and I regard her very highly for that.’   

Furthermore, continuity in the relationship with home nursing professionals 

was crucial for the emotional well-being of ventilator-dependent children. For 

example, one mother revealed that, ‘When we did lose an occasional carer he’ d get 

quite upset. So, I think the continuity is the most important thing.’  The continuity of 

the relationship could be even more important for ventilator-dependent children as 

they grew older. One mother highlighted the benefit of an ongoing friendship 

between the carers and her child: ‘We still see them socially, they still ring up. One 
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of them took [the child] to the pictures and she hasn’ t worked here for four years. 

But, there’ s that continuity. It’ s a friendship.’  

The primary caregivers valued the emotional support provided by home 

nursing. One mother appreciated the nurses who empathised with her experience at 

home: 

The ones that were here for many years . . . they’ d formed a bond 
with the child and the family as well. I think it’ s a natural progress. 
I’ ve made a lot of good friends through that . . . At the time I 
needed friends too, and they were friends who understood us; they 
were friends who didn’ t really intimidate us. So, it was a good 
help. 

These professionals were like friends who understood children, respected 

family’ s wishes and privacy, and got along with the father. 

Notwithstanding these positive aspects, the relationship with home nursing 

had an element of boundaries. For example, one mother had a carer who was a 

mother of a school friend of her ventilator-dependent child. The relationship between 

the mother and the carer was described as an acquaintance, which allowed for an 

open communication between them and at the same time was not affected by the 

pressure of a close friendship: 
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You call them an acquaintance, I suppose. I certainly wouldn’ t call 
her in my handful of best friends but she’ s a friend. We don’ t 
socialise with them as far as going for dinner with them, but she 
knows enough about my family and I know enough about her kids 
at school, and just as you would know any other parents at school. 
I wouldn’ t say she is my best friend which would probably be 
harder if she was your best friend I think, because the pressure 
would be on your friendship as well. Being only an acquaintance, 
there’ s no pressure at all I think, because she’ s employed by the 
agency, so any queries go to the agency, they don’ t come to me. 
We’ re friends enough that she can talk to me. 

Conflicts with home nursing 

Conflicts with home nursing professionals were identified as the result of 

different values and beliefs about care. For example, one mother identified that, 

‘Everyone does things differently . . . They might do it a certain way and I find it 

hard. Like, there’ s one lady that taps his belly and I just CAN’ T, so I walk out.’  

When conflicts occurred the relationship may become stressful. One mother revealed 

different beliefs concerning the care practice:  

We didn’ t get along with them because one of them just didn’ t 
have any idea of what to do and thought well standing outside 
having a cigarette was better. And, the other lady was a little bit 
too . . . alternative medicine and she kept hassling me all the time 
to put in this and that and I’ m so Western-like.  

Similarly, another mother experienced conflicts with the nurses about the 

usage of hand towel: 

Well there’ s a situation just recently that’ s been brought up 
regarding hand towels. I have towels that hang on the hook and it’ s 
been going on like this for years. But obviously there’ s been a 
nurse that’ s come and felt like it’ s not a hygiene situation. In fact, 
they thought I should be able to get paper towels to dry their hands 
and throw it in the bin, not redry on a towel. 

Furthermore, the primary caregivers experienced stress and anxiety regarding 

different levels of medical competence in home nursing. For example, one mother 

experienced stress because the carers did not have the level of competence to operate 

a new ventilator: 
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He had to get a new ventilator not that long ago, and I felt the 
carers had had enough training in it but they said no. And, that he 
needs to stay in hospital and they need to work in there. And, I said 
no and went and spoke to his doctor and his doctor agreed with me. 

Similarly, conflicts could result from different practices in the care. One 

mother described her stressful experience in dealing with nurses insisting on hospital 

routines at home, and stated that, ‘Some nurses who come worry about it, like they 

think ‘oh, shouldn’ t he have a catheter now?’ , because they’ re so used to a hospital 

routine.’  Furthermore, conflicts with home nursing professionals occurred because of 

unclear guidelines in relation to the child’ s care and their fear of litigation of practice 

in a home care setting. For example, one mother explained:  

I guess the hardest thing, to me, is that they have to protect 
themselves so every little thing that’ s wrong with [the child]. They 
have to make a deal of it. Like if they think that we should go to 
hospital and I DON’ T because I know when he’ s sick and when 
he’ s not sick. And, on a couple of times I’ ve had situations where 
they’ ve actually come around here and said that they’ re taking him 
to hospital, and I’ ve stood my ground and said NO . . . What they 
think is sick is different to what I think is sick. 

Lack of legal and structural guidelines 

The primary caregivers understood that formal guidelines for paediatric home 

care nursing were lacking, and thus they were calling for more formal training and 

legislations to be established in this area of healthcare. The lack of training resulted 

in a decreased level of professionalism in the current home care profession: ‘I think 

that there should be more specialist training for carers going into peoples’  homes . . . 

There’ s not the training of the etiquette when you’ re in somebody’ s home and the 

manners. And, people have overstepped boundaries.’  

The lack of training also resulted in a decreased level of clinical competence 

in home nursing. For example, one mother perceived that some home nursing 

professionals may have difficulty in learning and undertaking medical care 
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associated with machinery: ‘Unlike the hospital staff, it was a completely new thing 

to them, so it was very overpowering on what they had to learn and do.’  Similarly, 

another father illustrated the lack of appropriate clinical and social skills in home 

nursing staff in that, ‘We’ ve had nurses in the past who were scared to do suction, or 

they were scared to do a catheter.’  

Furthermore, the primary caregivers identified that there were a lack of 

guidelines on attitudes and behaviours for working with a family in a home 

environment. For instance, one father described the lack of appropriate attitudes in 

some professionals: 

It’ s a home environment that overrides their work . . . They’ ve got 
to have a good persona when they come into the house . . . and I 
don’ t want a bad persona coming in and it does . . . and what can 
you do? They’ re here to do a job, to look after my son, and they’ ve 
come with a bad attitude, and I don’ t like that. 

In fact, one father perceived that there was a lack of working ethics among 

home nursing staff in comparison with hospital nursing staff: 

I think if putting myself in a nurse’ s shoes; if I was working in a 
hospital, you’ ve got to be one hundred percent on the ball, take it 
seriously, you’ ve got all these guideline restrictions, bosses, nurses, 
doctors . . . everyone is around you. If you’ re in the home 
environment, all you’ ve got to deal with is the patient which is a 
CHILD, who can’ t or is not going to tell me what to do because 
I’ m forty years old or I am a nurse, and then there’ s the child’ s 
parents. So I don’ t think they’ re on their toes as much as they 
would be in a hospital. No, I don’ t. 

Moreover, a lack of understanding of boundary in home nursing staff was 

experienced. For example, one mother had nurses who were too relaxed with their 

work in her home: ‘There were particular people who would make themselves maybe 

TOO at home.’  Similarly, one father described that some staff were too friendly and 

confused with their duty of care: 
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If we had visitors they’ d come and sit with the visitors instead of 
sitting where they normally sit and participate in the conversation, 
and then it got to a situation where we’ d have to look after [the 
child] and they’ d be entertaining the guests. Yeah, some of them 
became too friendly. 

Furthermore, some primary caregivers encountered situations where home 

nursing professionals lacked the knowledge of accountability and duty of care in a 

home environment. For example, one mother highlighted this problem in that: 

They never said ‘oh, is it okay if I do this?’  They just did it and 
told me later or never told me at all. Or, they wouldn’ t do certain 
things, wouldn’ t do the duties that they were instructed to do that 
night. One wouldn’ t clean the suction kit because she couldn’ t be 
bothered . . . One wouldn’ t do the circuit because she’ d forgotten 
how to but wouldn’ t tell us she’ d forgotten. 

The primary caregivers perceived that some of the difficulties in having home 

nursing were related to their unprofessional behaviours in a home. One mother 

revealed some problems: 

[The father] and I were so easy going and they abused us. They 
abused our good nature and that’ s what happened. They thought 
they could come into the home and do anything they liked. I had 
one that used to sit up on the lounge with her shoes on and 
wouldn’ t put them down . . . The second one was starting to do a 
lot, like get TOO involved with the family, like there was no 
boundary, stepping over into our private life, and telling [the 
father] what to do . . . and one night she came here with a viral 
infection . . . And, this other lady was just no good either. They’ re 
called personal care workers and they’ re not.  

Again, another mother had nurses who overused her home furniture and 

appliances, for example, ‘Having the television too loud or the use of the heater too 

high where it’ s costing you a fortune.’  Hence, one mother concluded that, ‘A lot of 

nurses don’ t have common sense. It’ s just that they need to be taught that.’  

Accordingly, the need for establishing formal guidelines for home nursing 

profession was raised: 
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In this industry there’ s no sort of really specific contract of 
employment that a parent can give to a carer about expectations of 
their role. You know, they’ re expected to know how to use the 
equipment and how to save a child’ s life . . . however these are my 
expectations as a mother of you. It could, may be, be established. 

Summary 

The fifth category of description is characterised as dealing with the care-

giving burden in terms of home nursing as experiencing ambivalence. The category 

focuses on one micro aspect of experience reflecting the experience with home 

nursing. Dealing with home nursing is stressful because of the loss of privacy of a 

home and the loss of total control of the ventilator-dependent child as the result of 

the presence of nursing professionals in the home. However, home nursing was also 

considered essential for the success of home care. Hence, the experience with home 

nursing reflects an understanding of ambivalence. 

Sixth category of description: social isolation 

This category describes the social isolation of the primary caregivers that 

resulted from a lack of appropriate support and understanding for their experience 

and needs at home. The meaning of the category is the social isolation experienced 

by the primary caregivers. The primary caregivers experienced social isolation on 

several levels, including personal, care-giving, and social levels. Being socially 

isolated was emotionally distressing. It was also frustrating because of the stress and 

burden in finding appropriate support for their needs at home. 

Feeling socially isolated 

Due to the uniqueness of the care-giving at home and the lack of appropriate 

support, the primary caregivers felt socially isolated. One mother described the 
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feeling as, ‘ . . . the isolation is because with various equipment . . . It’ s not very 

simple to just get out the house and get some fresh air . . . and I find it very 

isolating.’  Moreover, the emotional experience of the primary caregivers was unique 

due to the context of the care at home, as one mother revealed, ‘It’ s very hard to get 

to or find other parents that have had to do what I’ ve had to do emotionally.’  The 

care-giving experience of the primary caregivers may be incomprehensible to other 

people in society which, in turn, may have exacerbated the experience of social 

isolation. For instance, one mother explained that her feeling of being socially 

isolated partly resulted from the difficulty of sharing her emotional burden with her 

family: 

I always held back from telling my family how I was really feeling 
because I was worried it was going to upset them more. You know, 
because I didn’ t want to put them through it as well. So in a lot of 
ways I felt like I had to protect the whole family from what it was 
really like having [the child]. 

Some primary caregivers felt it was inappropriate to ask for support from 

relatives and friends due to the intensive nature of medical and technical care at 

home, and therefore it was difficult to receive their practical support. Furthermore, a 

lack of understanding and acceptance from friends about the needs of the care-giving 

at home was experienced. For example, one mother expressed her disappointment in 

her friends’  lack of support in that, ‘When I had [the child] my group of friends, who 

I thought were my solid group of friends, some of them I’ ve never seen again since 

the day he was born! They just disappeared ’ cause they actually couldn’ t accept it.’  

Another mother had a similar experience, and described that, ‘There’ s no one else. 

No matter how best my friends were, they didn’ t know; they didn’ t understand.’  

Similarly, one father experienced the differences in level of understanding and 

maturity between his friends and himself as the result of his experience at home: ‘We 
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didn’ t sort of relate much to our friends because of the barrier of the difference in 

maturity . . . I don’ t go to the pub as much as they would because I feel like I’ m over 

that stage. I feel, because of my experiences I’ m past that stage.’  

Another father revealed his work colleagues’  difficulty in comprehending his 

experience at home: 

I didn’ t do a lot of socialising after work . . . I didn’ t feel that I 
missed that part of it because that part didn’ t exist! My work 
situation . . . was a bit uncomfortable at the start with how they 
treated me; with how I was expressed what was happening. 

A proper social life was perceived to be impossible due to the demands of the 

care at home. For example, one father explained this situation: 

If you have someone like [the child] you won’ t have a social life. I 
think if I had a social life I would be thinking very hard because 
he’ s a full time commitment. And, you can’ t always take him out 
all the time because you’ ve got to lug machinery around. A lot of 
people aren’ t too keen to have machinery and everything all 
through their house. 

The medical condition of the ventilator-dependent child limited the freedom 

of socialising, as one mother described, ‘You don’ t have a social life when you’ ve 

got a child like [the child]. It is that you go for pizza around the corner knowing that 

at any time the carer would call and say, ‘we are doing a resuscitation’ .’  

In addition, due to the lack of understanding and knowledge of the needs of 

families of in-home ventilator-dependent children in the communities, the primary 

caregivers felt they were not accepted by people: ‘I didn’ t like it when I went to the 

welfare centre, because people were looking at her and pretending that we weren’ t 

there because they were too embarrassed . . . I felt very isolated, I hated that.’  

Furthermore, the way our society is structured and spaced may limit the 

choices of social visits for the ventilator-dependent children and their families. For 
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example, one mother revealed the difficulty of visiting other people’ s home due to 

the insufficient space for wheelchair and medical equipment: 

It all seems so normal and yet it’ s not. I mean we can’ t just go up 
to the coast and see our family up there. We can’ t just go and visit 
anyone’ s house because [the child] might not be able to get into 
their house. Or, for birthday parties we have to make sure that [the 
child] can get into the house. Lots of things aren’ t normal.  

Similarly, the stairs in someone’ s house may restrict the ventilator-dependent 

child to mobilise on their wheelchair: ‘You can’ t sort of go, like if we go to shops or 

whatever, go somewhere and there’ s stairs up to it, well obviously you can’ t get into 

those places.’  In addition, small space in shops could affect the freedom and choice 

for shopping, as one mother complained: ‘The hardest bit was none of this duck into 

the shop business or anything when you’ re lugging this bloody big chair with you.’   

Moreover, visiting public venues, such as a coffee shop or restaurant, were 

avoided because of the lack of appropriate facilities in undertaking medical care in 

public. One father preferred take-away food to dining in a restaurant because of the 

inconvenience of suctioning the child in public area: 

We’ ll often decide that we’ re not going to go out to dinner 
because, you know, it’ s difficult to suction [the child], and it sort of 
interferes with your dinner. So you can’ t really relax you know, so 
we’ ll often get take-away and have them at home rather than go 
out. 

While the lack of appropriate social infrastructure in society was experienced 

with frustration, people’ s understanding about childhood disability, medical 

technology, and home nursing were experienced with distress. One mother 

experienced stress with the lack of understanding and support from people:  

After [the child] has this tracheostomy and all this equipment, I go 
to the shops and I’ d feel like everyone was staring and wanted to 
know what was wrong with him but these things have actually 
complicated life terribly. And, the fact that if somebody says, ‘can 
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I baby-sit your child for you?’ , and I say, ‘well he’ s got a 
tracheostomy’ , and then everyone says, ‘well, oop!’  Well then, it’ s 
just makes ME feel that he’ s different. And, I don’ t want him to 
ever feel that he’ s different.  

The primary caregivers experienced emotional distress due to people’ s 

negative comments on and misunderstandings about their ventilator-dependent 

children. For example, one mother revealed, ‘People tend to look and pass comments 

. . . that are actually hurtful . . . for example, if it was their children they would just 

lock them up and pretend they’ d never had them; or that they would never be able to 

bond with the child like this.’  In addition, a feeling of sadness was experienced 

because of the lack of understanding and empathy of other people towards the 

ventilator-dependent child: ‘It hurts a bit when people look at him, like really 

weirdly, and you just feel like yelling at them. But they don’ t understand.’  The 

primary caregivers were unappreciative of the lack of understanding of an adult 

towards children with a disability: 

I just think perhaps it’ s lack of education. I can understand when 
children in a shopping centre walk up to you and say, what’ s 
wrong with your little boy, ‘cause that’ s what children learn. But, I 
don’ t accept it with adults. Adults should know better. 

Similarly, there was a lack of understanding about medical machinery used at 

home, ‘ . . . particularly the suction machine, because people tend to sort of stop and 

stare at what’ s going on. I get really upset about that at times. Yeah, I guess you feel 

that people are pretty inconsiderate at times and don’ t make an effort to understand.’  

Furthermore, people’ s perceptions of home nursing had made the primary 

caregivers feel distressed and isolated. For example, one mother understood that 

people’ s understanding and judgment of her as a mother accompanied by a home 

carer reflected a fallacy of her life. This was partly due to people’ s lack of 
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understanding about the unique care-giving at home and confusion about the social 

identity of a home carer: 

You’ re a mother and turning up at the park with a nanny . . . you 
know, for God’ s sake, can’ t even go to the park on your own 
without [the carer], leave her at home to put the washing on the 
line . . . There are not very many of my friends that have nannies 
that actually are with them or mother’ s help that are with them. 
They have nannies because they’ re in a professional environment 
and those nannies are at home with the children. So, that’ s difficult 
too. 

Social connotations in connection with a ‘nanny’  and a ‘carer’  resulted in 

challenges for the primary caregivers in the attempt to define their relationship with 

home nursing: 

There is a challenge because you’ ve got all the social innuendo that 
goes with nanny. Most people would presume that only families 
with significant amounts of money can afford to have a nanny, and 
it’ s a reasonable extravagance for a single mother in the suburbs to 
be trooping around with a nanny. There’ s a contradiction. At the 
same time a carer has a significant medical connotations and I 
don’ t think it values quite as highly because what they’ re doing 
isn’ t just caring. I mean, it’ s almost as though the women that are 
part of my life help me with my children . . . is a combination of 
being like a housekeeper, a nanny, an early childhood educator, a 
nurse, a doctor, and a carer. Now, you know, that’ s an 
extraordinary role, and we don’ t have a word that encompasses all 
those things. So I struggled with a label that tells people succinctly 
enough what it is that this person is in my life. 

The lack of understanding and valuing the roles of home nursing led to 

psychological stress for the primary caregivers in presenting themselves to people in 

the society: 
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They are more than a carer. You almost devalue yourself by saying 
they’ re a carer because they are you in many respects. They’ re me; 
they do what I do, and I consider myself much more significant 
than just a carer of two small children. I mean, maybe in itself has 
social connotation, the value of women looking after children in 
the home . . . I think, in itself is interesting, and that’ s a big social 
issue. 

Confusion in the community due to a lack of understanding about the unique 

care-giving experience at home was identified. For example, one mother experienced 

stress because of people’ s confusion about families with ventilator-dependent 

children: 

People are confused about kids with special needs. People don’ t 
know what carers are meant to be doing, what home helpers are 
meant to be doing, what nannies are meant to be doing, what 
parents are meant to be doing, what doctors are meant to be doing. 
You know, who’ s supposed to be doing what. And it actually takes 
a significant amount of strength as the parent in the middle to pull 
everyone together. There’ re decisions that don’ t go with the 
medical flow of things, or decisions that don’ t gel very well with 
the buckets of money, or decisions that are medically sound but 
emotionally unsound, or emotionally sound and medically 
unsound. So, all of that stuff is really hard. 

There were situations where communities and public organisations were 

unaware of and unsupportive to the needs of the primary caregivers. For instance, a 

mother described her experience in this situation: 

The lack of understanding in the community . . . kindergarten, the 
crèche . . . you don’ t have the same availability as other parents 
that they can access community services because they’ re not 
trained. I couldn’ t say well I’ ll put my daughter in crèche for a few 
hours, you know, so I can go to the dentist. That was not possible 
because they didn’ t have people trained to look after the special 
needs. So the child doesn’ t have the access to the services in the 
community as well. 

Moreover, the primary caregivers experienced stress due to a lack of 

understanding and knowledge in the healthcare sectors, service organisations, and 

decision-makers in relation to the needs of their families. The concern was described 

as:  
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I think there’ s a lack of understanding, like the people running the 
programs really need to educate themselves on the physical aspects 
of caring for these children . . . and I think there’ s not the level of 
education of the people that make the decisions on the level of 
support that the family are getting. They’ re not educated in the 
areas and they’ re not speaking to the families individually. 

For example, in the transition from hospital to home, the primary caregivers 

felt vulnerable and frustrated with the way the funding systems were managed in 

discharge: 

The only problem we really had at the hospital was funding to get 
her home; organisation of discharge, and the red tape which is just 
so frustrating for parents. Because, we don’ t understand how 
anybody could just take so long to make decisions you know. 
That’ s a very unfair thing. 

The primary caregivers were frustrated with the lack of systematic and 

comprehensive structural support for discharge and the care at home. One mother 

mentioned that there was a lack of formal structure in, ‘ . . . putting it all together to 

get him home . . . because there was really no system, so it wasn’ t easy.’  Similarly, 

the primary caregivers were vulnerable due to the lack of choice of support for 

discharge, as one mother explained, ‘Initially you’ re grateful for whatever help and 

support you’ re given because you don’ t know what the future holds in terms of her 

needs. So initially you’ re very appreciative of whatever you get; whether it’ s a few 

hours a night, or five hours a week, you accept that.’  Another mother also described 

her vulnerability in the process of discharge due to the lack of individual assessment 

and choice of support. Her vulnerability was reflected in her deliberate performance 

and presentation during the preparation of discharge, which was aimed intentionally 

to satisfy the expectations of healthcare professionals in order to gain their approval 

for discharge: 

Like in order to go home, to be discharged we had to know how to 
do all those things. So if the hospital wasn’ t comfortable with our 
competency levels they would never have discharged us. But we 
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displayed, well I displayed that I could do this . . . probably 
ignorance. The fact I think that I wanted to get home was the 
bigger factor. But, what was involved and what was ahead of me 
was something I never really envisaged when we left. 

The desire to go home with the child often overrode their own needs, as 

another mother revealed, ‘When they said I had to learn to suction, I said no. And, 

they said if you want to take him home you have to learn it, and I said, ‘Oh, alright 

then.’ ’  

Expectations and regulations of hospital with regards to the criteria for 

discharge may have placed the primary caregivers in a vulnerable position. For 

example, there was a family situation where healthcare professionals asked the father 

of a family to be involved in the preparation for discharge and assumed that he 

should be the second person to help the mother at home with the care. However, in 

reality, the father was unable to share the responsibility with the mother due to his 

work commitments. Thus, the home carer in the research who was nominated by the 

mother of this family as the second primary caregivers for this family’ s ventilator-

dependent child revealed: 

[The mother] has found it difficult from the pressure from the 
program that has been put on her: ‘Well you know, you get your 
husband to do more. You get him to do this and that’ . I think to 
myself, well he’ s doing what he believes is right, he’ s working 
very, very hard to keep the family going, and in his eyes that’ s 
important too. And, [the child] is expensive. So he needs to work 
hard to secure a future for [the child]. And, [the mother] has had 
the pressure on her to get [the father] to do more and she’ s too tired 
to fight with her husband as well as fight with the program! 

Furthermore, the primary caregivers experienced stress and vulnerability 

when interviewing home nursing professionals because the interview process was 

perceived as a new experience and an inconsiderate and unfair process. For instance, 

one mother felt anxious and vulnerable in the interviews with home carers: 
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We asked them certain questions but what do we ask them? We 
don’ t know, I mean it’ s all new to us. It was just one more thing in 
the many things I had to remember or to do. And, I didn’ t have the 
time or the mind space to concentrate just on ‘are these carers 
going to be good?’ . The only thing I knew, and what I trust now, is 
my GUT instinct about them . . . I don’ t know what they’ re going 
to be like in the home but I took them on because the process is so 
gruelling. If you don’ t like them or they don’ t like you then the 
process has to start all over again. And then, that takes longer, 
weeks, months whatever. So it’ s not a FAIR process. Because 
families that are in that situation with special needs children are 
already vulnerable, and this is just one more thing adding to your 
vulnerability.  

The interview process was considered too short, and decision-making power 

in relation to the employment of home nursing staff was often not offered to the 

primary caregivers. One mother raised the issue of insufficient time given in the 

interviews to actually ‘know’  a candidate: ‘That’ s hard because you meet them for 

half an hour to an hour and then you decide, ‘do you like this person or not?’ ’  In 

addition, an imbalance in the power relationship between staff and the primary 

caregivers in respect to decision making on home care support was experienced. For 

example, one father revealed the lack of choice in the selection: ‘Ninety-nine times 

out of a hundred we don’ t have a choice to say they’ re okay or not, because we 

actually can’ t find nurses . . . So, we’ re in a catch twenty two.’  Similarly, another 

mother described the same experience in that, ‘We haven’ t got a choice, I mean if 

you want carers to stay with [the child] so that I can sleep. That’ s just one of the 

things that you’ ve gotta put up with.’  

The primary caregivers were increasingly being confined to home because of 

the lack of choice and availability of home nursing staff: 
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Because the agency can’ t provide the right nurses; they only 
provide who they can. So it’ s tough from that point of view. And, 
that’ s why [the mother] and I feel that we have to be at home 
MORE than what we should be, because we don’ t trust the nurses 
one hundred percent. 

Another mother identified her fear of the shortage of nursing support and that, 

‘There are times when we have to look after [the child] ourselves because we can’ t 

get staff, and that can be scary.’  Another mother described the decreased availability 

of respite support for home care, ‘There was not an awful lot of support as far as that 

went once we got home. It was, for a little while and then no more. You were 

expected to carry on, on your own.’   

Moreover, the lack of choice and shortage in home nursing aggravated the 

vulnerability of the primary caregivers due to the decreased quality of the staff. The 

inappropriate training and clinical skills of the staff was frustrating: ‘It’ s hard to get 

someone that knows [the child’ s] condition completely.’  As such, the primary 

caregivers distrusted the quality of support provided and experienced stress with the 

shortage of the provision of appropriate clinical expertise and personality attributes 

of home nursing staff. For example, one mother experienced abusive treatment from 

the nurses in her home: 

They treat the place too much as home, they get too comfortable. 
For example, they’ ve got the run of downstairs, and I let them 
watch videos or TV, and sometimes I think that gets abused. Like 
if the video breaks down who repairs it? Who pays for it? You 
know, the TV stays on all night . . . to turn the lamp off and put the 
blinds up to save a bit of electricity. Put things away, his 
equipment . . . Some of them used to leave their rubbish on the 
floor and I’ d have to clean it up.  

Consequently, extra vulnerability was experienced as the result of the 

desperation for respite support from home nursing. One mother described her 

vulnerability due to insufficient respite support as, ‘When [the only carer] is not well 
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then I don’ t have anyone, because there’ s no one out there that can work with [the 

child].’  

Lack of flexibility and individual assessment 

Complaints were made about the lack of consideration in the current support 

for the families of in-home ventilator-dependent children. The current support system 

was perceived as inadequate in the management of paediatric home ventilation. Part 

of the inadequacy was due to the lack of flexibility and individual assessment in the 

allocation of support resources for the families: ‘The major issue is the lack of 

support . . . and that people aren’ t assessed individually.’  The lack of individual 

assessment on the level of demand for care at home undermined the complexity of 

the care:  

Everybody gets exactly the same support, and I think it shouldn’ t 
work that way, because there are families that have higher needs 
than others. For example, some babies with a tracheostomy may 
not need the same level of suctioning. I think that if you suction 
your baby once every two hours, and then you’ ve got another one 
that you’ re suctioning every five minutes, of course the person who 
is suctioning every five minutes is going to need a lot more support 
in the end than the other person. 

Similarly, the lack of consideration in the tertiary system for the unique 

situation of each family was experienced and conceived as inappropriate. 

Notwithstanding these concerns, some flexibility in the current support 

services was identified. For example, one mother described the flexibility in the use 

of allocated respite hours: 

That was twenty eight hours, that’ s all. So, it meant that we could 
do what we wanted with it. You could accrue the hours. So, if you 
had a good week then you could say alright, let’ s accrue them . . . 
or if somebody’ s called in sick and they couldn’ t make it and you 
stayed up overnight then you’ d have an extra seven hours the 
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following week. So that worked quite well . . . because it means 
that there’ s flexibility then. 

Furthermore, flexibility in the use of home nursing support for the needs of 

the child in school was experienced by one mother: 

I have to pay private school fees but I don’ t have to pay the carer. 
The school provides half, and the council provides a percentage of 
it. Because I was entitled to the care from carers through the 
council, and I DON’ T want the carer at home as I prefer to use the 
carer at school where they were able to do the care. 

It was noted that this mother, who had been experiencing paediatric home 

ventilation for seven years, was one of the first families with an in-home ventilator-

dependent child in Australia. In contrast, another mother, who had more recent 

experience of paediatric home ventilation, raised the issue of inflexibility in the use 

of home carers for the needs of her child in school. Although both mothers lived in 

the same state, they had different experiences in association with the issue of home 

carers in the child’ s school. While discharging a ventilator-dependent child home 

was not readily available ten years ago due to the severe shortage of experience and 

support for paediatric home ventilation, there seemed to be more flexibility in the 

utilisation and allocation of funding for the families if available. Conversely, the 

mother in the latter case had an unsuccessful experience with accessing home carer 

support for her child’ s needs in school. This was because the current funding system 

for paediatric home ventilation restricted the allocation of funding to the needs at 

home only: 
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There’ s no funding for children with special needs in the private 
school system which means that I’ m [the child’ s] aide at school. 
So, I can leave [the sibling] at home with [the carer] while I go to 
school, but I can’ t send [the carer] to school with [the child] . . . 
because the funding isn’ t for the school environment, it’ s only for 
the home environment. I have an issue with that but that’ s a bigger 
political issue. 

Another mother stated, ‘The biggest problem is funding.’  The primary 

caregivers urged for an increase in the flexibility of funding based on individual 

needs. For example, one mother identified the difficulty in accessing and utilising 

funding in response to her child’ s needs: 

I think I would access it if there was some way for the children to 
be allocated the money on an individual basis, rather than the 
schools or the physiotherapist and all the other organisations 
getting their separate buckets, and then ME taking my child to 
THEM and trying to manipulate the system. 

Similarly, the foster care parents in the research were not provided with 

support, either financially or in terms of respite: 

We can’ t get a home carer or anybody to come in. When we 
brought [the child] home from the hospital after the big seizure, so 
his brain was completely not with it . . . He still can’ t do anything 
for himself . . . so I actually had two babies, you know, plus hourly 
suctioning and nebulising and physios . . . I tried to get help and 
nothing happened . . . because they told us that I wasn’ t the one 
with the disability . . . it was my son. 

Furthermore, structural support as a form of family networking had not yet 

been established centrally, and therefore it was difficult for the primary caregivers to 

network among themselves due to the problems of the lack of time and geographical 

location: 
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The problem is that it’ s geographically impossible because we all 
live all over [X State], and we don’ t all live in the same area. So 
when you have a special needs baby I think the last thing on your 
mind is getting together with everybody else. That’ s just one more 
thing you have to do, and that’ s basically the truth, you just can’ t 
be bothered, physically, emotionally. 

In addition, practical support was scarce. One father perceived that practical 

support was more helpful than support in the form of sympathy: 

I don’ t think we get any support from anybody that’ s outside the 
immediate family circle. I think people looking from outside want 
to help and they’ re all very sympathetic . . . But, sympathy doesn’ t 
help a lot and I think what people don’ t realise is that, practical 
things make a difference.  

Furthermore, information provision in relation to coping with the stress of 

caring for a ventilator-dependent at home in Australia was perceived as insufficient. 

As such, one mother revealed her proactive seeking for information from other 

countries in that, ‘We’ ve probably have got more information from overseas than 

we’ ve had from here as far as things that can happen down the track . . . There’ s a 

support group in America and we get our information from them.’  

Financial stress and cost-consciousness 

The primary caregivers were conscious of the cost of the child’ s care. For 

example, one mother, who had private insurance cover for her ventilator-dependent 

child, revealed that ‘I will watch the costing of [the child]. That’ s very expensive.’  

Similarly, another mother with the same situation raised the concern about the 

longevity of the child’ s insurance and that, ‘Whether the money’ s going to last 

because it costs nearly four hundred thousand a year to have [home nursing] here.’  

The high expense of home nursing was worrying because, ‘The insurance is not 

going to last if you keep spending like this amount.’  
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The primary caregivers with public funding provisions also experienced 

financial burden due to the high expense of the care at home. For example, one 

mother described the regular payment to hospital for hiring medical equipment, ‘We 

get supplies through the hospital for which we pay fifty dollars a month. You pay 

hirage {sic} fee for the ventilator and suction cases and things like that.’  In addition 

to the monthly costs of medical supplies, there were out-of-pocket expenses: 

Because we’ ve got a child with special needs, we get the formula, 
the polyjoural and the caligen that are free of issue, including the 
feeding sets and the suspension bags. The only things I pay for is 
extra things, like soft wicks, syringes, I pay for a postage and 
handling charge because it is not always I can be in hospital to pick 
it up. 

Another mother tried to calculate the sundry costs per month in relation to the 

care: 

I’ ve got $3 for aspro, $4.50 for prescribed prescription drugs 
because he’ s got a healthcare card. Over-the-counter prescriptions 
are full price like Panadol, Mycostatin to help clean around his 
gastrostomy area. Soft wicks are $10 a box so you’ re looking at 
ten, twenty forty . . . fifty . . . if you have to get syringes that are 
another $15 per box. So, maybe you’ re averaging on a month’ s 
cost, probably about $50 out of our own pocket. 

Other sundry expenses such as electricity, water cost, and petrol ,when added 

up altogether could be expensive. One mother said that extra expenses such as 

electricity came from the need, ‘To run the CPAP equipment and to run the suction . 

. . electricity and water to do the washing nearly every day with [the child] too . . . 

petrol to go to all the outpatient appointments at the hospital.’  

Costs of suction catheters, circuit, and other medical instruments were 

expensive and, as the result, maintaining medical equipment was stressful. The 

primary caregivers were restricted by their hospital to a limited supply of suction 
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catheters, which then became an out-of-pocket expense if the catheters ran out at 

home:  

You had to buy them and you could only buy them in packs of fifty 
and they had to last the whole month, and they wouldn’ t issue any 
more until next month came around . . . So, that was bad luck if 
you went through all the catheters in one day. Because sometimes 
they’ d slip out and fall on the floor and you’ d change them. You 
know, that was an extra cost to us. 

The foster care family participating in the research received no financial 

support. The mother of the family mentioned their fund-raising activity for 

equipment and that, ‘We just added the medical expenses onto our mortgage. What 

we’ re trying to do now is do some kind of fund-raising, because . . . he desperately 

needs a wheelchair and then modifications to the car. So, we’ ve got to try and get 

money to do those kinds of things for him.’  Similarly, the family received no 

financial support for the purchase of suction catheters and ventilator circuit: ‘The 

hospital used to supply the circuits but they won’ t any more . . . they’ re really 

expensive. They’ re five hundred dollars just for the circuit without the connections.’  

Minimal support for ‘time-out’ 

A lack of support for ‘time-out’  was experienced. For example, a lack of 

appropriate space (i.e. time and location) to resolve emotional turmoil due to the 

stress at home was identified by one mother: 

You can’ t have a major emotional breakdown because you’ re 
keeping your child alive. If you lose it emotionally you’ re not 
going to be there ready. You need a really SAFE place to let go 
and . . . you can’ t do that unless you know that somebody is there 
that you trust ABSOLUTELY to look after you child while you 
have that safe place to go and release that emotion. Now, you 
know, there’ s no safe place. 

Similarly, ‘time-out’  for activities like holiday for a couple, having coffee or 

dinners with friends, or returning to the workforce, was perceived as important, 
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however not provided to them. Using limited respite for ‘time-out’  was perceived 

impossible in the context of the care at home: 

Everyone’ s always saying how important it is to let go of your 
emotions . . . but we don’ t have holidays, we don’ t go anywhere. If 
you get a carer in for twenty four hours and use your ENTIRE 
week’ s carer allowance that’ s twenty eight hours that means for the 
rest of the WEEK you don’ t have any help. So there’ s no real way 
to go somewhere and spend time together where you can relax, or 
let go of some emotion because you just don’ t. 

The fathers often experienced a high level of stress due to the demands of 

work and home, therefore they all identified with the problem of having no support 

for ‘time-out’ : ‘I don’ t have time-out. I don’ t get the experience of what everyone 

experiences, a bit of normality, a bit of time-out, so you can become yourself again.’  

The lack of appropriate support for the fathers resulted in the experience of 

frustration and distress. For instance, one father explained that, ‘People come home 

and they have time-out. But I come home and I don’ t have time-out, because there is 

everyone else in my life still. I mean that’ s not going to change but that’ s where the 

frustration is. I don’ t know what to do about that.’  

Accordingly, the fathers emphasised the importance of ‘time-out’  for their 

families. One father described the characteristics of the ‘time-out’  support: ‘The free 

time is something that is basically having a little bit of time to spend with the rest of 

the family and you can do things where physically you just can’ t do with [the child], 

like the outdoor life and camping.’  Another father perceived ‘time-out’  support was 

about an escape from negative experiences that, ‘Are something completely 

independent of what the problems are; just the general things in life that make 

everybody happy and satisfied.’  For example, one father managed his stress through 

gardening: ‘I found I became very interested in gardening probably round about the 
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time that [the child] was born. I put a lot of effort into gardening and reading, and 

unconsciously that was probably my outlet.’  

Furthermore, providing quality ‘time-out’  respite for the wellbeing of the 

mothers was emphasised by the fathers: ‘I think, not that she’ d do a better job with 

more proper respite, but I think that in her own self she’ d be healthier and happier, 

because her health has suffered too.’  For instance, one mother appreciated her ‘time-

out’  during the day without her children and described, ‘I have that time-out where 

there’ s no one here. I’ ve got the time to myself.’  

‘Time-out’  for a couple was conceived as important to help maintain a 

balance between the demand of the care at home and the quality of marital 

relationship. One mother described the ‘time-out’  for the father and herself as, ‘We 

have a lot of weekends away, four or five times a year. We’ ll go away for the 

weekend and it’ s enough to recharge you . . . to have a weekend away, no kids, no 

stress, as long as they’ re being looked after.’  

Moreover, the primary caregivers were aware of the importance of spending 

time alone with their other children. For example, one mother spent quality time with 

her toddler when her ventilator-dependent child was at sleep: ‘When [the child] is in 

bed or having naps . . . that’ s Jane’ s time. And, we go to Gymbaroo, so I take her to 

Gymbaroo, and that’ s our time-out.’  Similarly, another mother specifically set aside 

every Wednesday to spent time alone with her other child. 

The primary caregivers also identified the need to have ‘time-out’  from home 

nursing. For example, one family arranged a special Sunday without the nurses: ‘At 

the moment I’ ve got every second Sunday where there’ s no nurse and it’ s wonderful, 

we really love it. Because it’ s just us . . . as a family. I think [the child] really likes 
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it.’  The father of this family perceived that the Sunday was a representation of 

normality: 

That’ s just what a normal family does, is spend time together, and 
that’ s twenty four hours a day seven days a week, that’ s what a 
family does. But, we have the normality for eight hours every 
fortnight. You know, it’ s like we get out of jail for eight hours 
every fortnight. It’ s fantastic, yeah. I really love it. 

However, the mother of this family also indicated that the arrangement could 

only be beneficial if there were no young children in the home, because, ‘You’ re not 

giving [the ventilator-dependent child] the attention he’ s meant to have, and I don’ t 

think it’ s fair to him especially like when he is young.’  

Moreover, the need for ‘time-out’  for the whole family from the burden of the 

care at home was raised: ‘I think if you give people that few hours on the weekend 

where they can be away from the child. To have that availability, to have that time-

out, I think that really helps MORE than a peer group.’  One father described a 

positive experience with a weekend camp for his whole family: 

We actually had a local camp breakaway here. We had a Christmas 
party where the parents were taken for the weekend, and the 
children went as well but they had three nurses there to mind them, 
to look after them. The first night we were there, we had dinner 
and all sat around drinking and dancing. . . . .and you could tell 
people were relaxing. 

Similarly, the primary caregivers conceived that the ventilator-dependent 

child may enjoy the respite with children of a similar age and medical condition. For 

instance, one mother highlighted the benefits of the respite for her ventilator-

dependent child: 

This respite was about him enjoying some time-out with mates. 
And, he loves it because it’ s his way of getting out . . . without any 
adults telling him what to do. I mean he has his nurses go with him 
but they’ re not there for the discipline . . . I just think it’ s good that 
he can interact with other kids that have got similar disabilities and 
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yet some of the kids have such great attitudes to their life. And, I 
think that helps [the child]. 

Issues in the marital relationship 

Effective communication and empathic understanding were demonstrated by 

some primary caregivers in their marriage. One mother revealed the positive effects 

of the experience at home on her relationship with her husband in that, ‘[the child] 

has made my husband and me closer together. It struggled in the beginning, but I 

think now we have a much better relationship.’  

Equally important was the element of understanding in a marital relationship 

as one mother explained: ‘I had to stay home and he would come home and he would 

understand . . . and he was tolerant of my moods and tolerant of what I was going 

through.’  Understanding the needs of spouses was identified by another mother who 

said, ‘Now we have a better understanding of each other and what we think about 

things.’  Similarly, one father also indicated the significance of empathic 

understanding in his marriage: 

We’ ve always had sort of an up and down sort of a relationship . . . 
I don’ t really think it’ s got worse since we had [the child]. You 
know, in some ways it’ s gotten a lot better because we’ re more 
understanding of each other, of everybody’ s problems, rather then 
being focused on our issues. 

In addition, communication about the duties at home between spouses was 

important in order to share the burden. For example, one mother described the issues 

in relation to medical care and sharing home duties with the father: ‘Because we each 

do our fair share; he appreciates what I do and I appreciate what he does . . . and we 

can talk about things without arguing about things.’  

Furthermore, personality differences between spouses in dealing with stress 

were described as helping cope with the stress at home. For example, one mother 
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revealed how the personality of the father and herself complemented each other in 

that, ‘If I was stressed he’ d be like well it’ ll be okay, he wasn’ t stressed too . . . It’ s 

like we’ re sort of a really good balance.’  Similarly, another mother described, ‘He 

probably kept me fairly even, because he is like everything will be okay, that’ s his 

attitude whereas I’ m a bit more of a stress head.’  

However, the burden of the care at home had caused great stress in the 

marital relationship of one mother in the research. This mother described her 

marriage breakdown in that, ‘I think probably one of the more significant things with 

[the child] is our marriage breakdown that has certainly contributed significantly to 

the drama that became our life.’  She felt that there was a lack of formal 

psychological support for spouses to manage their marital stress in the context of 

paediatric home ventilation. In addition, support from social work was considered 

ineffective due to their insufficient understanding of the unique care-giving at home 

and the needs of the primary caregivers: ‘Social work doesn’ t necessarily have the 

medical understanding of what it is you’ re going through. You know, they’ ll ask you 

all those boring questions that anyone else, even a marriage counsellor would be 

asking. It’ s very difficult for them to understand what it is as a PARENT of a child 

with special needs at home.’  

Appropriate support for spouses in terms of effective management and 

maintenance of a positive marital relationship in the context of the care at home was 

regarded as essential: 
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I think if hospitals could do anything, it would provide marriage 
counselling once a week for as long as the child is under some 
amount of stress, because there’ s an ENORMOUS amount of 
marriage breakdown with children with special needs.  

Hopes for appropriate and sufficient support 

One mother stated: ‘When [the child] comes along, everything changes. If 

people can provide more support on the little things of life, they would be much 

more helpful.’  The primary caregivers had hopes for more support resources, such as 

financial, human resource, and information to meet their needs and help them cope 

with the burden of the care at home. Firstly, increasing the availability and quality of 

home nursing support was regarded as crucial. One mother revealed, ‘If there were 

more carers, so that if we had someone sick, well I wouldn’ t have to do night shifts.’  

The primary caregivers also asked for ongoing provision of information in relation to 

medicine and medical machinery relevant to the care of the child at home. Similarly, 

provision of information about the impacts of medical machinery and home nursing 

on family and counselling for managing marital stress were considered important, as 

highlighted by one mother: 

As parents you need some counselling in relation to how to handle 
the carers in those situations . . . For example it’ s two o’ clock in 
the morning but we need to have a discussion here and I’ m not 
comfortable doing it with you in the house, and can you go 
somewhere. . . . They’ re really difficult situations that no one had 
ever said to me you know, what are you going to do when you 
need to have an argument in the middle of the night and there’ s 
somebody in your house, or that might impact on how he feels 
about sleeping with you because that’ s not the way he did it . . . or 
you might need to make sure you have a dressing gown and 
slippers because you’ re going to be up and down. So you know, I 
don’ t really know what the answer is other than to prepare parents 
maybe a little bit more, or to require them to have some 
counselling, to have some time-out to talk about various things. 

Family networking would be helpful as one mother believed the need for 

networking was that, ‘A lot of children depending on medical technology have gone 
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home and . . . it’ s each to their own. And, I don’ t understand why it’ s not encouraged 

for other families to meet and discuss our problems.’  

In addition, community acceptance of ventilator-dependent children and their 

families was considered essential. Appropriate support from others was thought to 

provide a sense of security and comfort. Similarly, an increased awareness of 

healthcare professionals about the needs of ventilator-dependent children and their 

families was considered paramount so that effective and efficient support 

infrastructure could be developed and implemented. 

Selection and appraisal in home nursing professionals 

According to the primary caregivers, the process of selecting and appraising 

home nursing professionals was both simple and complicated. Many mothers used 

their intuition in the interviews with home nursing staff. For example, one mother 

believed that in her choice of nurses, ‘I think it’ s just a gut feeling.’  

However, the process was also complicated. One mother identified two 

crucial understandings in relation to home nursing. These were about the awareness 

of nurses’  intimate involvement in family life and the importance of reciprocity of 

respect and appreciation in the relationship between family and home nursing. 

There’ re two issues. I think that you choose them carefully and you 
recognise that when you’ re choosing them and they’ re going to 
become part of your life. You can’ t keep them on the outer in any 
real way for them to be affective. Secondly, because they are part 
of your family you have to treat them, like take them out to lunch, 
help them see that we think they’ re valued, treat them like they’ re 
special, and that they’ re important . . . because they do make a 
difference. 

A formal interview with home nursing professionals was often held by the 

mother and a case manager of a hospital or a private agency. In the interview, the 
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mother tended to look for personal attributes of the candidate, whereas the case 

manager aimed at assessing his or her clinical competence. One mother demonstrated 

some basic questions to be asked in the interviews: 

What do I ask? You know, ‘How far do they live?’ ; ‘Do they have 
a long travelling distance?’ ; ‘Are they fairly flexible to work?’ ; 
‘Are they aware what the situation would be?’ ; ‘What they would 
be doing with [the child] that we’ d be asleep?’  And that we’ d 
expect them to not making too much noise and all that sort of stuff. 
I’ d just get them to tell me a bit about themselves; whether they’ ve 
had children before, and what experience they’ ve had. 

The attitudes of home nursing professionals towards children, such as being 

interactive, active, and creative, were regarded as central. For example, one father 

perceived that the staff should be ‘fun’ , ‘play with him’ , and ‘keep the activities 

going.’  

The home nursing professional who was flexible with working hours and had 

positive and proactive attitudes was considered desirable. One mother preferred 

nurses who were young adults; like university students, or older women with less 

home responsibilities, as she felt that they were more flexible and reliable: 

When [the child] is older, I probably tended to go for either the Uni 
students or the women who had finished having children, who had 
older children. I found the ones with young children they were a bit 
unreliable and they weren’ t flexible. 

In contrast, another mother with young children at home claimed her 

preference for younger carers because of their resilience to crisis: 

My gut instinct is that young women are better than middle aged or 
old women, probably because they’ re not as fearful as what could 
go wrong . . . because they haven’ t yet been mothers and they’ re 
not as afraid as mothers would be about life and death. 

Similarly, older ventilator-dependent children might prefer nurses or carers 

who were young and active. One mother revealed her teenage child’ s preference for 
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young adult staff in that, ‘She likes and really enjoys the ones that have been 

younger, because it’ s not having another mother figure . . . and it’ s more of a 

friendship and I think that’ s why it works.’  The friendship between the teenage child 

and nurse was conceived as a positive influence for the child. 

In addition, the primary caregivers expressed their choice for female in 

preference to male staff. For instance, a mother explained her choice in that, ‘I did 

prefer a female, I didn’ t want a male, because I just didn’ t feel comfortable with 

having a male carer.’  

Moreover, the primary caregivers emphasised the importance of home 

nursing professionals to be considerate towards the privacy of a home and to 

minimise their intrusion into the family’ s life. For example, one father felt strongly 

that, ‘If they’ re to be part of the day-to-day life, I think they should try and minimise 

their intrusion into the family, minimise their participation into the family, try to be 

as inconspicuous as possible, and try to have as least impact on the family as they 

can.’  In addition, good common sense and work ethics when working with a family 

in the home were emphasised. Knowing about the background of individual nurse or 

carer was perceived as beneficial to ensure the quality of working relationship. 

Appraisal of home nursing professionals was also regarded as a continuous 

and bilateral process. Feedback about, and from, nursing professionals was 

considered helpful. Some primary caregivers mentioned that it would be beneficial to 

have periodic appraisals and meetings with nursing professionals to discuss and 

evaluate issues in relation to care. Similarly, another mother stressed the importance 

of the primary caregivers acting on behalf of their child to evaluate the care 

provided: 
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It was really very important, whether it be RN or SEN, that the 
parents do the interviewing and that the problems be addressed. If 
[the child] is unhappy with a particular person, I mean you have to 
be the one to say, well yeah I’ m happy with this person, or I’ m not. 

Appropriate support for siblings 

Concerns about the impact of having a ventilator-dependent child at home on 

their siblings’  emotional and social growth were raised. For example, one mother 

worried about the needs of her young sibling daughter: 

She’ s looking after him which is interesting, whether or not that’ s a 
good thing for a young girl to be doing, in the long term that might 
become an issue. I’ m very conscious of the fact that she is a sibling 
of a child with significant special needs, and she will have her own 
special needs obviously.’  

Another mother felt the same, that it was difficult for her teenage daughter 

who was experiencing emotional problems: 

She’ s seeing a psychologist at the moment . . . I’ m sure she’ s got 
issues because when she was four [the ventilator-dependent child] 
was born, and then he didn’ t come home until she was six. So, 
that’ s got to have an effect on her that her baby brother doesn’ t 
come home for two years, and loses her mother for two years. And, 
she’ s very immature for her age . . . If anyone in the whole family 
probably her has been affected the most.’  

Moreover, the involvement of home nursing staff had impacts on sibling’ s 

emotional and social development. One mother was concerned about the attachment 

of her other son to the nurses at home: 
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I am concerned about his emotional needs because he is a very 
sensitive child. He has had panic and anxiety attacks when very 
young because he felt he couldn’ t do anything. He also thought the 
nurses were here for him as well because he was born and there’ s 
someone awake at night. And, he’ d get up during the night and 
he’ d sometimes sit with them or they would tuck him in you know. 
So he, for a long time, felt that the nurses were here for him, and he 
still has trouble going to sleep without a light on because he’ s used 
to someone being in the house. 

Again, another mother revealed that the sibling of the ventilator-dependent 

child experienced separation anxiety if a home care nurse was absent. 

Furthermore, one mother identified an impact of the experience at home on 

her teenage son’ s social relationships: 

We actually had a girlfriend once, Peter (the sibling) did, then it all 
broke off. And, I said, ‘well was it BECAUSE [the child]?’ , and he 
said ‘oh no, because she knew [the child] anyway’ . But, you sort of 
just wonder whether he does get discriminated a BIT you know . . . 
because of him having a brother in a wheelchair. 

Similarly, another mother tried to minimise the peer group pressure for her 

daughter (sibling) by openly introducing the child’ s special needs to the school; 

however the mother regretted later because of an undesirable outcome for the sibling: 

When Doris (the sibling) started school I made a point of 
introducing [the child] to the school right from the start. Then, I 
don’ t know if I’ m doing her a favour by doing that. Because people 
always know it’ s a soft spot and . . . her friends have told me that 
she cries in school when they say things about him . . . I say to her 
‘why don’ t you talk to me about it?’ , then she says, ‘cause I know 
it’ s going to hurt you as well.’  

Appropriate support for the milestones of the ventilator-dependent 
child 

Support for the milestones of the ventilator-dependent child was perceived as 

important. The impacts of disability on the child’ s emotional well-being were 

challenging, therefore the primary caregivers called for appropriate support— such as 

information to help them understand the child’ s emotional upheaval and strategies to 
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manage different emotional issues at each milestone. For example, one mother with a 

teenage ventilator-dependent child experienced a lack of support for the child’ s 

developmental needs: 

I just wish I had known more earlier on . . . People couldn’ t have 
foreseen the difficulties, so my experience would be to encourage 
when people are going home to have that support along the way 
and to have that preparation along each milestones, and children 
with a problem have different milestones, and to address those 
milestones at appropriate ages. 

In fact, the primary caregivers whose ventilator-dependent child was older 

tended to seek psychiatric or counselling therapy for the child in preparing for the 

potential difficulties in adolescence. For example, the mother of a ten-year-old child 

arranged counselling for her child: ‘He’ s ten this year. So, boys can be little turds and 

they can be pretty nasty. So, he’ s got to learn how to cope with all of that. So, we’ ve 

got a counsellor working with him now, getting him ready to start battling the forces 

out there.’  Another mother also confirmed the need for, ‘ . . . a lot of counselling for 

early adolescents and pre teens. I think that that’ s a very important issue.’  Similarly, 

the father of a teenage child urged for more research and professional assistance in 

this area: 

I think one of the biggest areas for improvement should be in 
preparing more of the emotional side of things . . . The 
psychological issues with having a child with ongoing medical 
needs are fairly difficult, and I think that’ s where we’ ve had the 
biggest stumbling block just trying to make [the child] accept what 
she has . . . Therefore, I think we need more ongoing support, 
maybe psychological support or psychiatric support, just to make 
the children feel normal . . . Perhaps a professional may foresee 
some of the issues arising. 

Psychological and emotional support for mothers 

The mothers were usually the first primary caregivers for the child’ s care at 

home, and therefore they might be more susceptible to psychological and emotional 
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problems. For example, one mother’ s health had suffered due to the stresses at home: 

‘I had a breakdown, I didn’ t manage it . . . anti-depressants, chronic fatigue 

syndrome. I mean, I got very sick.’  The fathers agreed with the high level of stress 

experienced by the mothers and suggested appropriate practical and emotional 

support such as ‘time-out’  or peer group support for the mothers. 

Peer group networking was considered appropriate when there was a 

commonality in the care-giving experience. One mother perceived that a lack of 

similarity in the care-giving experience in a peer group would be inappropriate in 

terms of emotional and practical support. She felt that a social group with its focus 

on commonality in the care-giving experience was more helpful: ‘I have made lots of 

friends who have children with different disabilities and we understand each other . . 

. I do find that other families with children with disabilities are an emotional 

support.’  

Appropriate information provision and emotional support were central to the 

mothers. For example, one mother highlighted the need for, ‘ . . . more emotional 

support, more preparation for the problems ahead. If you’ re prepared, I think you can 

prepare yourself psychologically and emotionally.’  Similarly, the mothers raised 

concerns with the father’ s emotional wellbeing because there was a lack of 

psychological support specifically for the fathers in coping with the care-giving 

experience at home:  
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About [the father] is that he wasn’ t exposed to a lot of the things 
that I had to endure with [the child]. Because I lived in the hospital 
with him, I was part of his care every day . . . so that I forget it’ s 
scary. And, all of a sudden he’ s got this child with all these 
medical needs and he’ s at home. And that to [the father] is just 
something that he couldn’ t really comprehend and couldn’ t get 
over. I think he didn’ t realise what was expected of him either. 

‘Time-out’ 

The fathers recommended ‘time-out’  support in preference to peer group 

support: 

I think, fathers need to get away from the situation they’ re in and 
just do something different and then come back into the situation. I 
know, there’ s fathers’  meetings, but I don’ t want to have to go to a 
father’ s meeting and TALK about the situation. There’ s no use 
going there. 

Peer group support was not preferred because of its inadequacy in addressing 

the fathers’  needs. For example, one father identified his understanding of peer group 

support as an expression of sympathy and a form of pessimism: 

It becomes like an all round sympathy group . . . We always felt, 
why you choose a group of people because you’ ve got a common 
problem. Well, I choose a group for what POSITIVE things in 
common, not only the negative things in common. And, I didn’ t 
find it particularly helpful where people that I would never have 
socialised with otherwise, suddenly we were thrown together in a 
group because we’ ve got a disabled child. And, I thought, ‘oh, 
that’ s just another thing to do with a disabled child that I can do 
without.’  I’ ve never been too keen on those. 

Nevertheless, some benefits from peer group support such as information 

networking and reducing the feelings of isolation were described: ‘I think, well from 

my experience when I went to one I find that it’ s the ‘not alone’  factor.’  

Problem-focused support for fathers 

The fathers preferred problem-focused support and instruction-based 

information. More training in the care were suggested by the fathers: ‘We’ ve had a 
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few emergencies where I’ ve felt oh-oh . . . I don’ t know what I’ m supposed to be 

doing, you know. So, from my own point of view I probably should have had some 

more intense training.’  Moreover, another father revealed the preference for 

instruction-oriented information, like a, ‘ . . . program . . . or procedure to follow so 

that if [the mother] was sick for instance, there was something you could pull out and 

go with this, this and this has to be done to keep him the way he is.’  Provision of 

instruction-based information was perceived beneficial to understand medical care 

and machinery. One father highlighted its importance in that, ‘more emphasis should 

be on what could go wrong and the problems that arise.’  

In addition, the fathers also indicated their preference for interactive and 

graphical information. One father raised his preference for the visual format of 

information: 

I think a big help to the parents immensely if there was some sort 
of video, because TV’ s are very good medium to learn . . . because 
you can actually sit down and you can stop, rewind, and watch it 
again, whereas if you talk to someone for a while and get home, 
you forget. And, it’ s a lot easier because you can do it in your own 
time and when it suited both of you. So, yeah definitely some 
written materials as well as VISUAL materials would help 
wonders. 

Another father explained that men prefer visual stimulation than other forms, 

‘Because most men would probably rather watch TV than read a pamphlet note. And, 

I find that too. If I had to read a manual on ventilators that would bore me. But, if it 

was on TV and on video and you could see exactly how to put it together and what 

goes on, I think most men would get more involved.’  

Summary 

The sixth category of description is characterised as dealing with the care-

giving burden in relation to society as feeling socially isolated. The category focuses 
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on one micro aspect of experience constituting the experience of social isolation. 

Medicalisation of a home results in confinement to home reducing frequency for 

socialising and entails a social myth leading to misunderstanding and discrimination 

by people. The care-giving experience encompasses a lack of appropriate and 

sufficient social support for the needs of ventilator-dependent children and families 

which results in the families experiencing frustration and stress. 

Seventh category of description: The experience as changing as a 
person 

This category identifies the reflection of the primary caregivers on the overall 

care-giving experience at home. The meaning of the category constitutes the 

experience of looking beyond the care-giving burden at home resulting in a positive 

personhood. Despite the burden of caring for a ventilator-dependent child at home, 

the primary caregivers found meaningful personal experiences, including a new life 

perspective from positive attitudes about life and increased emphatic understandings 

about the disadvantaged. The primary caregivers recognised and acknowledged the 

growth in their personal coping skills and wisdom as a result of the care-giving 

experiences. On the overall reflection, caring for a ventilator-dependent child at 

home was understood as a rewarding experience. 

The experience results in becoming a ‘better’ person. 

Appreciation of the experience was described by one mother: ‘The positive 

thing about having [the child] around is that I think he has made me a better person.’  

Similarly, one father described similar feelings in that, ‘It’ s made me a better person 

by having [the child] at home.’  
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Firstly, the experience at home had a positive effect on personal life 

perspective. For example, one father described the positive impact of the experience 

on his level of maturity in that, ‘From a positive point of view, out of this experience, 

it’ s matured both me and [the mother].’  

Secondly, the primary caregivers revealed that although the care-taking was 

stressful, it increased their understanding and strengthened their tolerance of the 

difficulties in life. One mother described, ‘It wasn’ t all negative, like it was tiring for 

me physically and emotionally, but also I think I became stronger through it all.’  

Similarly, the primary caregivers revealed the positive influences of the experience 

on the siblings’  personality and attitudes about life. For example, the foster care 

mother described that the experience with the child at home: ‘Really strengthens the 

other kids . . . [because] . . . I think it’ s actually made them better people. They’ ve 

actually learnt a lot through [the child]. I think they’ re more tolerant. I think it’ s been 

fantastic for them.’   

Thirdly, the primary caregivers recognised that they were more able to 

empathise with people who were socially disadvantaged: 

I think I look at other people in a different way. When I see 
somebody with a problem . . . I can understand them better. If a 
friend of mine, who also has a disabled child and phoned me to 
say, I’ m having a bad day, I understand why; understand what they 
mean about their bad day, ‘cause they have the highs and the lows, 
and just being able to share my own experience with other people. 
All those things are positive impacts in my life. 

Positive attitudes about the experience at home 

The primary caregivers understood the care-giving experience at home 

positively from several aspects. Firstly, one mother assured the importance of 

positive attitudes in life:  
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Having a child with a disability is not the end of the world. You’ ve 
got to make the most of it, you do, you’ ve got to make the most of 
what you’ ve got with him and that’ s what we do. We don’ t look at 
his life expectancy. We just look at it day by day by day. We try 
and make his life happy, which makes all our lives happy. 

The primary caregivers also described positive attitudes about the child’ s life, 

as one father asserted that, ‘We’ re positive about [the child’ s] life, you know; today’ s 

another day, let’ s go out there.’  

Secondly, the primary caregivers were amazed by their ventilator-dependent 

child’ s positive attitudes about life, considering what the child had to experience with 

illness. The child’ s positive attitudes made the experience of the primary caregivers 

at home to be seen as being of great value to their personal life. For example, the 

foster care father described the inspiration from the child: ‘His strength and the way 

he copes with his condition has just really, really changed my view on the way I 

actually do things myself.’  Moreover, the sibling in the research revealed her 

admiration for the child’ s strength and courage and that, ‘He’ s stronger than us 

basically. Like, he realises he can’ t walk; he realises he can’ t do these things, but still 

he’ s just really happy, you know. And I admire him for that in a way because he’ s 

just dealt with this so well.’  

In fact, the reactions of the ventilator-dependent child to his or her illness 

could have an effect on the primary caregivers’  attitudes towards the care-giving 

experience at home. For instance, one father identified: 

The first positive aspect is that we have a loving child who has 
obviously gone through a lot of hard times and will obviously go 
through a lot more hard times but has given us a vision, a strength, 
a fulfilment and courage to say that we’ ve done the right thing 
bringing him home. 

Thirdly, one father identified his changed attitudes in life in that ,’ I think 

having a disabled child really changes your perspective on what’ s important in life.’  
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Similarly, one mother understood her experience at home as meaningful and asserted 

that, ‘He’ s been a wonderful source of inspiration, and another thing is too . . . he 

opens doors for other people . . . people respond positively to him and his life. And, 

people come here to meet him for the first time and he touches all of them.’  

Lastly, one mother expressed her appreciation of the experience: 

We’ re here to tell the tale. There are plenty of kids out there that 
are benefiting from this system. And, it’ s also good for societies 
that these children are in a society being supported and nurtured 
with friends and family around them, because it demystifies. 

Summary 

The seventh category of description is characterised as finding meaning about 

oneself. The category focuses on the transformation within oneself as the result of 

the care-giving experience at home in that awareness turns to understanding the 

meaning of the care-giving experience to the person, as a person. Positive 

descriptions concerning the meaning of personhood (‘being’ ) were present. Changes 

to perspectives on life and personality— such as increased coping skills and 

empathy— were described. In the category the care-giving experiences for a 

ventilator-dependent child at home were understood as appreciation and celebration 

for the personhood. 
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Table One: Summary of seven qualitatively distinct categories of description of the 
experiences of primary caregivers who care for a ventilator-dependent child 
at home 
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Figure One: The Outcome Space—The experiences of primary caregivers who care for a 

ventilator-dependent child at home 

The Outcome Space 

This section concentrates on elucidating the outcome space which comprises 

the referential aspect (what) and structural aspect (how) with both internal and 
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external horizons. A summary of seven qualitatively different categories of 

description of the experience is presented in Table One, which corresponds with the 

outcome space represented as a portrayal of the structural relationship of seven 

categories of description presented in Figure One— together they represent the 

phenomenon being studied. 

The outcome space is a diagrammatic representation of the experiences of 

primary caregivers who cared for ventilator-dependent children at home. An outcome 

space is defined by Marton (1994:92) as a depiction of “the logically structured 

complex of the different ways of experiencing an object”. While each of the seven 

categories of description is qualitatively different in understanding, they are 

integrated in a logical order of experience portrayed as an outcome space. The 

outcome space depicts the hierarchical relationship of the categories of description in 

accordance with both an order of event from hospital to home (the right vertical 

arrow in Figure One— going home from hospital is illustrative of an achievement 

resulting from a successful discharge from hospital to home), and an increased level 

of awareness of experience and understanding (the left vertical arrow in Figure One). 

Awareness of experience and understanding identifies with three dimensions 

of variation in awareness, which refer to a macro level of awareness, a micro level of 

awareness, and a transformative level of awareness— these are named Group A, B, 

and C respectively. The three dimensions of variation reflect both the referential and 

structural aspects of the outcome space. 

Referential Aspect 

The referential aspect refers to the global meaning of a phenomenon. In the 

referential aspect (content) Group A categories of description present meaning in 
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terms of the global level of experience— referring to the experience of the primary 

caregivers, either in hospital or at home, as being unfamiliar. Although Group A 

categories of description share a similar referential aspect, they differ in their 

structural aspect in terms of the order of occurrence of the phenomenon— the 

phenomenon begins in hospital (1) then at home (2). This is because the primary 

caregivers in their interviews chose to talk about the experiences of hospitalisation 

first and then followed with their experiences of home care. Meanings reflect an 

understanding that although the primary caregivers were able to take their ventilator-

dependent child home, some experiences at home became unfamiliar. Despite some 

normality experienced when at home, the experience of a medicalised home was 

understood as being alien and new, which appeared to also reflect the foreign 

experience of hospitalisation. 

The second category of description— “It’ s a new world” (2) describes the key 

referential aspect of the phenomenon under investigation. The experience of caring 

for a ventilator-dependent child at home was like “a new world” to the primary 

caregivers. The second category of description links all remaining categories of 

description together in terms of meaning and structure, because the meaning of the 

second category reflects the general meanings of the other categories. While the 

experience of “a new world” is highlighted by the various aspects of the burden of 

care at home (the third to sixth categories), the experience is also attributed to both 

an ongoing relationship with hospital (the first category) and an inner discovery of 

the transformation of self as the result of the care-giving experiences at home (the 

seventh category). 

Group B categories of description present meaning in terms of the functional 

aspects of care provision. The third category of description describes the meaning of 



254 

role and identity— the identity is understood as ambiguous due to the multiple roles 

at home. The child’ s medical needs at home required the primary caregivers playing 

the role of not only affectionate parent but also routinised medical carer. Different 

social meanings associated with the two roles led to experiences of confusion and 

anxiety, particularly in relation to their parental identity. While the relation of 

caregiver to child was described as ambiguous, the relation of caregiver to home 

nursing professional was also identified as ambiguous. The presence and 

participation of home nursing professionals in care provision resulted in further 

confusion because of their ambiguous identities as a social figure of a nanny and a 

medical figure of a carer. The meaning of relationships between the child, the 

primary caregiver, and the professionals remained unclear. Furthermore, the primary 

caregivers described a difficulty in their parenting role in that their ventilator-

dependent child needed support for growth and development; however the support 

was neither available nor appropriate. 

The fourth category of description presents the meaning of the child’ s 

medical care and machinery. The understanding of using medical technology 

reflected an experience of ambivalence in that it was essential to the child’ s survival; 

however it was frightening due to its physical appearance and associated functions. 

Furthermore, the experience of ambivalence emerged also from the fact that medical 

technology was necessary for the child; however it resulted in social confinement 

because of complex equipment coordination and people’ s misunderstanding of its 

social presence. 

The fifth category of description presents the meaning of home nursing. The 

category describes an experience of ambivalence towards the presence and 

involvement of home nursing professionals in the home. That is, they were important 
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for medical care of the ventilator-dependent child and physical relief for the primary 

caregivers; however they were concurrently intrusive to the privacy and social 

functioning of family life. 

The sixth category of description presents the meaning of the relation 

between the primary caregivers and society. The category refers to an experience of 

social isolation. The primary caregivers explained that, although medical support 

after an initial discharge from hospital may have met the short-term needs of home 

care, psychosocial and financial supports for the long-term needs were often 

inadequate. They felt socially isolated due to a lack of social support and acceptance. 

Group C is represented by the seventh category of description, which 

describes meaning in terms of personal growth. The seventh category of description 

illustrated the transformation of self due to the care-giving experiences at home. The 

category identified with an understanding that the person seeks to find meaningful 

experiences with oneself in the context of stressful care-giving experiences at home. 

The meaning of the category reflected a personal gain in that there were positive 

changes to attitude in life and an increased empathy towards people who are 

disadvantaged. 

Structural Aspect 

Structural aspect refers to the way in which the phenomenon and its essential 

parts are delimited and related to each other, as explained by internal and external 

horizons. In Figure One, a series of ovals are designated to represent the seven 

distinct categories of description of the phenomenon under investigation. They are 

presented as mid-grey, black and deep-grey ovals which represent the categories of 

description in Group A, Group B and Group C respectively. While the structural 
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aspect of the outcome space, overall, is portrayed as hierarchical, the structural 

relationship between the third to the sixth categories of description is not hierarchical 

but grounded in structure; that is, they relate to each other within the same reference 

of care-giving experience— the burden of care at home. The lines between ovals 

represent the relational connection between the categories of description in terms of 

meaning and structure. 

Internal Horizon 
Internal horizon refers to the “ how” , whereby essential parts of the 

phenomenon are experienced and understood, and are related to each other. The 

internal horizon of the phenomenon denotes how the seven distinct categories of 

description are related to each other, and is based on the three dimensions of 

variation in awareness of experience and understanding. 

In the structural aspect (act) Group A categories of description focused on the 

experience of seeing one’ s world as a whole; that is, the experience was experienced 

as a general feeling about his or her world. Group A categories of description 

focused on experience of something (hospital or home) that was experienced as 

different. The experience of hospital was obscure from normality based on a 

common understanding of family life at home. The first category of description 

reflected awareness that was characterised with a contrast between experience of 

home and experience of hospital. The experience of home was considered normal; 

against the normality, hospital was experienced as “ another world”  that was different 

from home. 

Between the first and second categories of description there is a hierarchical 

relationship based on being discharged from hospital to home. Furthermore, there 
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was increased awareness of the experience of home after discharge in that the 

experience of home changed from something familiar and normal to something 

foreign and abnormal. 

There is a distinction between the first and second ways of seeing one’ s world 

in two time-points: the first time-point is prior to an initial discharge from hospital 

and the second time-point is after an initial discharge from hospital. At the first time-

point there are two separate environments— hospital and home, which are distinct 

from each other in meaning. The primary caregivers discerned the experiences of 

these two environments as being different from each other; that is, home was 

something familiar and normal to the primary caregivers whereas hospital was an 

environment different from home and hence was unfamiliar to the primary 

caregivers. 

However, at the second time-point hospital and home were understood as 

similar in that living at home with a ventilator-dependent child entailed an abnormal 

experience of family life based on the distinctive burden of care at home. Hence the 

experience of home was seen as something different; a new perspective concerning 

the relationship of a person to his or her home was assumed. When a ventilator-

dependent child was cared for at home, the home was experienced and identified as a 

new and unfamiliar place in which to live. The change in the understanding of the 

meaning of home began with the effects of medicalisation of the home. 

In Figure One, the second category of description represents the experience 

of normality in the home (the background of the second oval) and the distinctive 

burden of care at home (the third to sixth categories of description) positioned at the 

foreground of experience that constitutes the new face of home experience. They are 
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experiences that accumulated over the normal experience of home. In addition, 

hospital and home maintained an ongoing relationship (the line between the first oval 

and the second oval). The ongoing relationship was necessary, not only because of 

the nature of the child’ s illness trajectory and the context of care at home, but also to 

ensure and maintain the quality and success of home care. 

Group B categories of description focused on experience as parts of the 

whole; that is, the focus of experience is dealing with specific aspects of care at 

home. Awareness of experience reflects a micro level of understanding of the burden 

at home of caring for a ventilator-dependent child. The burden of care depicted an 

ambiguous role and identity (3), ambivalence towards medical care and machinery 

(4) and towards home nursing (5), and the experience of social isolation (6). The 

dimension of variation in awareness of experience of Group B categories of 

description is the same. One category is not more superior or subordinated than the 

other in terms of the level of awareness of experience. That is, the four categories of 

description relate to each other structurally, as each of them characterises one aspect 

of the burden of care at home. The burden of care is the linkage between the four 

categories of description (the lines in-between the third to the sixth ovals). 

Group C refers to the seventh category of description, which focused on 

experience as finding meaning about oneself; that is, it focused on seeing experience 

as state of “ being” . The seventh category of description presents the care-giving 

experience at a transformative level of awareness. Accordingly, there was a shift in 

the awareness from focusing on environment and care (external object) to focusing 

on transformation of self (internal object). The focus changed from an understanding 

of “ caregiver” , characterised by medical care and environment, to an understanding 

of “ self”  in terms of personal growth and development. The meaning of personhood 
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became the focus. The primary caregivers were aware of what they had become as a 

person as a result of undertaking the care-giving at home. They described the 

experience as transforming as a person in a positive manner; that is, despite the 

hardships the experience at home of caring for their ventilator-dependent child made 

them a better person. It is worthwhile to acknowledge that this group of primary 

caregivers had demonstrated the act of choice, whether intentionally or not, in 

revealing the “ positive”  changes to self, particularly at the end of their interviews. 

External Horizon 
External horizon refers to the way wherein the phenomenon is delimited 

from, and related to, its context. The context in terms of geographical location was 

situated in the four states of Australia, which were Queensland, New South Wales, 

Victoria and South Australia. The phenomenon under investigation was the 

experience of primary caregivers in caring for an in-home ventilator-dependent child, 

and the phenomenon has been described within the context of a specific 

environment, which was at home with a ventilator-dependent child. 

The external horizon of the phenomenon in question is portrayed as 

boundary-less because it is associated with experience of context that comprises both 

the local context and the global context. The phenomenon related to its context 

through: (1) the experience with an in-home ventilator-dependent child’ s care (local 

context), and (2) the experience with paediatric home ventilation (global context). 

Firstly, the local context was immediate and timely and was characterised by 

care that needed to be performed according to the level of importance of care, which 

was prioritised by individual caregiver. For example, one child may have needed 24-

hours supervision due to his or her illness or young age, whereas another child may 
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have needed more independence from the care due to his or her increased level of 

maturity and understanding. The type of support from medical, home nursing and 

social ancillary services varied according to the needs of the child. Thus, caregivers 

modified care appropriately in order to meet the immediate needs of the child. 

The global context of the phenomenon was the experience with paediatric 

home ventilation. The global context was mediated via socio-cultural practices 

relevant to the care of an in-home ventilator-dependent child within a healthcare 

paradigm. The experience with paediatric home ventilation included both the 

functional and operational components and the socio-ethical components of 

healthcare culture. The former implies the hard structure of the healthcare and the 

latter implies the soft knowledge and social discourse in the context of paediatric 

home ventilation. Hence, the global context refers to both: 

• the functional and operational components: home nursing, respite care, 

equipment and supply, psycho-social care, financial considerations, continuity 

of care, rehabilitative support including education, multidisciplinary team 

approach, family and community integration and collaboration, medical 

science and advancement and research developments; and 

• the socio-ethical components: professional versus parental responsibilities, the 

meaning of “ home” , quality of life, social identity, death and dying, impact on 

healthcare culture in future, and impact on society as a whole. 

Conclusion 

The outcomes of this research, which comprise the seven distinct categories 

of description and an outcome space representing the phenomenon under 

investigation, have been presented in this chapter. The outcome space as constituted 
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by the referential and structural aspects has been explained. The finding of the 

research is that there were a finite number of qualitatively different ways in which 

the primary caregivers experienced and understood the phenomenon under 

investigation— there were seven qualitatively different ways of experiencing the 

care-giving experience of primary caregivers who cared for a ventilator-dependent 

child at home. The implications of this finding are discussed in Chapter Five. 
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CHAPTER FIVE 

DISCUSSIONS, RECOMMENDATIONS AND CONCLUSIONS 

Introduction 

This chapter discusses the outcomes of this research in relation to current 

literature.  The purpose is to contribute knowledge to the discipline of paediatric 

home ventilation.  Firstly, an overview of the research outcomes is provided.  

Secondly, the strengths and limitations of the research process are examined.  

Thirdly, the discussion of the research outcomes rest on three major themes that 

emerged from the research: 1) understanding the care-giving experiences of primary 

caregivers of an in-home ventilator-dependent child as ‘a new world’ ; 2) 

medicalisation of home; and 3) burden of care at home.  Specific considerations 

concerning healthcare implications and recommendations in practice, education, and 

research are outlined.  The research concludes that the uniqueness of the care-giving 

experiences of the primary caregivers reflects its significance for healthcare 

professionals, which requires increased research both in qualitative and quantitative 

inquiries in the field of paediatric home ventilation. 

An overview of the research outcomes 

The outcome space of the research represents the phenomenon under 

investigation.  The outcome space comprises seven distinct categories of description 

that are related to each other hierarchically.  The structural aspect of the outcome 

space consists of two elements, which refer to internal and external horizons.  

Internal horizon refers to how the seven categories of description relate to each other, 

whereas the external horizon refers to how the phenomenon relates to its context.  
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The context is the home of the primary caregivers providing care for a ventilator-

dependent child. 

The ‘new world’  of the primary caregivers is represented by the second 

category of description, which is the overall referential aspect of the phenomenon 

and also pulls all other categories together structurally.  The second category 

constitutes the overall meanings of other categories; that is, the experience at home is 

understood as different in reference to a common understanding of home life. 

The hierarchical relations of the outcome space refer to, firstly the process of 

event of the phenomenon and, secondly the increasing level of awareness of the 

phenomenon.  In the first condition, the event started in hospital (first category) 

where a child became chronically dependent upon ventilation assistance and 

anticipated discharge to home when appropriate.  The discharge was perceived as an 

achievement representing a hierarchical relationship between hospital (first category) 

and home (second category).  In addition, the relationship with hospital while at 

home with the ventilator-dependent child continued due to the child’ s illness and the 

context of care at home. 

In the second condition, awareness increased as the experience changed from 

hospital to home.  The primary caregivers were aware of both the normal and 

abnormal experiences of family life with a ventilator-dependent child at home.  

Various care-giving burdens represented the prominent features of their life in the 

home.  The features referred to the ambiguous parental role and identity (third 

category), the ambivalent experiences with medical technology and home nursing 

(fourth and fifth categories), and feeling socially isolated due to insufficient support 

for the needs at home (sixth category).  They were aware of the change of 
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personhood (being as a person) in the context of the care-giving experiences (seventh 

category).  The changes were positive, referring to the growth in personality and 

coping skills and positive attitudes in life. 

Strengths and limitations of the research 

Control of the researcher’s biases and the learning journey 

Awareness of the possible influences of the researcher on the research 

process was important.  The purpose of the awareness was to ‘filter’  any biases of the 

researcher and put them aside while analysing and interpreting data, this was 

accomplished in a number of ways.  For example, a thorough study of 

phenomenography as a research approach and interviews as a data collection method 

prior to the pilot study were initially undertaken.  The technique of ‘bracketing’ , 

open-ended interview questions, and clarification methods were used.  Journals were 

written throughout the research process for reviewing the interviews, documenting 

any significant emotions or responses of the participants, and reflecting personal 

experiences with the research process. 

Writing journals helped the researcher continuously maintain a state of 

critical awareness of the research process, which was useful in the interpreting phase.  

In interpretation, with data as a constant factor, an iterative process of reflecting and 

questioning the quality of the revised outcomes was applied to assist the researcher to 

focus on data and to preclude any possibility of bias that could impinge on 

interpretation.  Application of this critical reflection has helped make the relationship 

between the researcher and data as truthful as possible. 
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One of the significant experiences for the researcher in this research was 

learning to manage interview situations with vulnerable subjects, which was 

challenging.  The researcher was on constant alert for any possible breach of ethical 

obligations towards research participants.  This awareness was based on a thin line of 

difference between the role of clinician and the role of researcher in the interview 

situations.  Home interviews with the primary caregivers of in-home ventilator-

dependent children, particularly the mothers, were difficult for the researcher in 

terms of balancing the two roles.  Interviews with the mothers were challenging 

because there were several occasions where the interviews continued while the 

mothers undertook clinical care concurrently.  This was because the clinical care of 

the ventilator-dependent child was needed at the time, such as suctioning, and the 

mothers chose to continue their interviews with the researcher while doing the 

clinical tasks.  The mothers were often the only primary caregivers at home and were 

desperate for respite support, and therefore finding a home care nurse or a carer for 

respite for the interviews was impossible and inappropriate.  Similarly, numerous 

occasions occurred where the mothers would ask the researcher to help with the care, 

such as delivering medical equipment to the mothers while technical care was 

undertaken.  The researcher was acutely aware of the potential ethical issues that 

could be involved in such conduct, for example crossing the boundary as the role of a 

researcher.  However, based on the obligations of a clinician to patient and the 

altruistic behaviours of an ordinary person to help another person in need, passing 

medical supplies to the mothers, or helping the mother with household chores while 

she was settling down her baby, or playing with the children prior to an interview 

while the mother was busy, were believed by the researcher to be deemed 

appropriate at the time. 
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Moreover, it was the first research experience of the researcher in 

undertaking interviews in the homes of participants, which has been a rewarding, 

enriching and somewhat overwhelming experience.  Debriefings with her supervisors 

and other research colleagues about the research process were helpful to find 

meanings for her emotional experiences.  Seeing the primary caregivers, particularly 

the mothers, and the ventilator-dependent children who were desperate for support , 

as well as the impact of medical care and machinery on the homes of the primary 

caregivers, were emotional experiences for the researcher.  Seeing the home 

situations of these families in the communities has meant that the researcher 

witnessed the actual medical care undertaken by the mothers in their own homes—

this has also helped the researcher with the research process.  This research 

experience was certainly fruitful for the researcher and has contributed to her 

understanding of qualitative interview techniques, increased her knowledge in the 

field of paediatric home ventilation, and gained insights into the social and ethical 

issues related to conducting home interviews with vulnerable participants. 

Adopting and maintaining the technique of ‘bracketing’  or suspension of the 

pre-conceived ideas of the researcher in relation to the phenomenon in question has 

helped avoid and minimise any personal biases in the research process.  This was 

achieved by intentionally bringing the pre-conceived notions of the researcher to the 

forefront of her awareness.  The purpose was to avoid any influences unintentionally 

being transmitted to interpretation and to enable the researcher to deliberately 

‘bracket’  her preconceptions until the end of the research process. 

Furthermore, constant questioning of the researcher’ s understandings and 

emotions in association with the phenomenon prior to, and after, any interviews and 

during analysis was used to identify any possible personal biases for examination and 
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criticism.  Similarly, constant reflection on the interactive relationships between the 

researcher, the participants, the interview process, and the transcripts was helpful.  

These techniques have all assisted the process of bracketing. 

Memos were recorded during analysis to help clarify and confirm important 

meanings of the categories of description.  Similarly, writing memos was helpful to 

assist with the identification of similarities and differences between the categories of 

description.  Memos were written concerning any insights about the structural 

relationships between the categories, which was significant to the construction of an 

outcome space. 

The researcher’ s bias was also precluded by placing her focus on the 

interviewee’ s descriptions during interviews.  In analysis, the researcher adopted and 

maintained a specific process of analysis as outlined by Dahlgren and Fallsberg 

(1991) so that rigor and quality of the analysis were obtained.  In addition, during 

analysis the researcher was continuously aware of her commitment to the transcripts.  

She was trying to be ‘as faithful to the data as possible’  (Sandberg, 1996).  This 

required her to focus on meanings that emerged from the transcripts and eradicate 

any personal biases. 

The heterogeneity of the sample as a strength 

Although the number of subjects interviewed in this research was relatively 

small, the subject representation was considered as a strength, because it reflected the 

cohort of primary caregivers of an in-home ventilator-dependent child in the 

community.  The population target of the research was the primary caregivers who 

were responsible for the majority of the medical care of a ventilator-dependent child 

at home.  The heterogenous identity of the sample in this research not only improved 
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the representativeness of the sample in terms of the range of identity in the desired 

population, but also enhanced the variation in experience of the phenomenon in 

question.  As the result, the range of meanings identified was credible, because they 

were found from a collective group of primary caregivers who were representative of 

the families of in-home ventilator-dependent children in the wider community. 

In the research, the first primary caregiver in the home of a ventilator-

dependent child was the mother of the child and the second primary caregiver was 

any person who rotated care with the mother.  The primary caregivers in this research 

included eleven mothers (ten biological mothers and one foster care mother), four 

fathers (three biological fathers and one foster care father), a sibling who was fifteen 

years old, and a home carer nominated by a mother.  

A wide range of sample representation would hamper the generalisability of 

results if the underpinnings of  research are based on a positivistic paradigm.  

However, this research adhered to the tenets of phenomenography that emphasise 

variation in experience.  The focus is not on the similarity in results between research 

within a given specificity of population, but rather the similarity in the range of 

meanings within a given context of experience.  The larger the variability of sample 

characteristics represented, provided the sample experiences the phenomenon under 

investigation, the larger the range of meanings that can be discovered.  Hence, 

generalisability as a criterion in phenomenographic terms refers to the credibility of 

the range of meanings attributable to the phenomenon in question.  Because of the 

emphasis on differences in experience, it is essential for the researcher to be explicit 

about the demographic characteristics of the collective sample so that the reader can 

be clear about the variation in the collective character between samples ( kerlind, 
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2002).  The demographic details of the sample of the research are presented in 

Appendix Three. 

The research has found that primary caregivers of in-home ventilator-

dependent children, in reality, are represented by various members of the family or 

outside the family such as a carer or a friend who is close to the family.  The various 

types of identity of the primary caregivers need to be recognised and acknowledged 

by healthcare professionals.  The heterogeneity in the identity of the sample in this 

research is therefore considered as a strength, because it concurs with the situation of 

Australian families and the assumptions of phenomenography and, as a result, it 

increases the applicability of the outcomes of this research. 

Interviews as data collection method as a strength 

This research used interviews as the only data collection method, and it is 

argued that it was a strength in facilitating the construction of the outcome space.  

Although interviews as a technique in data collection have been criticised for their 

reliability and validity (Sandberg, 1994; van Manen, 1990), they are a powerful 

vehicle for eliciting social phenomena.  The contemporary criticisms of interviews as 

a data collection method attribute the disfavour to the subjective nature of the 

technique within the interpretive paradigm, in contrast to the preference for objective 

numeracy within the predominant scientific and positivistic paradigms. 

Furthermore, criticism continues regarding the interactive relationship 

between participant and researcher in an interview situation and that the interactive 

discourse in an interview may reduce the trustworthiness of the data collected.  

However, this argument discredits the significance of social interaction in an 

interview situation, because it is this very situation where trust is built and 
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maintained between participant and researcher.  The trusting relationship is essential 

so that participant can feel ‘comfortable’  and ‘safe’  to ventilate and reflect his or her 

understanding and experience of the phenomenon in question and, as a result, 

meaningful dialogue can be initiated and maintained (Kvale, 1996). 

For example, there was one situation during an interview with a mother, who 

cared for an eighteen-month-old baby depending on twenty-four hours ventilator 

support via tracheostomy, where I (the researcher) helped her with a hospital 

discharge (the interview with this mother was initially arranged to be conducted in 

hospital) and with house chores after arriving home before our interview began.  The 

researcher’ s genuine interest in the mother’ s needs and responses prior to, during and 

after an interview had facilitated the building of trust between the mother and the 

researcher. I justified this based on her positive comments about my visit. This trust 

consequently created a comfortable interview atmosphere for the mother to share her 

experience, which in turn was believed to help elicit the phenomenon of interest to as 

full an extent as possible. 

Interviews as a data collection method provided a value-neutral venue for 

participants to define and freely structure the content of the phenomenon under 

investigation.  Moreover, it provided spontaneous opportunities for the researcher to 

seek validation, explanation, and clarification of unclear meanings revealed by 

participants.  This has improved the quality of data and ensured the rigor of data 

collection process.  In addition, the use of a tape recorder allowed the researcher to 

focus on the interview itself, be aware of the verbal and non-verbal responses of 

participants, and retain a hardcopy of the interview transcribed verbatim for analysis. 
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Accordingly, interviews as a data collection method are a useful and powerful 

vehicle for qualitative research when exploring people’ s understandings and 

experiences of the world and when generating relevant categories for describing 

social phenomena. 

Language as a description in creating categories of description 

Language as a form of description in creating the seven categories of 

description was considered as a strength.  Säljö (1994) argues that one of the 

downsides of phenomenography relates to its reliance on the use of language to 

express and construct the categories of description in association with the 

phenomenon in question.  However, this researcher argues that the use of descriptive 

language allowed the participants to describe their experiences at home, in their own 

words.  The descriptive language verbalised by the participants was experience-

specific and context-relevant.  Their language allowed the researcher to identify their 

understandings of the experience.  For example, through their language the impact of 

medicalisation on their homes was revealed, such as the use of medical jargon in 

describing the child’ s care and equipment, in expressing their emotions, and in 

identifying concerns and issues in association with home nursing and the future of 

the ventilator-dependent child.  Therefore, the language gives ‘life and colour’  to 

meanings and enhances the descriptiveness of the categories of description of the 

phenomenon. 

The wording of the seven categories of description constructed in this 

research was ‘honest’  as the categories reflect the understandings of the participants.  

For example, the headings of first, second and fifth categories were created by using 

the participants’  own statements.  This allows the language of the participants to 
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speak for the categories themselves that, in turn, would also improve the credibility 

of the categories of description.  The other categories (third, fourth, sixth and seventh 

categories) were created by using descriptive statements that reflect the 

understandings through a ‘faithful’  and iterative analytical process with reference to 

data at all times. 

Unlike the results of other similar qualitative research studies, which are 

often thematic (Cavanagh, 1999; Lee, 1996; O’ Brien, 1996; and Woody-Wood, 

1996), the results of this research are descriptive and meaningful.  The form of 

categories of description increases their expressiveness and representativeness and, 

most importantly, the relations between the categories of description are clearly 

structured and explained in the outcome space.  Unlike other qualitative studies that 

do not present the structural relations between codes or themes, an outcome space in 

phenomenography is a diagram representing both the structure and meaning of 

categories of description of a phenomenon in question (Marton, 1994). 

Strengths and challenges of this research process 

This research utilised a qualitative research approach— phenomenography—  

to investigate the care-giving experiences of primary caregivers of an in-home 

ventilator-dependent child.  The methodological foundation of phenomenography 

was studied and adhered to in the research process, which has improved the 

soundness of the research outcomes.  The quality of the outcomes has been achieved 

based on the specific sample criteria, the use of ‘bracketing’  techniques, and 

constructing descriptive categories from data.  The outcomes of this research are 

descriptive, interpretative, and meaningful in representing the phenomenon. 
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In this research, the construction of the outcome space by drawing a diagram 

of a life-world experience was considered by the researcher as both a strength and a 

limitation.  Firstly, it was regarded as a strength because the structural relation of the 

categories of description is clearly presented and delineated and, as a result, it 

enhances the understanding of the phenomenon. It was also considered as a 

limitation because this method seems to take a deductive approach to present a life-

world experience.  Deducing a life-world experience into a picture or diagram may 

underestimate the complexity of a life-world experience and could be seen as 

demeaning to experience as it has been treated as a diagram.  The researcher has 

found in this research that constructing an outcome space for representing the care-

giving experiences experienced by the primary caregivers was particularly 

challenging, however rewarding, because of the socio-spatio-temporal (a context, 

time and space) complexity of the phenomenon.  Furthermore, the construction of the 

outcome space was further challenged by the assumption that there is an order to be 

found in the structural relationship of the understandings.  The assumption can be a 

limitation because it simplifies experience and could impede the identification of 

meanings of experience if the focus is directed by searching for an order in an 

outcome space.  Notwithstanding this issue, the outcome space of this research 

reflects the various understandings of the phenomenon, because it corresponds with 

the transcripts.  Accordingly, this research has adhered to a presumption-less position 

in analysing the transcripts in order to let meanings emerge from the transcripts that 

directed the structure of the outcome space. 
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Discussion 

Achieving the aim of the research 

The aim of the research was to identify and describe a number of qualitatively 

different ways in which a group of primary caregivers of an in-home ventilator-

dependent child experienced and understood their care-giving experience.  The aim 

was achieved by a sound research process guided by the underpinnings of 

phenomenography.  The outcomes are seven categories of description and an 

outcome space that represent the phenomenon under investigation.  These outcomes 

have important implications for the knowledge of paediatric home ventilation, 

professional practices, healthcare policy formulation and implementation, and future 

research. 
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Contributions to paediatric home ventilation 

This section discusses three themes that were emerged from the research, and 

they are:  

1. Understanding the care-giving experiences of primary caregivers of an in- 

home ventilator-dependent child as ‘a new world’ ; 

2. Medicalisation of Home;  

3. Burden of Care at Home. 

1. Understanding the care-giving experiences of primary 
caregivers as ‘a new world’. 

A primary caregiver who takes a ventilator-dependent child home from 

hospital would not be able to resume a life pattern similar to the one prior to the 

initial hospitalisation.  The primary caregiver experiences a ‘new’  kind of life as the 

result of caring for a ventilator-dependent child at home.  While discharge means 

relieving the child and family from the disruptive lifestyle of prolonged 

hospitalisation, life at home with a ventilator-dependent child entails a new pattern of 

family life that is often challenging.  Recognition and acknowledgement of the 

meaning of ‘a new world’  of the primary caregivers is of pivotal importance because, 

until then, healthcare professionals are unable to effectively identify and justly 

address the needs of the primary caregivers with appropriate and sufficient support. 

The primary caregivers in this research expressed a belief that it is 

developmentally and social-emotionally advantageous for ventilator-dependent 

children to be discharged home to their families.  However, the primary caregivers 
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also revealed the negative effects of the medicalisation of home on family life, which 

should be of concern to healthcare professionals. 

A common assumption that tends to be taken up by healthcare professionals 

is that it is ‘better’  for technology-dependent children and their families to go home 

(Dougherty et al., 1995; Fusco, 1994; Stutts, 1994).  The benefits of caring for a 

chronically technology-dependent child at home are attributed to not only the 

reduced cost of care to tertiary healthcare systems (Fields et al., 1991; Wagner et al., 

1988), but also the positive impact on psychosocial development of the child 

(Haffner and Schurman, 2001).  Studies have recommended home care placement for 

chronically ventilator-dependent children (Noyes, et al., 2000a; Noyes, 1998; Stutts, 

1994), and suggested that the quality of life of the children and their families should 

improve because of home care (Noyes, 2000a; Shepperd and Iliffe, 2001; Shipley, 

1997).  Similarly, other studies seem to have found an improved quality of life for 

the children after discharge (Bond et al., 1994; Gamblian et al., 1998; Nissim and 

Sten, 1991). 

However, the positive results of these studies may be misleading because 

they were mainly based on a change in the context of care from hospital to home, and 

a change in the focus of care from medical model of illness to social and psycho-

developmental framework of growth and care.  The difficulties of care of 

technology-dependent children did not disappear, but rather were passed down from 

the hands of healthcare professionals in hospital to the hands of caregivers at home.  

Hence, these studies excluded the underlying social and psychological implications 

of the medicalisation of home of these families. 
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To date, the research investigating the quality of life of primary caregivers of 

in-home ventilator-dependent children is minimal.  Some quantitative studies 

examining the experiences of families with technology-dependent children at home 

have revealed that these families experience a number of stress conditions, including 

financial stress (Kirk, 1998; Shipley, 1997), marital relationship difficulties 

(Baldwin, 1997; Teague et al., 1993), social isolation (Bradley et al., 1995; Patterson 

et al., 1994), physical burnout (Roberts and Lawton, 2001), emotional upheaval 

(Stevens, 1994), and depression (Miles et al., 1999; Thyen et al., 1999). 

Similarly, a few qualitative studies highlight the hardship of parents of 

technology-dependent children at home in dealing with care and responsibilities of 

finding resources and services (Cohen, 1999; Lee, 1996; Knafl and Deatrick, 1990; 

Wilson et al., 1998).  The distinctive characteristics of the care-giving at home can be 

overwhelming and distressing to an extent that could affect the quality of life of the 

parents.  A focus group study on the quality of life of in-home technology-dependent 

children and their family found that the definition of quality-of-life is dependent 

upon individual families’  experiences in which variables, such as provision and 

quality of services, physical function status and comfort, and comprehensive 

integration of the child into family and community, are imperative to be considered 

in quality-of-life assessment (Baugmardner and Burtea, 1998).  Accordingly, the 

psychosocial health of family and comprehensive community support should be 

addressed when discharging a child depending on long-term ventilation assistance. 

The primary caregivers in this research were willing to get away from 

hospital life and give their ventilator-dependent children a chance to be at home with 

the family.  Although the challenges and adversities associated with the impact of 

medicalisation of home on their family life were stressful, the primary caregivers 
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have revealed some positive influences on their life due to the experiences at home.  

They have recognised, and were pleased with, their increased strength and ability in 

managing care.  This positive aspect of the experience corresponds with a finding in 

a phone interview study on the experience of siblings of in-home technology-

dependent children, which was ‘a feeling of specialness’  based on the special 

knowledge and skills in relation to care (Baldwin, 1997). 

The increased level of medical skills and knowledge of the families of 

technology-dependent children meant that these families want control and respect in 

decision making concerning the care of their children.  However, literature indicates 

that parents of in-home technology-dependent children experienced a lack of control 

of care and were emotional distressed because healthcare professionals did not 

appear to understand and acknowledge the burden of care in their homes (Kirk and 

Glendinning, 2004; Lantos and Kohrman, 1992).  The burden of care as the result of 

the inclusion of medical care and machinery and home nursing in the home was 

stressful and sometimes frightening. 

Furthermore, the primary caregivers identified their changed views on life 

and positive changes in personhood, including increased empathy and becoming 

‘better’  people.  Other qualitative studies have also revealed such phenomena.  The 

phenomena were described in various ways, such as ‘finding meaning’  (Affleck and 

Tennen, 1993), ‘change in self’  (Lee, 1996) and ‘reframing’  beliefs and values about 

priorities in life (O’ Brien, 1996), and were described as the ‘growth as individuals’ , 

the ‘intrinsic rewards from the child’ , and the ‘appreciation of others with handicaps’  

(Baumgardner and Burtea, 1998). 
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Healthcare providers ought to acknowledge not only the newly gained 

medical skills of these families, but also the high levels of the burden of care in these 

homes, which are the characteristics of the ‘new world’  of these primary caregivers.  

Until the new experiences are fully understood by healthcare providers, support 

cannot then be appropriately allocated and adequately provided for the needs of these 

families. 

2. Medicalisation of the home 

The homes of the primary caregivers in this research were medicalised by 

medical machinery, technical care, and home nursing.  The primary caregivers 

expressed an experience of ambivalence towards medical care and machinery and 

home nursing.  The experience of ambivalence was attributed to an internal conflict 

of needs between a ‘normal’  home that everyone strives for and a home that is 

medicalised. 

Design of our domestic space has been revolutionised and technologised by 

people’ s beliefs and values on life styles and preferences (Edgü and Ünlü, 2003).  

Modern homes are designed to conform with the concepts of family, comfort, 

privacy and separation from workplace.  These descriptions characterise the concept 

of domesticity that Reed (1996), who reviewed the influences of the suppression of 

domesticity in the view of modern art and architecture, argued is a modern 

phenomenon that has evolved over the centuries.  Since the early 1800s, it was firstly 

noted by a cultural historian Walter Benjamin that, ‘for the first time the living space 

become distinguished from the space of work’  (Benjamin, 1973: 167).  The concept 

of domesticity is formed through a combination of human revolutions in capitalist 

economics movements, technologic advancements, and social reforms of the notion 
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of individuality (Reed, 1996).  Hence, the concept of domesticity constitutes the 

values of family, comfort, privacy, and separation from workplace in that each 

represents a defining feature of the modern era, and that together they are taken-for-

granted images of our modern homes. 

Primary caregivers of in-home ventilator-dependent children, however, 

experience their homes differently.  Their homes consist of medical care that is 

constant and monotonous, medical machinery that reflects a hospital, and home 

nursing professionals who are not family members but employees.  The effects of the 

medicalisation of their homes reflected none of the values of contemporary 

domesticity.  As a result, the primary caregivers in this research felt ambivalent, both 

towards the presence of home nursing professionals and medical care and machinery 

in their homes. 

Ambivalence towards home nursing 

The discussion is based on the understandings of the primary caregivers in 

this research about home nursing in comparison with the findings in the literature.  

Ambivalence towards home nursing was experienced by the primary caregivers.  

Although home nursing was needed, their presence and involvement in the home was 

intrusive. 

The effects of presence and involvement of home nursing on the primary 

caregivers resulted in a new meaning of family life and their relationships with other 

people.  The constant presence of home nursing professionals in the home was 

regarded abnormal for family interactions between spouses and between children 

among themselves.  Moreover, their constant presence and involvement were 

perceived to induce negative impacts on older ventilator-dependent children who 
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needed independence and preferred friendship instead of authority from 

professionals.  Similarly, their presence caused problems to the emotional 

development of siblings who were confused with the roles of home nursing. 

Their presence and involvement in the home affected the way the primary 

caregivers felt about themselves and their relationship with the child, the siblings, 

their spouse, and society.  This area of interest is not well discussed in the literature, 

and hence current knowledge of the impacts of home nursing on families of 

ventilator-dependent children is minimal.  From this research, there were several 

significant understandings pertinent to the experience with home nursing. 

Firstly, their constant presence and involvement with the ventilator-dependent 

child altered the relationship between the primary caregiver and the child, which also 

resulted in that the parental identity becoming ambiguous.  For example, the close 

relationship between a child and a home nursing professional affected the way 

parents parented their child.  The primary caregivers in this research indicated their 

feeling of unwillingness to share the care of their child with nurses either in hospital 

or at home.  The literature reports similar findings in which parents of a technology-

dependent child at home struggle with sharing the control of the child’ s care with 

home care professionals or hospital staff (Agazio, 1996; Kirk, 1998; Scannell et al., 

1993).  Sharing the care of a child with professional nurses has been reported 

unfavourably in a phenomenological study that investigated parents of critically ill 

infants who were hospitalised in an intensive care unit, and described the essence of 

experience as ‘parenting from a distance’  (Higgins and Dullow, 2003).  

Correspondingly, sharing the child’ s care with outsiders resulted in the feeling of 

losing the child to others.  The primary caregivers in the research revealed uncertain 

feelings concerning their parental authority over the child’ s care.  For example, they 
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felt the need to report to the hospital or healthcare professionals about the child’ s 

progress and, as a result, they did not feel that they ‘owned’  their child entirely, 

particularly when came to decision making regarding care. 

The intense involvement of home nursing professionals in the child’ s care 

resulted in the primary caregivers having to share their child with them emotionally 

and the child-rearing discipline.  Having an adult such as a nurse constantly with a 

child was perceived as not the norm for a child’ s growth and development.  

Similarly, the primary caregivers had to share child-rearing with another adult and, 

as a result, child-rearing was made confusing and challenging.  The primary 

caregivers in this research had two opposite views on sharing child-rearing activities 

with home nursing professionals.  The first view rested on the understanding that 

they should not be involved in any child-rearing discipline which was strictly the 

parent’ s business.  This view was based on them being employed to care for the 

child’ s medical needs, which was the sole purpose of having them at home so that 

constant threat to the child’ s life (such as disconnection from a ventilator) could be 

prevented by continuous surveillance.  In contrast, the second view rested on the 

understanding that they ought to participate in child-rearing practice for the children 

at home because they were thought to represent the primary caregivers in terms of 

the responsibilities at home.  The belief was that they were responsible for not only 

the medical care, but also the social and emotional care of the child, and sometimes 

also including the care of other siblings. 

Notwithstanding these differed views, communication and negotiation with 

home nursing professionals regarding child-rearing practice was conceived as 

crucial, however difficult, due to individual’ s different beliefs and expectations on 

child-rearing.  The literature documents the inconsistent expectations on care practice 
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between professionals and parents (Kirk and Glendinning, 2004; Lantos and 

Kohrman, 1992), including child-rearing practice (O’ Brien and Wegner, 2002).  The 

different beliefs and practices in relation to care caused a great deal of stress for the 

primary caregivers in this research, and left a strain in the relationship between the 

primary caregivers and home nursing professionals.  Therefore, effective 

communication and negotiation about goals and beliefs in care between family and 

healthcare providers are suggested as important (Kirk and Glendinning, 2004; 

O’ Brien and Wegner, 2002). 

The concept of partnership in care, or shared care in family nursing, has been 

widely recommended in the various contemporary family-centred care models (Hill 

and Thompson, 1994; Scannell et al., 1993). The models are partly designed to 

counteract the problem of professional power and control over parents so that parents 

are empowered in the decision-making process. However, it is unclear how the 

concept of boundary is related to the concept of partnership in care. Similarly, it is 

also unclear how healthcare professionals and parents understand and apply the 

concept of boundary in their care. For example, the primary caregivers in this 

research pinpointed the problem of a lack of understanding of the concept of 

boundary in home nursing professionals. As the result, the privacy of family life was 

lost due to their presence in the home. 

The concept of boundary is of particular concern in the area of paediatric 

home care. A lack of research on the concept may hamper the development of 

effective working guidelines for home healthcare. The literature highlights the lack 

of formal assistance given to home nursing professionals working with families 

(Klug, 1993). The primary caregivers in this research reported numerous examples of 

home nursing professionals who went over their professional boundaries. Similarly, 
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Coffman (1995: 139), who interviewed nine parents who employed paediatric home 

nurses, found the issue of ‘crossing lines’  of the nurses. Home nursing professionals 

may be ‘too comfortable’  with the private nature of a home and thus interfere with a 

family’ s privacy and comfort. The primary caregivers considered their presence in 

the home as an invasion to family life. 

Furthermore, loss of privacy to the presence of home nursing professionals 

has been repeatedly documented in the studies of families with home-bounded 

technology-dependent children (Coffman, 1997; 1995; Agazio, 1995; Kohrman, 

1989). For example, the theme— ’ a stranger in the family’  (Coffman, 1997: 86) 

describes the presence of a home care nurse in a home as a foreigner to family. 

Similarly, the primary caregivers also identified the issue that they found the 

presence of nursing professionals in their home problematic. Losing privacy resulted 

in disruptive life patterns and altered the meaning of relationships in the home, 

particularly the marital relationship. Problems with marriage in paediatric home care 

have been reported in studies (Leonard et al., 1993; Teague et al., 1993), and also in 

this research. However, the cause and effect of this problem is unclear to-date. 

The experience of ambivalence with home nursing is reported in the 

literature. The ambivalent feelings towards home nursing professionals were 

expressed in descriptions such as, ‘We need them . . . but they are intrusive’  (an 

excerpt from this research); ‘Love-hate’  relationship (Agazio, 1995); ‘mixed 

blessing’  (Coffman, 1995); and ‘supportive-disruptive’  (Aday and Wegener, 1988). 

The experience of ambivalence also extends to interactions with home care agencies, 

physicians, hospital systems, and funding services (Agazio, 1995). 
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The paradox in the meaning of relationship between family and home nursing 

may be explained by the understandings that home nursing professionals are 

‘outsiders’  who are not biologically related to family; however they are also 

‘insiders’  who physically share the space of a house with the family. This paradox 

was experienced with stress and frustration by the primary caregivers. The values of 

home— family, comfort, privacy, and separation from workplace (Reed, 1996)— are 

lost because of the presence and involvement of home nursing professionals. The 

effects of medicalisation of home by home nursing are likely to result in families 

being deprived of a life with quality if support and understanding from healthcare 

providers are inadequate. 

Ambivalence towards medical care and machinery 
This research has found that the primary caregivers often felt overwhelmed 

by the burden of medical care and machinery at home. In the early stages of home 

care, the primary caregivers were consumed by the intrusiveness of medical care and 

machinery at home and, as a result, they were frightened by and stressed with the 

care and equipment. Although the primary caregivers understood the significance of 

including medical care and machinery in their homes for the wellbeing of the 

ventilator-dependent child, the impact of medical care and machinery on their life 

patterns was pervasive and confining. For example, a typical day of a mother of 

seventeen-year-old child reflected the pervasiveness of medical care and equipment 

in her daily living. 

A typical day is I get up at half past six . . . then the carer goes at 
seven . . . Then I get (the child) lays on a type of bed which goes 
up and down . . . I do his catheterisation for his urine. . . . and 
then he has breakfast, (ozmolite) milk. . . . with the gastrostomy 
and medicines . . . And then David (the sibling) goes to school . . . 
then (the child) has a shower . . . oh he’ s got a pressure sore 
which I do a dressing on it . . . He goes to school and then I do the 
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household chores . . . He gets home at four o’ clock. . . . I do his 
catheterisation. He has extra fluid through his gastrostomy 
tube. . . . .He likes to do some eating . . . I get him off his bottom 
. . . He has ozmolite milk for his tea and watches the telly. And 
then I cook tea . . . Usually about seven thirty I start give (the 
child) a bit of a wash and ready for bed. He has medicines and 
ozmolite milk again . . . Half past nine I put him into bed and get 
all that sorted out like with the ventilators and the suction cases. . 
. . The carer comes at ten o’ clock and then I go to bed. (Emphasis 
added) 

The demands of medical care and machinery were a form of constant 

pressure that required the primary caregiver to be extra vigilant in the care regimen 

and functioning of equipment. It is unclear how the demands of medical care and 

machinery affect the relationship between a parent and a ventilator-dependent child. 

The demands of medical care and machinery may result in some challenges in the 

parent-child relationship. For example, the primary caregivers revealed the necessity, 

but difficulty in alternating between a medical role and a natural role in the care-

giving. 

The description of parent-child relationship appears in a number of 

qualitative studies in this area. For example, similar qualitative themes are ‘taking 

back the child’  (Cavanagh, 1999), ‘feelings of motherhood’  (Lee, 1996), and 

‘bonding’  (Woody-Wood, 1996). Woody-Wood (1996: 84) defines bonding from a 

mother’ s perspective as ‘the emotional connection that occurs between a woman and 

her infant’ , which is cultivated by touch, sight, smells, and sounds. She further 

subdivides the category of ‘bonding’  into three subcategories— objective response, 

intuition, and barriers. Objective responses refer to the observable behaviours of 

cuddling, stroking, feeding, diaper changing and so on that the mother physically 

performs for the infant. Intuition refers to the feelings that a mother may have about 

a situation with her infant or about the health of her infant. Finally, the barriers are 

the obstacles that separate the infant from the mother, either physically or 
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emotionally— such as hospitalisation or tasks that the mother has to perform that 

limit the amount of time she can spend with her infant. 

The understandings about the burden of care-giving at home in this research 

were largely related to the stresses associated with the impact of medical care and 

machinery, experience with home nursing, and difficulty of accessing appropriate 

support for the child and family. A clear description of bonding with the ventilator-

dependent child was minimal. The concept of bonding did not appear to be a major 

focus in the understandings of the primary caregivers. This could be due to the lack 

of sufficient and appropriate respite support for the primary caregivers, which 

resulted in them becoming stressed about the burden of care at home and with little 

time left to bond with their child. 

Woody-Wood (1996) proclaims that one of the key factors in the relationship 

between a child and his or her caregiver is time. The two aspects of time that are 

crucial factors in determining the quality of bonding include duration of the 

relationship and the amount of contact. The longer the relationship and the larger the 

amount of contact that a caregiver has with his or her child, the easier and stronger 

the mothering (parenting) relationship can be formed. Moreover, ‘when the caregiver 

had constant contact with the infant this also led to the development of mothering 

behaviors’  (Woody-Wood, 1996: 89). 

In addition to the two aspects of time in building a relationship between a 

parent and a child, this research argues that the quality of the contact may also be 

central in the establishment of a meaningful bonding relationship. Although the care 

of a ventilator-dependent child may require frequent or constant contact with the 

child, the physical and emotional stresses of the primary caregiver may compromise 
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meaningful bonding with the child. For example, a typical day of the primary 

caregivers in this research was described as ‘hectic’  ‘stressful’  or ‘draining’  due to 

the busy schedules of medical and technical care tasks, which were often demanding 

and left the caregivers feeling burnt out. 

Furthermore, the literature reports that the intensity of interactions with a 

child gives his or her caregiver the feeling that life has a purpose and meaning 

(Wollett, 1991). For example, a simple act of feeding is powerful and meaningful to 

a mother of a baby, and it improves the bonding relationship. Rubin asserts; ‘The 

giving and receiving of food is the primary vehicle for direct action-interaction. 

Feeding becomes the criterion of self-esteem as the mother of this child and the 

goodness of fit in this relationship’  (1984: 136). 

Often, a mother of a healthy baby would feed the baby by holding the baby to 

suck her breast or use bottle-feeding, which in turn improves the quality of the 

contact between the mother and the baby (Oakley, 1980). However, due to the 

burden of care at home the primary caregiver of a ventilator-dependent child may be 

confined in a situation where quality contacts with the child are limited. For example, 

rather than breast feeding a child the primary caregivers fed their child via a 

gastrostomy tube or suctioned the child via tracheostomy. 

Despite minimal description in this research about the relationship between 

the primary caregivers and the ventilator-dependent child, as the use of the words: ‘I 

love my child’ , reflected the love the primary caregivers had for their child. 

However, it was also clear that the amount of burden and stress of these primary 

caregivers resulting from undertaking medical care at home were extensive. For 
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example, one mother revealed the care-giving ‘doubled the loads’  of labour in her 

home. 

This research has identified that the primary caregivers were affected greatly 

by the responsibilities of managing medical care and machinery, dealing with home 

nursing, and accessing funding and support services that were often scarce. The 

demands were overwhelming and stressful for the primary caregivers, and 

consequently they felt physically, emotionally, and socially vulnerable. 

3. Burden of Care at Home 

Medicalisation of the homes of the primary caregivers not only resulted in the 

experience of ambivalence, but also altered the characteristics of parenting of a 

ventilator-dependent child. The parenting has been redefined in the context of the 

burden of care at home. The activities of the child’ s care consisted of both general 

care and medical care. Consequently, the level of the burden of care and dependence 

of parenting were higher, and some of the privacy of parenting was lost because of 

the presence of outsiders. 

There is very little research examining the relationship between 

characteristics of parenting of a ventilator-dependent child and burden of care at 

home. The literature has suggested that the experience of mothering a technology-

dependent infant is similar to that of a normal healthy infant (Lee, 1996; Woody-

Wood, 1996). Only the maternal experience has been discussed in the literature and, 

as a result, there is a depressing shortage of literature on paternal parenting of a 

technology-dependent child. 
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Woody-Wood (1996) highlights that twenty mothers of an in-home 

technology-dependent infant in her study underwent the processes of care giving, 

adaptation, and mothering. She found that the mothers had successfully 

accomplished mothering through these processes. Moreover, she concluded that the 

accomplishment of mothering in either mothering a technology-dependent infant or 

mothering a healthy infant is the same. Correspondingly, Lee (1996) asserts the same 

conclusion that the experience of mothering a technology-dependent infant is similar 

to that of mothering a healthy infant, and further suggests that the difference between 

the two is the degree of the act of mothering. 

The studies by Lee (1996) and Woody-Wood (1996) reveal a significant 

finding in the experience of mothering either of a technology-dependent infant or of 

a healthy infant. However, the finding may have overlooked and underestimated the 

difficulties and challenges of mothering a technology-dependent child in comparison 

with mothering a healthy child. Although the accomplishment of mothering a 

technology-dependent infant may be similar to that of a healthy infant, there is a 

variation in the elements of mothering between the two groups that needs recognition 

and acknowledgement. The similarities and differences in the two types of mothering 

are important to be understood and distinguished, so that appropriate support 

resources can be more effectively allocated and provided in accordance with the 

level of burden of care at home. 

Firstly, the statement concerning similarities between the motherhood 

experiences of caring for a healthy child and a technology-dependent child needs to 

be examined, in order to identify the similarities in the level of burden of care 

between the two groups. Secondly, the differences of mothering between the two 
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groups are discussed in terms of the degree of dependence and privacy of mothering, 

which may influence the experience of mothering. 

Similarities are attributed to the care-giving for an infant at home. Mothering 

a healthy infant underpins ‘a set of ongoing organized activities requiring discipline 

and attention’  (Ruddick, 1994: 35). The discipline refers to the routine developed 

between mother and child, and the attention refers to the emotions expressed within 

the relationship. 

Positive perceptions of motherhood were reported. For example, Brown et al. 

(1994) conducted a demographic and satisfaction questionnaire on 790 Australian 

women with an 8- to 9-month old infant, along with a follow-up of ninety women 

with whom an interview was undertaken. They found that positive experiences of 

motherhood were watching a child grow, giving and receiving love from a child, and 

being needed and responsible for a child. 

Similar positive remarks were also seen in this research. For example, the 

foster care mother in this research described her satisfaction in seeing the ventilator-

dependent child’ s growth and development: 

When he [a seven-year-old, ventilator-dependent child] came to us, 
a child that had no speech, hated to be cuddled, things like that . . . 
To a child now, it took months, likes to be cuddled, likes to be 
kissed, loves to be around people, just a completely different child 
that . . . you know, fits in beautifully. 

Similarly, the mothers in Woody-Wood’ s study revealed the positive 

experiences of mothering, such as the feeling of bonding, sense of responsibility and 

acting as advocates for their technology-dependent infants when seeking services and 

support. 



293 

Although there are positive experiences of motherhood, undesirable 

experiences relate to the labour of care of infants (Brown et al., 1994; Oakley, 1980). 

Brown et al. (1994) indicated that mothers often find the work of caring for their 

infant exhausting due to the continuous and 24-hour nature of the demands of care. 

Correspondingly, Oakley (1980) reported that mothers found the work of caring for a 

baby monotonous, fast-paced, socially isolating, and confining, which left no time 

for themselves. These descriptions were similar to the work of caring for a ventilator-

dependent child described in this research. 

Although Lee (1996) proposes that mothering of an infant either healthy or 

chronically technology-dependent is the same except for the degree of mothering, 

she did not go beyond to elucidate the degree of mothering in terms of scale and 

intensity. While Lee’ s study is a significant contribution to the literature of 

motherhood experiences, it is also vital to distinguish parenting of a healthy child 

from parenting of a ventilator-dependent child. This is because the quality of 

parenthood and parental identity between the two groups may be different. There is 

no literature currently available to suggest what the differences are. Based on the 

results of this research, the burden of care at home determines the types of care 

activity and the level of dependence and privacy of parenting of a ventilator-

dependent child, which are argued to be different from parenting of a healthy child. 

The difference lies at the additional stresses associated with the effects of 

medical care and machinery, home nursing, and inappropriate and insufficient 

support for parenting of a ventilator-dependent child. The caregivers of those 

children who depend on long-term ventilation assistance must learn and perform 

medical and technical care and deal with the involvement of home nursing in their 

homes. Accordingly, the activities of parenting of a ventilator-dependent child would 



294 

be different or may be more demanding in comparison with the parenting of a 

healthy child. 

The nature of medical and technical care differs from the nature of general 

routine care required by a child. This, as a result, changes the characteristics of 

parenting, which can be even more stressful for parents. For example, one mother in 

this research revealed the difficulty of caring for her ventilator-dependent child in 

terms of balancing medical care and general care: 

I’ ve felt that crossing from one to the other really difficult. Go 
from reading the nursery rhymes to dialling up ventilation numbers 
and dragging oxygen cylinders out of cupboards and connecting 
green leads and to. . . . counting breaths . . . in twenty seconds . . . 
it’ s a pretty big leap. 

The difficulty was also demonstrated in the findings of Stevens’  (1990) 

exploratory comparative study that aimed to identify stressful factors for parents who 

cared for a technology-dependent infant at home. One of the identified stressors was 

a fear of incompetency in assuming medical and nursing care. This illustrates that the 

nature of care activities required by a technology-dependent child is more 

challenging in terms of physical and emotional demands in comparison with the 

general care required by a healthy child. 

In addition, a ventilator-dependent child may not be as socially interactive 

and responsive as a healthy child, which may then influence the way parenting is 

perceived and experienced. Oakley (1980: 242) states that ‘babies need their 

mothers; therefore mothers need their babies.’  A child indicates his or her needs 

through sensual or verbal expressions based on which the mother responds in order 

to meet the needs of the child— this is a bilateral process with reciprocal gain. For 

example, a mother may easily interpret a baby’ s crying as hunger or discomfort, and 
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she would therefore try to meet the baby’ s needs in order to stop the crying. 

Persistent crying from a child has been documented to cause feelings of 

incompetence in mothers (Mercer, 1986). 

It is not known how a parent of a ventilator-dependent child responds to the 

child’ s discomfort. For example, one father in this research described the increased 

positive relationship between himself and his ventilator-dependent child due to the 

child’ s increased behavioural responsiveness. The relationship between the degree of 

social interaction of a ventilator-dependent child and the strength and length of time 

required for developing positive parenthood warrants future research. 

Furthermore, a primary caregiver of a ventilator-dependent child may worry 

constantly about the child’ s capacity to survive due to the unstable nature of illness. 

The constant threat to the child’ s life can pose a threat to the primary caregiver’ s 

physical and psychological health. The degree of constant vigilance in care required 

by a ventilator-dependent child is much more than the degree of vigilance required 

by a healthy child. The physical demands from managing medical care and 

monitoring the function of equipment can be frightening and exhausting. In addition 

to physical burnout, the psychological and emotional status of the primary caregivers 

is often like a ‘roller-coaster’ . 

New mothers often feel confined by the needs of an infant or a child (Brown 

et al., 1994); however the mobility of the mothers of ventilator-dependent children is 

even more suppressed because of their increased dependence on medical machinery 

and home nursing. The primary caregivers revealed their confinement to home 

because of the pervasive effects of medicalisation of their homes. Fleming et al. 

(1994) investigated the impact of caring for children needing high-technology care at 
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home on families, and found that these families were affected most in terms of their 

personal and social lives. One of the leading factors limiting the mobility of these 

families was the restrictions caused by the inconvenience of mobilising with bulky 

medical equipment. 

Therefore, the parents of a technology-dependent child at home may 

experience a higher level of psychological stress in parenting compared with the 

parents of a healthy child. However, the nature of this type of psychological stress is 

currently unclear. This research has found that the primary caregivers experienced 

emotional distress due to the increased level of dependence of parenting, both on 

other people who had to be medically competent and on medical machinery in 

keeping their child alive. Furthermore, the primary caregivers also felt frustrated, 

because their privacy of parenting was partly lost due to constant presence and 

involvement of home nursing professionals in their child’ s care. Stress was also 

related to the reliance on social support and facilities for their child that were often 

inaccessible and inadequate. This dependence on others can contribute to the 

experience of parental role ambiguity, which was revealed in this research and other 

qualitative studies (Baumgardner and Burtea, 1998; Lantos and Kohrman, 1992; 

Kohrman, 1989). 

The high level of dependence on others in order to maintain a degree of 

quality of life for family is stressful. It is not known to what an extent the experience 

of dependence on others can affect the quality of life of the primary caregivers. The 

concept of quality of life of families of in-home ventilator-dependent children is also 

unclear. The concept of quality of life has been suggested as a relative term defined 

by an individual family, and is attributable to the functional aspects of care such as 



297 

physical comfort, functional status, adequate services, and family and community 

integration (Baumgardner and Burtea, 1998). 

The dependent relationship in parenting has resulted in the primary caregivers 

feeling subordinated to healthcare professionals. This seems to suggest that a power 

relation characterises the relationship between primary caregiver and healthcare 

professional either in hospital or at home. This means that without a proper attitudes 

and understandings of healthcare professionals regarding the needs of families, a 

change of care setting alone would not be a sufficient precursor to fully counteract 

the imbalanced power relation between family and professional. Healthcare 

professionals must be sensitive to this experience and provide independence and 

autonomy for families in order to empower them in establishing a positive 

parenthood. 

In addition, construction of parental identity is more challenging for parents 

of a ventilator-dependent child, particularly for mothers, because validation from 

other people for their sense of parenthood is greatly reduced. This validation is 

pertinent to the establishment of maternal identity: 

Having a baby turns a woman into a biological mother, but she 
only becomes a mother in the social sense when she begins to care 
for the child, when she is seen by other people to be a mother, and 
when she thinks of herself as a mother. (Oakley, 1980: 249) 

Validating motherhood by ‘showing off the baby’  is one way to reinforce the 

identity as mother (Lee, 1996). The importance of validation is also proclaimed by 

the studies of both Cavanagh (1999) and Woody-Wood (1996) that mothers of a 

technology-dependent child sought validation of their motherhood from significant 

others like healthcare professionals or family members. 
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The primary caregivers in this research experienced social isolation that may 

limit their opportunities to gain validation of their parenthood from other people. In 

fact, validations from healthcare professionals were important, as the primary 

caregivers expressed concerns with the perception of healthcare professionals of their 

parenting. Moreover, they identified that there is a lack of education in healthcare 

professionals about the experiences and needs of families of in-home ventilator-

dependent children, and a lack of understanding in people about children with a 

disability, which were experienced with feelings of anger and distress. Hence, the 

needs of validation of their parenthood from others may not be addressed adequately. 

Support for families with in-home ventilator-dependent children is unique, 

because it is medicalised not only in terms of human resource, but also in terms of 

information. Information is medicalised in terms of firstly, the availability of and 

accessibility to information and secondly, the knowledge constituted within it. 

Information is neither readily available nor easily accessible and efficiently provided 

to families (Kirk and Glendinning, 2004). This could be due to possible withholding 

or selective provision of information by healthcare professionals and serious shortage 

of specific information and quality research in this area. Similarly, the information 

provided may often require a great deal of medical knowledge in comprehension, 

such as the medical test results of a blood sample or a bronchoscopic examination in 

which the information is specialised in medical terms that is not usually accessible to 

a layperson. Correspondingly, the primary caregivers in this research revealed that 

the information was limited and in specialised medical terms. Studies of the parents 

of home-bound technology-dependent children have reported a consistent view that 

the parents experienced a lack of information that was felt with great stress and 

concern and appealed for an efficient provision of information (Diehl et al., 



299 

1991;Teague et al, 1993). The primary caregivers also called for information that 

relates to what to expect throughout care and how to cope with stresses at home, 

including marital stress management and counselling and grown-up problems and 

needs of ventilator-dependent children living in the community. 

Generalisations made about infant care of either healthy or technology-

dependent children may appear to be superficially similar. Research perceptions that 

focus on the similarities of experience and arrive at the conclusion that there is no 

difference in the experience of mothering of healthy or technology-dependent 

children ignore the subtle interplay of medicalisation of home and family life. 

Elements that characterise parenting of a ventilator-dependent child are associated 

with the impacts of including medical care and machinery and home nursing in a 

home. Recognition and acknowledgement of the differences in the elements of 

parenting between the two groups are important, so that support can be structured 

and provided appropriately to address the needs of families of in-home ventilator-

dependent children. 

Recommendations for healthcare 

The recommendations consist of two major sections. Firstly, the 

recommendations from the structure of the diagram of the outcome space are 

presented. Secondly, the recommendations from the findings of this research for 

healthcare research, education, and practice are outlined. The recommendations have 

implications for policy-making in the domains of family and social services, 

community healthcare, and paediatric nursing. 
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Recommendations from the diagram of the Outcome Space 

The hierarchical and ongoing relationships between hospital and home 

illustrated in Figure One imply two key points. Firstly, healthcare providers need to 

introduce and address the different aspects of burden of care at home early, prior to 

an initial discharge from hospital, and continuously after discharge— irrespective of 

the amount of experience of home care of the family. To address all aspects of 

burdens and to prepare the family both technically and psychologically for any 

prominent potential issues in care, so that the family would have a certain level of 

understanding of the potential challenges ahead, and is better able to resort to 

resources and supports when problems arise. This is because the research has found 

that although the technical skills of the primary caregivers were often adequately 

trained by nurses in hospital, the psychological and emotional stresses in dealing 

with the impact of medicalisation of home were inadequately addressed prior to 

discharge. 

Secondly, consistent and integrative collaboration between hospital services 

and home care is essential to ensure and maintain the success and quality of home 

care for ventilator-dependent children and their families. The literature suggests that 

the quality of life of families of technology-dependent children depends much on the 

availability and quality of services and supports from healthcare sectors 

(Baumgardner and Burtea, 1998; Kirk and Glendinning, 2004). This is to say that the 

responsibility of caring for a child who is chronically dependent upon life-sustaining 

technologies should not fall solely on the shoulders of his or her parents, but also the 

shoulders of those who have contributed to the survival of this child in the first 

place— our healthcare system. 
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The diagrammatic representation of the second group of categories of 

description (Group B) in Figure One indicates important policy implications. It 

implies that every aspect of burden of care should be given an equal amount of 

attention and consideration when formulating and implementing policies pertaining 

to paediatric home ventilation. Consideration for provision of support for the various 

aspects of burden of care at home should be given an equal weight by healthcare 

providers. For example, support for medical care, psychological counselling for 

coping with home nursing, information and practical support for accessing and 

utilising services and facilities are all equally important in sustaining home care and 

maintaining quality of life of the families. 

Furthermore, both the structure and meaning of the seventh category of 

description in the outcome space have several important policy implications that 

healthcare providers must consider. The object of experience is the person herself or 

himself who experiences change from within as a person as the result of the 

experiences at home. The experience of changing as a person is pragmatic— it is 

subject to individual experience and personality. The seventh category refers to a 

different perspective in application in contrast to those of other categories. Firstly, 

the category implies that there is a process of thinking wherein the thinking changes 

from thinking about something external from self, to thinking about something 

internal within self. It does not mean that this category is more superior than other 

categories in terms of importance; however its location at the top of the diagram 

means an order of experience. Similarly, it does not intend to label those who do 

experience or choose to vocalise the experience of positiveness in personhood to be 

‘better’  than those who may not experience or want to share the experience with 

other people. The category is one understanding of the experience of caring for an in-
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home ventilator-dependent child, which does not refer to the outcome of experience 

as in positive or negative terms, instead it is an awareness of a person of the 

experience. Thus, healthcare providers should be sensitive to and respect the 

experience. 

Secondly, it may be more helpful to assume that primary caregivers of in-

home ventilator-dependent child may be able to reflect on how the care-giving 

experiences affect them as a person in their own milestones of experience. That is, 

the reflective experience with the meaning of self will be experienced; however, 

whether the experience is positive or negative or both, is unique to individuals. 

Healthcare providers need to be aware and sensitive to the effects of the distinctive 

burden of care on primary caregivers, which can become such an overwhelming 

experience that could be debilitating to their physical and psychological beings. 

Healthcare providers must take a neutral stance and be empathetic to their 

experiences, and any judgmental thinking should be avoided when working with 

these families. 

Moreover, thinking about oneself may not be experienced until a formal 

discursive encounter is provided, such as in an interview situation where one is 

forced into some kind of meta-structured conversation. That is, the experience would 

be brought to the forefront of one’ s consciousness to be reflected on and given 

meaning. This implies that periodic and appropriate type of counselling relevant to 

the context of paediatric home care should be provided to families for reflection, 

which is often the last thing that is offered to them. Reflection in the frame of 

therapeutic discourse can provide opportunities and guidance for both care-receivers 

and care-providers in seeking meaningful understanding about experience. The 

encounter can be characterised as a therapeutic discourse where meta-level of 
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communication is the primacy of the situation, however denial and resistance of 

respondents may occur, because it could well be the first time that the respondent 

ever thinks about experience (Theman, 1983 cited in Marton and Booth, 1997: 130). 

Therefore, care and sensitivity to the reactions of respondent are essential for the 

interviewer. 

Furthermore, there may be a possibility of bias embedded in discourse; that 

is, people can choose what to reveal in a conversation (Säljö, 1994). Applying the 

seventh category of description, the primary caregivers might have believed that it 

was only proper to say something ‘nice’  in favour of being true to the ‘wrong’  

feelings, if at all, when engaged in a conversation with an outsider, although trust 

between the researcher and participants was thought to be present. The context of a 

research situation may be more inclined to cultivate selective talk, rather than an 

‘honest’  talk. In fact, criticism has been made about phenomenography as a research 

tradition with its high dependence on discursive practice as the epistemological 

discipline, because discourse itself can be inherently deceptive and manipulative, 

particularly when intimate and sensitive issues are the subject of inquiry (Säljö, 

1994). The researcher believed that rapport with the participants was established 

through friendly interactions prior to, and during, interviews. Based on the rapport, 

the researcher considered the conversations were genuine. 

Recommendations for healthcare research 

1. Replication of this research is recommended in the future. Qualitative research 

studies should be undertaken to explore care-giving experiences of other 

family members at home, such as the ventilator-dependent child, siblings, or 

home nursing professionals. Similarities and differences in the care-giving 
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experiences of individuals affected by childhood technology dependence need 

to be recognised and addressed by healthcare providers. For example, research 

interests can focus on the experiences of single-parent families, specific 

cultural or minority groups, low-income versus high-income families, specific 

gender groups, or external family members such as grandparents. 

2. An in-depth exploration of parental relationship with a ventilator-dependent 

child is essential to gain more insights into the ambiguous parent-child 

relationship. The purpose is to explain the interplays of medical technology, 

the child, and the parents in a paediatric home care setting. The results of such 

studies may help to formulate and provide appropriate information and 

counselling support for parents and significant others. 

3. Research on care-giving experiences of home nursing professionals is urgent. 

The issues that warrant research attention relate to the relationship between 

professional and family— such as control, boundary, partnership in care, 

employer-employee relationship, and privacy. More research is needed to 

increase our understanding of the concept of boundary in paediatric home 

care. Until then, effective and appropriate policies and guidelines cannot be 

established to assist home nursing professionals to be better equipped with the 

care of families of ventilator-dependent children. 

4. A comparison study, either qualitative or quantitative, should be undertaken to 

identify the similarities and differences of care-giving experiences at home 

between families with a child who depends on ventilator support and families 

with a child who is healthy or with a child who has a physical disability. The 

results of this kind of study can help policy makers and clinicians gain more 
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understanding about the differences. The increased understanding about the 

differences can facilitate the allocation of resources and supports more 

appropriately to meet the needs of individual families of children with various 

levels of technology dependence. The allocation of support should consider 

the size of individual family’ s support network, rather than solely depend on 

family’ s income index (Leonard et al., 1991). 

5. Quantitative research studies should focus on postulating the relationship 

between the amount and intensity of the use of medical technology at home 

and the stress levels of the primary caregivers or other family members who 

perform medical care. 

6. Further quantitative measurements of the degree of mothering (or parenting) 

of a healthy child in comparison with that of a ventilator-dependent child 

could be a worthwhile investigation, so that differences in the level of burden 

of care between the two groups can be clearly distinguished. 

7. The current literature has little knowledge of the physical and psychosocial 

health of primary caregivers of an in-home ventilator-dependent child. Future 

research can focus on obtaining and analysing stress levels of the primary 

caregivers in order to establish more reliable and valid stress measurement 

tools specifically for this context. This kind of research will help to develop 

supports in terms of respite care, fiscal management and counselling. 

8. Research should also aim at gaining insights into the perception of the 

caregivers who choose not to provide home care for their ventilator-dependent 

children. The purpose is to explore the possible differences between families 

who agree to provide home care and those who disagree. The findings of this 
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kind of research may provide insights into some ethical and moral questions in 

relation to justice and human rights important to current healthcare 

management. 

Recommendations for healthcare education 

1. Nursing undergraduate and postgraduate programs and curriculum should 

incorporate educational materials in relation to paediatric home care. The 

information should focus not only on the clinical management of a ventilator-

dependent child at home, but also the stress factors and challenges of home 

care for both the nurse and family. The purpose is to provide students and 

practising clinicians with various perspectives of paediatric home care 

concerning medical, technological, psychosocial, ethical, and political 

dimensions of care. 

2. In-service education and research seminars in relation to the needs of families 

who care for a ventilator-dependent child at home should be established and 

provided periodically for practitioners. Ongoing provision of research 

findings pertinent to paediatric home care for healthcare providers and policy 

makers should be made available, so that evidence-based guidelines and 

practices can be generated and cultivated. 

3. Nursing scholars and researchers should continue to advance the research 

field of paediatric home care, including paediatric home ventilation, and 

disseminate research findings to academic, clinical and community nursing 

organisations. 
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Recommendations for healthcare practice 

Provision of support to families of in-home ventilator-dependent children 

should aim at decreasing their level of stress and burden of care. This research has 

indicated that, as reflected in the literature, parents of medically fragile and 

technology-dependent children may be at greater risk of psychological distress 

(Miles et al., 1999; Thyen et al., 1999) and social isolation (Stevens, 1990). It is 

important to understand and promote the psychosocial health of these parents as 

Leonard et al. (1993: 23) asserts, ‘parents’  psychological status is crucial to home 

care’ s success.’  

One of the foci of support should aim at attaining and maintaining a quality 

parental relationship with the ventilator-dependent child. The literature highlights the 

importance of parenting satisfaction through bonding for parents who care for a 

technology-dependent child at home (O’ Brien, 1996). Two ways of promoting 

bonding between caregivers and a technology-dependent child have been suggested 

in the literature. The first factor is to increase the quality and quantity of direct care 

provision by the caregiver to the child (Woody-Wood, 1996). Opportunities for 

bonding and nurturing such as feeding, touching, bathing, or hugging the child are 

beneficial. The second factor in promoting bonding refers to the respite support 

which should be generously offered to assist the caregiver at the beginning of 

discharge (Shipley, 1997), during the transition of termination of home care services 

(Agazio, 1995), and at any relapse phases after rehospitalisation or alteration of 

medical regimens (Lee, 1996). Respite support should be tailored to the needs of 

caregivers in spending more time and meaningful contact with the child, rather than 

be allocated as respite hours for physical replenishment. Night respite is helpful, 

however it may be insufficient to improve the quality of parent-child relationship. 
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This is because during the night both the parent and the child are often asleep, and 

thus quality contact for bonding may be limited. 

This research found that while the primary caregivers were able to master the 

technical care and equipment to an expert level in a short period of time, their long-

term psychological and emotional needs were often overlooked by healthcare 

providers. 

There were two major recommendations outlined by the primary caregivers 

in this research in relation to support, which aimed to counteract the effects of burden 

of care. 

1. More respite support for ‘time-out’ . 
The primary caregivers urged for more respite support designed to provide 

them with ‘time-out’  from the burdens. The ‘time-out’  support for social activities 

was very scarce but regarded as helpful. 

Respite support for families of technology-dependent children at home has 

been strongly recommended, however is inadequate in reality (Beale, 2002; Olsen et 

al., 2001; Stevens, 1990). The significance of respite support is reflected in the claim 

made by Ray and Ritchie (1993: 224) who examined parental coping with childhood 

technology dependence at home and suggested that ‘intermittent predictable breaks 

in care-giving may facilitate coping and decrease stressfulness.’  

Current support provided to parents of in-home technology-dependent 

children considers the ‘biological clock requirements’  of the parents and omits their 

psychological and emotional needs (Cooper, 1999; Fleming et al, 1994). 

Correspondingly, Leonard et al. (1991) conducted a quasi-experimental study on 
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thirty-one families of technology-assisted children at home with an aim to determine 

the number of nursing hours and factors that were used to regulate nursing hours 

provided to the families. The findings in the study were interesting and controversial 

because the home care nursing hours allocated to the families were based on family 

background rather than medical needs of the child. For example, the families who 

received less nursing hours were two-parent families, families with younger children, 

and lower-income families. 

Decision making in the allocation of respite hours may be influenced by 

societal expectations on parental responsibility, particularly on the mothers of young 

children, and by economic preferences of insurance companies and service providers 

towards higher-income families for their financial advantages (Leonard et al., 1991). 

This seems to suggest that home nursing has been used as a commercial commodity 

for purchase, rather than as a form of healthcare delivery with good will. Leonard et 

al. (1991) strongly suggest the need for developing objective criteria in the allocation 

of home nursing hours. 

2. Support should be practical and not an expression of sympathy. 
The primary caregivers have indicated that some support tended to be more 

like an expression of sympathy that they did not prefer. For example, group support, 

either formal (e.g. professional team) or informal (e.g. family group), was perceived 

by the primary caregivers as a form of sympathy for their problems at home. They 

considered practical support more helpful and appropriate to their needs. This view 

was strongly articulated by the fathers in this research. Practical supports were the 

support that helped them with the burden of care at home, so that their families could 

spend quality time together for meaningful activities. 
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Practical support for families should be readily available for access and use. 

Genuine consideration and flexibility in the provision of support are the key factors 

in meeting the needs of these families, particularly for the mothers who are often too 

physiologically tired to be able to ask for help, or for the caregivers who remain 

silent, however are perhaps most needy in receiving support (Beale, 2002). These are 

significant issues of support for policy developments in the healthcare industries and 

insurance companies. 

The primary caregivers have further recommended: 

• A formal family support networking based on the provision of practical help; 

• A central basis of community management and coordination of support 

services for families; 

• Appropriate developmental support groups for children who are ventilator-

dependent; and 

• Formal and structured financial assistance based on objective assessment 

criteria specifically for families of ventilator-dependent children. 

In addition, integrative, collaborative, comprehensive, and interdisciplinary-

team approaches in structuring provision of support for families have been strongly 

suggested as the key strategies in the establishment of support networks (Alexander 

et al., 2002; Haffner and Schurman, 2001; Parette et al., 1994) 

Recommendations for nursing practice 

1. Nurses should be aware that the experience of caring for a ventilator-

dependent child at home for home caregivers is a new and unfamiliar 

experience, even when the environment of care is in a home. 
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2. Nurses should be aware of the physical and emotional impacts of including 

medical care and machinery and home nursing in a home on family. The 

increased awareness could minimise the effects by efficient provision of 

information and appropriate respite support. 

3. It is important for nurses to identify, examine, and reflect their personal 

values and beliefs in working with families who care for a ventilator-

dependent child at home, so that positive attitudes are present and appropriate 

support given. Nurses need to be cognisant of the needs of the ventilator-

dependent child and family and as well as those of their own. 

4. Nurses should respect and acknowledge the acquired skills and knowledge of 

the families, and should be open to the attitudes and decisions of the families 

about life and about home care. Any negatively-biased framing of thinking 

about the families should be avoided (Baldwin, 1997). 

5. Nurses should become advocates for the families of ventilator-dependent 

children. This requires nurses to work professionally and collaboratively to 

promote and implement healthcare policies that foster comprehensive, 

developmentally appropriate, family-centred and cost-effective care. Nurses 

should act as advocates for the best interests of these families at both local 

and national levels in supporting any legislation formulation and modification 

that focuses on, and addresses, the needs of ventilator-dependent children and 

their families. 

6. Nurses need to become comfortable and competent with interdisciplinary 

collaborations of care provision in order to provide optimal and efficient care. 

Improving knowledge and skills in communication and collaboration are 
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crucial, so that clear goals of patient care are articulated and essential roles as 

a nurse in the provision of care within a multidisciplinary team being 

respected. 

7. Nurses should help develop and administer a program that will be able to 

assist families of ventilator-dependent children to access and utilise resources 

and support for medical, financial, equipment, respite, home nursing, 

community services, and counselling. Advanced practice nurses who are 

specialised in the care of children with chronic technology-dependence are 

qualified in coordinating and managing this type of program (O’ Brien, 1996). 

This program should also include support for any transitions that include 

hospital discharge, treatment regimen changes, system change from 

paediatric to adult, and termination of home nursing (Agazio, 1995). 

Conclusion 

Paediatric home care is a new and fast developing area of healthcare, 

including paediatric home ventilation. However, much of the quality and outcome 

measures in this area are unknown. While there are an increasing number of families 

who are now caring for a ventilator-dependent child at home, literature informing us 

about the experiences and needs of these families is minimal. This shortage of 

information has significant clinical, social, and policy implications. 

This research used phenomenography as the research approach to identify 

and describe a finite number of ways of experiencing the phenomenon that was the 

experiences of primary caregivers who cared for a ventilator-dependent child at 

home. The primary caregivers understood the experience in seven distinct categories 

of description that constitute an outcome space. The outcome space represents the 
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phenomenon and presents the structural aspect and referential aspect of the 

categories of description. The local context is the experience with the ventilator-

dependent child’ s care at home, and the global context is the experience with 

paediatric home ventilation. 

This research has discussed three themes in relation to the distinctive care-

giving experiences of the primary caregivers. The three themes were firstly, the 

experience is understood as ‘a new world’ ; secondly, the medicalisation of home by 

home nursing and medical care and machinery; and thirdly, burden of care at home. 

The discussions of the three themes tease out an important message: discharging a 

ventilator-dependent child does not simply involve learning about technical care and 

transferring machinery into a home, but also entails larger psychological and social 

issues in relation to the medicalisation of home that warrant serious attention. This 

research urges healthcare professionals, policy makers and insurance companies to 

increase financial and respite supports and to obtain validations and evaluations 

concerning care quality. Appropriate and effective ways of resource allocation are 

crucial for improving the outcome of paediatric home ventilation and for reducing 

duplication or omission in care delivery. 

Furthermore, increased research in this area is of pivotal importance because 

research is the key in providing an initial theoretical base, which can then lead to an 

identification of interventions to be tested. The interventions constructed and tested 

can help develop more consistent and effective care for families of ventilator-

dependent children. Similarly, ongoing advanced healthcare research, education, and 

practice in the discipline of paediatric home ventilation are central commitments of 

healthcare providers. These commitments are the ways of enhancing and ensuring 

the life quality of the families of ventilator-dependent children in our community. 
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Appendix Three: Participants’ Demographic Details in Year 2002 

 



 

APPENDIX 3: PARTICIPANTS’ DEMOGRAPHIC DETAILS IN YEAR 2002
CAREGIVER VENTILATOR-DEPENDENT CHILD
Code no. G. Age Role G. Age Home Care Ventilator TracheostomyGastrostomyGeneral Diagnosis

1 F 38 Primary

2 F 15 Secondary M 7 3 years 24 hours Yes Yes High cervical cord injury quadriplegia

3 F 37 Primary M 5 2 years 24 hours Yes Yes Congenital muscular fibro- type disorder 

4 F 42 Primary M 17 8 years 24 hours Yes Yes Congenital tracheostomasis

5 F 35 Primary

6 M 35 Secondary M 12 7 years 24 hours Yes Yes High cervical cord injury quadriplegia

7 F 47 Primary

8 M 49 Secondary M 7 5 years 24 hours severe tracheomalacia; Invasive ventilation

9 F 34 Primary M 7 5 years overnight Yes Yes Congenital Fibre Type Disproportion (CFTD) 

10 F 36 Primary Pre term 34/ 40 Pier Robin Sequence, 

11 M 37 Secondary M 6 3 years overnight Yes Yes CP; cervical myelomalacia; central alveolar hypoventilation

12 F 38 Secondary Congenital left bronchomalacia; tracheomalacia;

13 F 42 Primary M 2 18 mths cardiac problems and pulmonary atresia

14 F 50 Primary M 10 6 years 24 hours Yes Yes Severe Congenital Central Alveolar Hyper Ventilation;

 phrenic nerve pacer; R heart failure

15 F 45 Primary M 10 7 years overnight Yes Yes Congenital Myasthenia Gravis.

16 F 46 Primary

17 M 47 Secondary F 16 9 years Mask De- Trache No Congenital Central Alveolar Hypoventilation.

The number of mothers = 13 Sibling = 1 The average age of caregiver = 39.5

The number of fathers = 4 Home carer (nominated by one mother)  = 1 Total number of families = 11

321 
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