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Abstract

While there have been many studies investigating perinatal HIV infection, 

few have addressed the complexity of the disease. The complexities of HIV 

infection are compounded for families affected by the disease where several 

family members are infected. HIV infection is a particularly challenging disease 

when it affects children and their families as it has the potential to extinguish 

whole families, placing an infected family under extreme stress. The 

multigenerational impact of the disease, where several family members are 

infected and where multiple losses may have occurred as a result, severely 

affects the family’s ability to cope with existing problems.

This dissertation explores the experience of children with perinatal HIV 

and their carers using an interpretative methodology to synthesise 

understandings from three separate epidemiological, case study, and interview 

studies. A review of data from the National Perinatal HIV Register provides 

information on perinatal transmission of HIV in Australia; a case study 

demonstrates the medical complexity of the disease from diagnosis to 

treatment while interviews with parents and children provide insight into the 

effects of the disease. The study is predicated not only on the research 

undertaken for this study but also on clinical experience of the researcher.

The findings demonstrated that although HIV is a relatively rare disease in 

Australia transmission continues despite strategies which have demonstrated 

efficacy in preventing transmission from mother to child. Perinatal transmission 

continues to occur especially when women give birth before a diagnosis is 

made. The experiences of parents caring for children with HIV infection, 

although varied, demonstrate the complex nature of HIV. Once diagnosed with 

HIV, parents find themselves undertaking a fine balancing act during which 

they must negotiate to strike the right equilibrium for their family to endure the 

circumstances as best they can. They are faced with contradictory decisions in 

which, for example, they must disclose their HIV status to others to receive the 

support necessary to survive the emotional turmoil created by the disease.



Children’s experiences of living with perinatal HIV infection are an ongoing 

process. Most of the children who were interviewed for this study had been 

affected by HIV either through severe ill health or by the death of one or both 

parents. Thus, for all the children, HIV was a very real entity even though at the 

present time all were now well and attending school full time.

Across all major themes is the cumulative effect of HIV disease on the 

child and family. It is the cumulative effects of HIV that presents the greatest 

challenge for families and clinicians and it is this challenge that underpins the 

study.

This study represents the beginning of a systematic approach to an 

examination of how and why Australian children have been infected through 

mother to child transmission and explores the perceptions and experiences of 

children and their families. It is hoped that this research will provide health 

care providers, managers and researchers an understanding with which to 

guide the care of children and their families living with perinatal HIV.
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CHAPTER ONE INTRODUCTION

CHAPTER ONE 

Introduction
While in the role of Clinical Nurse Consultant (CNC) for paediatric human 

immunodeficiency virus (HIV), one of the areas that I recognised in need of further 

investigation was the numerous events faced by the children and their families in 

order to deal with HIV. Apart from the devastating symptoms of the disease, there 

were other effects. The psychosocial experiences of children with HIV infection 

were compounded by the multigenerational effects of HIV that meant many of the 

children were faced with ill and/or dying parents. Although there have been many 

advances in the medical and nursing management of HIV over the years, many of 

the children with HIV have lived through the experiences of being ill themselves or 

having a parent or parents who died from the disease.

One way of determining the events that face Australian children and their 

families with HIV disease is to explore their experiences. By understanding the 

complexities faced by the family, insight might be gained by clinicians into the 

situations that confront families and children. In this way, clinicians may be more 

likely to provide timely and appropriate care.

HIV was first documented in Australian society in the early (Perry et al., 1990) 

with Australian children first infected with HIV as the result of the infusion of blood 

products. Most of these children were transfused as neonates, or as recipients of 

blood products associated with blood pathologies such as haemophilia and to a 

lesser extent thalassaemia. One of the main characteristics of HIV infection in the 

1980s was that long-term survival was unlikely. All but one of these children 

infected at this time have since died because of complications from their HIV 

infection.

Thus, twenty years after the first children were infected with HIV we are 

afforded an opportunity for reflection and something about the development of a 

more appropriate action. Clinicians caring for children with HIV are prompted to 

recall what they have accomplished during this period to establish treatments for 

perinatal HIV infection. It has meant devising, establishing and continually 

upgrading medical, nursing and psychosocial therapies, forging collaborative
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CHAPTER ONE INTRODUCTION

partnerships for the provision of quality clinical practice, and administering a range 

of services for the child and family. More recently, it has meant exploring issues 

around adherence to treatment (Goode, McMaugh, Crisp et al., 2001) and 

advocating the transfer of care from paediatric to adult services for young adults 

who have survived into adulthood (Nadew, 2005). It has also meant the production 

of research and scholarship to add to our knowledge base.

My first nursing experience of HIV was during late 1980s with a young boy 

whom I will call ‘David’ who had acquired HIV from blood products required to treat 

his haemophilia. David was admitted to the intensive care unit (ICU) where I 

worked and he died as the result of complications of his HIV infection. When 

admitted to ICU, David’s condition was critical and the nursing staff had little 

opportunity to discover his understanding and experience of his illness. David’s 

parents, his mother in particular, were extremely angry that their son had acquired 

HIV and were particularly concerned that there were few services available for 

David. His mother agitated, along with parents of others similarly infected, for an 

enquiry to review health services for all those with medically acquired HIV.

During the 1980s, the few children infected through mother-to-child 

transmission were in the main born to women who were infected as the result of 

ante partum transfusions. The first diagnosis of perinatal infection was made in 

Australia in 1984 in an 18-month-old boy whose mother acquired HIV infection 

through a blood transfusion at his birth. This was the first case worldwide of proven 

perinatal infection through breast-feeding (Ziegler, Cooper, Johnson & Gold, 1985). 

The majority of women in Australia who acquired HIV infection through sexual 

activity in the early 1980s were infected by sexual partners who in turn had been 

infected through the transfusion of blood products.

In 1989, I was appointed the CNC for Paediatric HIV/AIDS. Although funded 

as a state-based service, the Paediatric AIDS Unit was the only clinical unit in 

Australia dedicated to paediatric HIV infection and so staff provided consultancy to 

medical, nursing, social work, community services, as well as clinical services to 

children with HIV throughout Australia and New Zealand. The scope of the 

nationwide service was demonstrated by one of my first activities as CNC, which 

was to help organise and participate in Camp Goodtime, a camp for all Australian

Page 2



CHAPTER ONE INTRODUCTION

and New Zealand children with HIV and their families. The camp, held annually, 

was unlike most other camps for children with chronic illness in that parents and 

siblings were also catered for. The second major event that occurred shortly after 

my taking up the appointment as CNC was to be subpoenaed to give evidence at 

the New South Wales Upper House Enquiry (Phillips & Arena, 1991) into clinical 

services for persons with medically acquired HIV. David’s mother had fought some 

years beforehand for this same Enquiry.

The experience of these two events, Camp Goodtime and the Upper House 

Enquiry, demonstrated to me how HIV invaded the lives of the children and their 

families. These events showed me, a paediatric nurse of nearly twenty years 

experience that the characteristic complexities of HIV infection affect the child and 

family in ways that other childhood diseases do not. In the main, paediatric HIV 

disease in Australia in the early 1980s mirrored many other paediatric diseases 

with a poor prognosis in that symptoms were evident or anxiously dreaded, and 

only one family member was infected. Even so, there were some differences from 

other childhood diseases emerging. In the position of CNC for paediatric HIV/AIDS 

I was able to observe and reflect on several phenomena. I observed that the 

complex nature of HIV infection revolves around the interaction of the exposure 

category; how HIV is acquired in the family can have implications for the ability of 

the family to provide for the necessary physical and emotional needs of the child. 

The clinical aspects of HIV and the development of AIDS-defining illnesses 

severely affect the child. The multigenerational nature of the disease affects the 

functioning of the family and the child where parents and children are both infected. 

The social implications associated with HIV infection can restrict the ability of the 

family to benefit from HIV services. The effects of all of the above phenomena can 

have immense psychosocial effects on the child. Finally, the dynamic and rapidly 

changing nature of HIV and its treatments are challenging for patients and 

clinicians alike. These observed phenomena form the source of the motivation and 

insight for the research for this doctoral thesis.

One issue that struck me as in need of further investigation was ‘who 

acquired HIV and why’. In the main, paediatric HIV disease in Australia in the early 

1980s mirrored many other paediatric diseases with a poor prognosis in that 

symptoms were evident or anxiously dreaded, and only one family member was
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CHAPTER ONE INTRODUCTION

infected. Even so, there were some differences from other childhood diseases 

emerging.

Due to public health screening initiatives undertaken throughout Australia, the 

majority of women infected through blood products were diagnosed soon after their 

infection (Kopec-Schrader, Tindall, Learmont, Wylie & Kaldor, 1993; Ashton et al.,

1994). This was important because it meant that many of the women were still in 

good health at the time of their HIV diagnosis. Thus, the picture of HIV infection 

among women and children in Australia in 1980s was of children infected as 

neonates who by about the age of five years developed a series of illnesses known 

as acquired immunodeficiency syndrome or by its acronym, AIDS. More fortunate 

children survived until eight years or so. However, survival was variable with some 

women and children developing acquired immunodeficiency syndrome (AIDS), the 

end-point of HIV infection, within a few years. With disease progression the health 

of those infected began to deteriorate. As there was little in the way of antiretroviral 

treatment, slowly the picture changed to one of sick and dying mothers and some 

fathers, and sick and dying children. In some cases where several family members 

had been infected for years whole families died of the disease.

As part of my work as CNC, I kept records of all children referred to the 

Paediatric AIDS Unit. From time to time I would receive requests for information 

about children in Australia with HIV from various quarters - from Public Health 

authorities (both state and federal levels) as well as from medical practitioners 

wanting information about rates of mother-to-child transmission of HIV. The data 

that I had collected using unstructured methods, while useful for their rarity, were 

an inadequate basis for treatment or clinical practice. To ensure more thorough 

and accurate data were available an approach was made by the Paediatric AIDS 

Unit where I worked to the National Centre in HIV Epidemiology & Clinical 

Research who collected data on HIV and AIDS throughout Australia to establish 

the Perinatal HIV Register. Details of the Perinatal HIV Register are discussed in 

detail later in this thesis.

Thus began my interest in epidemiology and the realisation of the benefits of 

epidemiology to clinical practice. From this new data set, I was able to determine 

the perinatal transmission rate, factors affecting transmission from mother to child,
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CHAPTER ONE INTRODUCTION

the number of children in Australia with perinatal HIV, progression of children to 

AIDS, and survival data. The information about perinatal transmission was 

extensively used in counselling women with HIV who either wished to have a child 

or who became pregnant and needed accurate information about the likelihood of 

transmitting HIV to their infant and the likely outcome if the child was infected.

Two other issues about perinatal HIV that I came to believe were in need of 

further research during my role as CNC, were the monitoring of clinical services for 

hospitalised children with HIV, and the provision of clinical services in the 

outpatient clinics.

Clinical diagnosis of HIV infection in the early stages of the disease is not 

always straightforward; it is confirmed only by serology testing. In infants, diagnosis 

is even more complex as serological testing may be confounded by the presence 

of maternal antibodies. The effect of the long asymptomatic period of HIV disease 

means that diagnosis may not be recognised until a family member becomes 

severely ill or dies. HIV is an essentially ‘silent’ disease in the early years of 

infection with some people exhibiting few symptoms other than an initial vague viral 

illness some weeks after initial infection (Cooper et al., 1985). During the long 

prodromal asymptomatic period, the infected person may be unaware that they are 

infected but during that time they may transmit the infection to others. This 

asymptomatic period may last in adults for up to ten years or more (Ashton et al., 

1994).

During the first year of life, infants born to seropositive women will register 

a positive HIV antibody test whether or not they are actually infected with HIV. 

Importantly, unless HIV infection is suspected or known in the mother, the 

clinical diagnosis in the child may be delayed, as there is a variety of clinical 

manifestations of the disease. In the later stages, a series of illnesses occurs as 

the result of an impaired immune system. The series of AIDS-related illnesses 

include multi-system disease and may involve many varied opportunistic 

infections or cancers.

I also discerned that HIV impacted on families in ways that were not so 

apparent in other families with a child with other chronic illnesses that I had nursed 

during my years of paediatric nursing: HIV infection was highly stigmatised from
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CHAPTER ONE INTRODUCTION

the outset. Stigma affected the children and their families in several ways. It meant 

that parents were reluctant in many cases to disclose information about HIV 

infection in the family to their children, even to children who were also infected with 

HIV. The stigmatisation of HIV in Australia was exacerbated to some extent by 

some of the first public health awareness programs designed to shake the 

Australian community out of their apathy towards HIV infection. Instead of focusing 

on the specific modes of HIV transmission and therefore the prevention strategies 

that could be employed to avoid HIV disease, the campaign focused on fear of 

contagion and the inevitability of death as a consequence of HIV infection. The 

infectious nature of HIV, together with the association of HIV infection with high-risk 

behaviours, such as homosexuality, injecting drug use and undertones of 

promiscuity (Alonzo & Reynolds, 1995) has given HIV a universally negative 

connotation (Herek, 1999).

Many adults infected through blood product transfusions focused their anger 

on the gay community, in which there was a high HIV seroprevalence. It was also 

rumoured that members of the gay community used the blood transfusion services 

as an alternative to sexual health clinics for screening of sexually transmitted 

diseases. The notion of ‘innocently’ acquiring a fatal disease from a group who 

were perceived to indulge in hedonistic, promiscuous, immoral lifestyles was a 

cause of great resentment. Added to this was anger that HIV services did not meet 

the needs of the few heterosexual people who were infected with HIV. This was a 

crucial and distressing aspect for many women and some heterosexual men in 

accessing HIV services where the focus of the service was on members of the gay 

community. Many, if not all, HIV medical and other support services were set up by 

gay men and their supporters in an attempt to avoid the stigma for gay men 

apparent in the wider medical community. As a result, women and heterosexual 

men not only felt ill at ease in this ‘gay friendly’ environment but also were openly 

antagonistic to ‘AIDS’ medical and volunteer services of the time (Lovegrove,

1993).

Such was the fear in the general community of the risk of transmission of HIV 

that specialised services for children with HIV infection were first established in 

Australia in response to the rejection of an HIV-infected child from a childcare 

centre in 1986. Subsequent HIV campaigns focused on transmission behaviours
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CHAPTER ONE INTRODUCTION

that were more realistic. Consequently, the associated stigma of HIV has 

decreased in the general population, although there remain pockets of intolerance. 

The fear of being stigmatised meant that parents were reluctant to disclose the HIV 

status to family members or friends (Cruickshank, 1993b).

Following on from the clinical effects of HIV are the effects of HIV on the 

family. Even in the late 1980s, there were few Australian children born into families 

where injecting drug use was the cause of infection. However, by the early 1990s 

the picture had changed particularly the exposure category of the parents.

Whereas initially those heterosexuals presenting with HIV were infected as a result 

of a transfusion, as time progressed into the 90s there was an increasingly higher 

proportion with a history of injecting drug use and later among adults infected in 

countries of high seroprevalence. Women who were being infected with HIV by 

modes other than through the infusion of blood products were developing 

symptoms of HIV infection, or were presenting with AIDS-defining illnesses at the 

same time as their HIV diagnosis was made. In some cases, the child was the first 

in the family to present with HIV infection. The picture of perinatal HIV infection 

changed to one where the diagnosis, at a time of severe ill health or even death, in 

one family member, was accompanied by the diagnosis of several other family 

members. Many of these families had been infected for several years but the 

diagnoses were not made until the parent or child’s symptoms appeared.

This new cohort of families brought with them a new set of complications. For 

example, some parents infected with HIV through injecting drug use were wary and 

distrustful of any form of bureaucracy (Faltz, 1998; Malone, 2000) including health 

services (Green & Platt, 1997). There were a number of potential reasons for this 

distrust. For instance, it may have been due to prior experiences with legal and 

child protection agencies. They may have had previous children removed from 

their care, and were fearful that their HIV status might further prejudice their 

chances of keeping the family together (Chung & McGraw, 1992).

Building a relationship between parents and clinicians in circumstances 

where the parents were distrustful of clinicians takes time during which the 

provision of services to the child might be far from optimal. Some of these parents 

were disorganised and led chaotic lifestyles with impulsive behaviour (Miller, 1999).
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Thus, providing services for children who lived in such families was fraught with 

difficulties and frustration for the clinicians. In many of these cases, the child 

became ‘lost’ in the chaos and confusion of trying to sort out the problems that the 

families faced. From our experience in Australia, which reflected that 

internationally, other parents were without family support or entirely different 

reasons (DeMatteo, Wells, Salter & King, 2002). For example, those who had 

migrated to Australia from areas of high HIV prevalence such as eastern Africa or 

South East Asia did not have the practical support of extended family members 

who remained in their country of origin. Family members were unable to travel to 

Australia to assist because of economic restrictions or even their own health 

status. The positive HIV status of parents may influence issues surrounding their 

visa status, such as permanent residency, access to Medicare or other social 

services were affected.

The foregoing discussion acts as a background to the two major aims of this 

thesis. The first aim is to systematically examine, articulate and communicate the 

complex nature of perinatal HIV infection in Australian children by outlining the 

epidemiological and clinical picture of paediatric HIV in Australia and by exploring 

some of the day-to-day realities of the disease that impact on the children and their 

families. The second aim is to provide nurses and other clinicians with a framework 

or model to assist them in providing timely and appropriate care for HIV-infected 

children and their families through the integration of knowledge and practice. The 

use of the term ‘framework’ in this thesis follows the definition provided by Wolcott 

1994) and is used in the sense of ‘pioneering effort’ rather than exemplary case (p, 

398). Thus, the proposed model is not meant to be rigid or prescriptive in any way, 

but rather allow for a way of thinking about and appreciating the issues in an 

ordered way, planning discrete strategies with the chiid as the focus. With this 

understanding and appreciation, nurse clinicians might better be able to plan and 

provide individualised services required by the child and family.

Scope of the thesis

Children can become infected with HIV through one of several mechanisms. 

Although the transfusion of blood products was the cause of infection with HIV for 

the first group of Australian children, only one case of transmission of HIV to a child
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in this way has been documented since 1985 (Loff & Cordner, 1999). The majority 

of cases of HIV in Australian children since the early 1980s and the mechanism 

most likely to prevail in the future is perinatal HIV (also known as mother-to-child 

transmission or vertical transmission) and is therefore the focus of this thesis.

While acknowledging a multidisciplinary approach is necessary to assist 

children and their families to cope with HIV disease, the focus of this thesis is 

primarily on nursing management. This decision was made principally on the basis 

that my experience with paediatric HIV infection was as a nurse clinician. Another 

benefit of focusing the thesis on nursing is that nursing management covers all 

aspects of the patient’s experience of an illness. It is the comprehensive nature of 

nursing that makes the work so challenging. For example, in instances such as 

perinatal HIV infection where quality of life issues cross the four dimensions of 

physical, psychological, social and spiritual wellbeing, nursing is a discipline which 

is also capable of crossing the four dimensions (Corless, Nicholas & Nokes, 2001).

Structure of the thesis

The broad issues surrounding perinatal HIV infection presented in Chapter 

Two include a background examination of the prevalence of HIV and the factors 

that facilitate the transmission of HIV infection. This is followed by a discussion of 

the consequences of stigma and discrimination associated with HIV/AIDS and a 

consideration of the role of stigma in society and its impact on infected persons, 

which may influence disclosure of HIV status.

Chapter Three presents a discussion about factors that affect children as the 

result of their infection. The multigenerational nature of HIV infection and its impact 

on the lives of infected children is presented.

The use of three discrete empirical studies assists in the exploration of the 

complexity that surrounds perinatal HIV infection. The studies include an 

examination of the epidemiology of perinatal HIV in Australia, a case study 

outlining the clinical manifestations of the disease, and interviews with parents and 

with children which bring to light the realities of HIV disease for families.

The final step in the process to achieve the aims of the thesis is presented in 

Chapter Eight which brings together issues identified in the literature and data from
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each of the three empirical data to demonstrate how HIV infection pervades all 

aspects of an infected child’s life.

The following chapter provides an overview of the epidemiology, biophysical 

and social aspects of HIV disease.
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CHAPTER TWO

BACKGROUND

One of the major aims of the thesis is to examine the complex nature of 

perinatal HIV. To fully understand the implications of HIV for Australian children 

several issues should be placed in context, and to achieve this aim a review of 

HIV disease is presented which seeks to explain how the biological, social and 

economic factors together facilitate the spread of HIV disease and how in turn, 

these aspects affect individuals with the disease.

In Chapter One, I noted that during my time as CNC for paediatric HIV I 

reflected on several issues that were in need of further investigation. One of 

these reflections was who acquired HIV and why, that is, why were some groups 

of people more susceptible to acquiring the disease. This chapter and the one 

following provide an overview of HIV disease and what is known from the 

literature. Chapter Two concentrates on the disease from an international and 

biophysical perspective while Chapter Three specific to children and families.

The review commences with an examination of worldwide HIV prevalence, which 

depicts differences between regions. This is followed by a depiction of the three 

main biophysical modes of HIV transmission - sexual, blood borne, and perinatal 

transmission from mother to child. Discussion then moves to specific behaviours 

which increase the risk of transmission - heterosexual, men who have sex with 

men, needle sharing, medical acquisition, and perinatal transmission. I then 

discuss some aspects of health and public policy that have been successful in 

decreasing transmission of HIV.

The Australian epidemiological data is explored to aid our understanding of 

the complexity of HIV disease in Australian children. This is followed by a 

discussion of the social effects of HIV such as the association of HIV with stigma

invoking issues and the repercussions for HIV-infected persons in disclosing, or 

not disclosing, their HIV status.

The chapter concludes with a consideration of issues pertaining to 

paediatric HIV. These issues include clinical, family and individual
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consequences, such as the significance of the multigenerational nature of the 

disease and the advances in management of paediatric HIV.

While the purpose of this chapter is to unpack many of the implications 

associated with paediatric HIV, it is not intended to present a simplistic account, 

but rather to present a simplified account to enhance the understanding of 

clinicians in managing children with HIV disease.

Patterns of HIV prevalence

The early dissemination of HIV in Africa was assisted by social dislocation, 

migration from rural to urban areas, high rates of unemployment and high rates 

of other sexually transmitted diseases during the 1960s and 1970s. HIV then 

spread from Africa to Europe and the Caribbean mainly through heterosexual 

populations. Global contact among men who have sex with men spread HIV from 

West Coast USA through Europe, South Africa and Australia. At the same time, 

HIV spread through Hispanic and Black injecting drug users in the USA. Today, 

about 37 million people worldwide are living with HIV while more than 20 million 

people have died of HIV since the first clinical evidence of the disease was 

reported in 1981 (UNAIDS, 2004b). The number of infections continues to rise. In 

2003 an estimated five million people were newly infected with HIV of whom 800 

000 were children infected through mother-to-child transmission (UNAIDS 

2004b).

Worldwide, there are three broad patterns of HIV prevalence. The three 

patterns reflect the epidemiology of HIV infection in each setting. Pattern 1 is 

found predominantly in high-income countries where heterosexual transmission 

is responsible for only a small percentage of cases but is increasing. Australia 

falls into the category of Pattern 1. Pattern II is found predominantly in low- 

income countries where the disease tends to be uniformly spread among men 

and women and across all social groups, albeit with a higher prevalence in 

metropolitan than in rural areas, with some instances of infection in a localised 

group. Pattern III describes areas where HIV appears to have been introduced in 

the early to mid-1980s with small numbers of cases reported, generally in 

persons who have travelled in, or had contact with, individuals from other 

endemic areas. Discussion here focuses on Pattern I and Pattern II prevalence.
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Pattern I prevalence is characterised by infection which tends to be isolated 

in pockets of marginalised social groups but with high prevalence through male- 

to-male sex. The overall population seroprevalence is generally low but can be 

over 50% in some groups with high-risk behaviour, such as men who have sex 

with men, and injecting drug users. Extensive transmission of HIV appears to 

have begun in the late 1970s. Even so, there is evidence that more marginalised 

communities face a higher burden of the disease to their relative population and 

newer infections are most likely to increase among heterosexual women and 

younger people from ethnic minority groups (Carael & Sato, 1996). In the United 

States of America 82% of infected women were estimated to be either African- 

American or Hispanic; 54% of infected men were African-American, a group that 

makes up only 13% of the population (Davis, Steinberg, Jean-Simon, Rosen & 

Gwin, 1996). Consequently, paediatric HIV in the United States is 

disproportionately higher among families of colour where 62% of paediatric AIDS 

patients were African-American, 23% were Hispanic and only 10% were white 

(Fahs et al., 1994). Despite years of prevention interventions and enhanced 

therapeutic options, HIV infection remains a formidable challenge, altering the 

very social construction of these communities, affecting their oldest institutions, 

and disrupting families across several generations. Once portrayed as a white 

gay male disease, HIV infection in the United States has proved to have a face 

that is neither white, nor gay, nor male. Urban centres have HIV infection rates 

that rival resource-poor settings globally, straining health care infrastructure and 

systems of care and treatment. Regardless of location (rural, urban, or 

suburban), racial and ethnic minorities are significantly impacted by HIV infection, 

and the high rates of transmission demonstrate the need for effective and 

sustained interventions at the individual, community, state, regional, and national 

levels.

High rates of sexually transmitted diseases indicate the frequency of 

unprotected sexual intercourse in the population as well as the overall 

prevalence. Heterosexual transmission now accounts for the larger share of new 

HIV infections, with young and disadvantaged persons at particular risk. For 

example, in the United Kingdom nearly half of new infections are heterosexually 

acquired - largely among immigrants from countries with high prevalence. In
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Canada, women accounted for 24% of new infections compared to 8.5% in 1995 

(UNAIDS, 2004). Australia, Canada, the United States and countries of Western 

Europe all report higher rates of sexually transmitted diseases, indicating an 

increase in unsafe sex; the decreasing fear of acquiring HIV has perhaps been 

encouraged by the development of effective antiretroviral therapy.

Pattern II prevalence is characterised by high heterosexual transmission. As 

a result, paediatric HIV is common. The epidemic began in 1970s and there is an 

overall high seroprevalence of one per cent and in some cases greater than 40% 

of the population. Some countries such as China and India have low national 

prevalence but pockets of serious, localised epidemics. There were 6.6 million 

people in the two countries infected by the end of 2003, with one million infected 

in 2003. Less than 300 000 are receiving antiretroviral therapy. In 2003, injecting 

drug users in the Chinese provinces of Xinjing and Yunnan had prevalence rates 

higher than 70%(UNAIDS, 2004a). Papua New Guinea has the highest 

prevalence among Pacific Island countries where 17% of female sex workers are 

infected as the result of low levels of condom use and high levels of sexually 

transmitted diseases.

Trends in infection rates

Internationally, HIV transmission is spreading more rapidly among women 

and young people than among other groups. In one study of twelve European 

countries, AIDS incidence data suggested that HIV transmission is decreasing 

among men who have sex with men and adult intravenous drug users, but 

increasing among young heterosexuals (Ades et al., 1992; Communicable 

Diseases Report, 1996). In Ukraine, which has the highest prevalence rate in 

Europe, there is evidence that young people are becoming sexually active at a 

younger age and the rate of premarital sex is increasing. This is especially 

alarming as only 9% of adolescent girls were found to be aware of HIV 

prevention methods (Houweling et al., 1998; Silver & Bauman, 2006).

Antenatal prevalence of HIV infection

Antenatal prevalence is important for two reasons. High prevalence rates 

among pregnant women have particular significance in that they demonstrate 

that HIV is endemic in the general population and that there is an associated risk
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of transmission to children (Garland & Kaldor, 1994; Ades & Medley, 1994). 

Secondly, antenatal prevalence has implications for paediatric HIV rates, as 

mother-to-child transmission is the most common mode of acquisition of HIV in 

children.

Women of childbearing age account for a substantial proportion of the HIV 

infections in Africa. Again, areas of highest prevalence are most likely to be 

without the necessary strategies to reduce transmission to children. One in nine 

South Africans is infected - with 25% of women who attended antenatal clinics in 

2001 infected. The prevalence of HIV in the Ivory Coast is at least 10%, with 

women aged 20 to 29 the most likely to be infected (Sangare, Coulibaly & 

Ehouman, 1998; Dabis & Ekpini, 2002). The trend of increasing infection among 

women continues with 50% of people with HIV being women in 2002: an 

increase from 41% in 1997. Another startling factor in sub-Saharan Africa is that 

young women make up 75% of young people who are infected. This trend is 

likely to be due to young African women having older sexual partners who are 

more likely to be infected with HIV (UNAIDS 2004b).

These trends are also evident outside Africa. For example, prevalence of 

HIV in pregnant women doubled in Bangkok between 1991 and 1996 

(Roongpisuthipong et al., 1996). In Puerto Rico, the proportion of AIDS cases in 

women has increased dramatically representing the fastest-growing category of 

AIDS cases on the island (Perez-Perdomo, Suarez-Perez & Perez-Cardona, 

1997). Eastern Europe and Central Asia have increasing heterosexual 

transmission demonstrated by increasing numbers of infected pregnant women 

(UNAIDS 2004b).

Although India had a national HIV prevalence rate less than one per cent 

at the end of 2003 (estimated 3.94 million infected), HIV is spreading beyond 

groups with high-risk behaviour due to the low economic and social position of 

women. As a result, antenatal clinics have prevalence rates of 2% in Andhra 

Pradesh. Even the Middle East and North Africa have large numbers of 

infection (500 000 in 2000) with less than 2000 infected people in this region 

having access to antiretroviral therapy (UNAIDS 2004b).
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Biophysical aspects of HIV transmission

Although the focus of this thesis is on children with perinatal HIV, it is 

important to have an understanding of how adults and women in particular 

acquire the infection. Factors that affect adults have an indirect effect on children, 

as perinatal infection is acquired from the mother.

The human immunodeficiency virus is contagious, passing from one 

infected individual to another. HIV is transmitted by one of three routes: sexual, 

blood-to-blood or mother-to-child. Several practices have been identified with the 

spread of HIV. At the biological level, the infected person acquires the virus 

through certain actions known as high-risk activities. The most common mode of 

acquisition of HIV has been through unprotected sexual intercourse. Substantial 

numbers in many countries have been infected with HIV through sharing of 

needles and syringes by injecting drug users and body-piercing equipment. 

Further, medical procedures have been reported to transmit HIV. These include 

transfusion of blood and blood products where routine serological screening has 

not occurred. The most common mode of transmission to children is through 

mother-to-child. The worldwide trend is an increase among young, sexually 

active heterosexuals.

Risk factors for HIV

Worldwide, the majority of infections are due to unprotected sexual 

intercourse with only smaller numbers caused by unsafe blood transfusions or 

injecting drug use (UNAIDS, 2002). Thus, those at most risk of HIV in high- 

income countries include: men who have sex with men , injecting drug users, 

recipients of blood or blood products (prior to 1985 in Australia and Western 

countries), persons from high prevalence countries (for example, sub-Saharan 

Africa, Caribbean, some South East Asian countries) and sexual partners of all of 

the above (UNAIDS 2002).

Heterosexual transmission

The number of women infected through heterosexual intercourse in most 

high-income countries is greater than the number of males infected in this way. 

The European Study Group on Heterosexual Transmission of HIV (1994)
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estimated that the male-to-female transmission rate was 1.9 times more efficient 

than female-to-male (Cl 1.1 to 3.3) although more recent papers fail to support 

that finding. Male-to-female transmission was increased by advanced stage of 

infection (Relative Risk 2.7), anal sex (Relative Risk 5.1) and age of the female 

partner (over 45 years Relative Risk 3.9). Female-to-male transmission was 

higher with advanced HIV disease by a CDC stage IV or a CD4+ count of less 

than 200 (Relative Risk 17.6) and by sexual contact during menses (Relative 
Risk 3.4).

Transmission among men who have sex with men

Transmission of HIV in high-income countries continues to be mainly 

through sexual contact between men. Although homosexual and bisexual men 

(men who have sex with men), like other at-risk groups, are not a homogeneous 

group, there are factors which may account for the number of men who have 

sex with men who are infected with HIV. The frequency and range of sexual 

partners can be high. In terms of transmission, the significance of semen 

transmission, the abrasion of mucous linings, the passage of body fluids and 

the risk of breaks in the skin surfaces place these men at high risk of infection. 

High-risk activities among men who have sex with men are widespread. These 

activities include multiple sexual partners and unprotected sex. In Mexico, the 

prevalence among men who have sex with men is estimated at 15% (UNAIDS 

2004b)

Needle sharing

To determine the relative risk of acquiring HIV by needle sharing a 

mathematical model was designed (Kaplan & Heimer, 1992). The study found 

that infectivity, defined as prevalence of infection following injection with a 

shared, contaminated syringe, was related to the frequency of needle sharing 

and needle disinfection with bleach. The estimated probability of infection per 

injection was 0.67%, higher than the probability of infection after needle stick 

injury by health care workers (probably related to the larger volume of blood 

transferred) and three times higher than the estimated probability of 

transmission via vaginal intercourse. There is upwards of 50% prevalence in 

injecting drug users in Myanmar, Nepal, Thailand and Manipur in India.

Page 17



CHAPTER TWO BACKGROUND

Indonesia reported a rapid increase in injecting drug users and sex workers, 

with an exponential rise in blood donors an indication of spread into the 

population at large (UNAIDS 2004b).

In the Commonwealth of Independent States, the majority of HIV infection is 

amongst injecting drug users. The Ukraine has an estimated HIV prevalence of 

1.4% of the adult population which makes it the most affected area in the region 

and one where injecting drug use accounts for three-quarters of HIV infections (it 

has been estimated that 1% of the population in these countries is injecting 

drugs). Mexico also has high rates among injecting drug users (6%). Countries in 

the Middle East and North Africa have all reported infection through injecting 

drug use (UNAIDS 2004b).

Medical acquisition of HIV infection

The most likely method of transmitting HIV from an infected person to 

another is the unintentional transfusion of contaminated blood into the 

bloodstream. Since 1982, most countries have reported transfusion-associated 

infections in those who received blood before 1985. By 1985, most Western 

countries had introduced routine serological screening of all blood donations, so 

this method of transmission has virtually disappeared. However, in many low- 

income countries, routine serological screening is not available and infection 

through blood transfusion still occurs. The production of blood products such as 

Factor VIII also transmitted HIV to people with haemophilia using infected blood 

factors. Case reports have also described HIV transmission through infected 

human tissues, organs used in transplantation and semen used in artificial 

insemination (Kumar et al., 1987). Tens of thousands of Chinese (estimated 150 

000) were infected through the reuse of medical equipment when selling blood in 

Hunan Province in the early 1990s.

Social and economic factors

Social and economic factors that increase vulnerability to HIV include 

underdevelopment, economic insecurity, poverty, lack of empowerment of 

women, lack of education, social exclusion, illiteracy, discrimination, lack of 

information about transmission, and sexual exploitation of women and children 

(Baber & Murray, 2001). Women are at particular risk when gender inequality
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and economic deprivation are combined. While many of the economic and 

political issues primarily affect adults, children are also affected, as access to 

prevention and treatment is reliant on their parents’ ability to procure these 

services.

Successful health and public policy prevention measures

Prevention of HIV has relied on behavioural modification practices aimed at 

minimising infection. Prevention of exposure to blood borne pathogens such as 

HIV has been through safer practices, barrier precautions and other practices 

that have been designed around barrier methods preventing HIV from entering 

the blood stream (for example, use of condoms during sexual intercourse, 

adoption of universal precautions by health workers by wearing gloves and other 

protective clothing during potentially hazardous procedures).

A 1994 report from the European Study Group on Heterosexual 

Transmission of HIV found that amongst heterosexual couples discordant for 

HIV, who consistently used condoms for sexual intercourse, there were no 

seroconversions. In the groups that used condoms about half the time, or that 

rarely or never used condoms, about one-quarter became infected. There was an 

increased transmission rate among those whose partner had seroconverted 

during the study and in those with ulcerative genital infections.

Education programs in Uganda promoting the use of condoms have been 

successful in lowering prevalence among women in antenatal clinics, with a 

decrease from 29.5% in 1992 to 11.25% in 2000. On the Cote d'Ivoire, 

prevalence among female sex workers fell by two-thirds (89% to 32%) in the 

period 1991 to1998. As condom use increased from 20% to 78%, Thailand and 

Cambodia had falling HIV infection rates with the antenatal prevalence rates in 

Cambodia declining between 1996 and 2000. There were low prevalence rates in 

the Czech Republic, Hungary and Slovenia where well-designed prevention 

programs were in place (UNAIDS 2004b).

Post exposure prophylaxis

The administration of antiretroviral therapy to prevent transmission as post

exposure prophylaxis has been recommended since 1988 for health

professionals following occupational exposure (for example, after needle stick
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injury). In 1995, the Centers for Disease Control (CDC) reported a reduction in 

transmission of HIV using zidovudine as post exposure prophylaxis. Because of 

resistance to zidovudine, the use of combination antiretroviral therapy is 

advocated to reduce viral load and is assumed more effective than mono

therapy. The reduction in transmission is thought to limit initial cellular infection 

and spread of virus allowing the host immune defences to clear the virus 

inoculation. Side effects from all the antiretroviral drugs are common with 80% of 

people taking these medications in one Australian study reporting symptoms 

during the 28-day course (McDonald, Bartos & Rosenthal, 2001). Only seven 

countries worldwide (Australia being one country) in 2003 had guidelines for non- 

occupational post exposure prophylaxis (Templeton, 2003).

Harm minimisation strategies

In general, public policy for the prevention of HIV amongst injecting drug 

users can be classified into two groups. The first is the ‘tough on drugs’ approach 

that focuses on primary prevention, ‘just say no,’ where abstinence is the only 

legitimate goal of treatment. The second policy for managing patients with an 

addiction, especially to injectable substances such as opiates, amphetamines 

and heroin, despite continuing risk behaviour involves harm minimisation 

strategies (Wodak, 1997).

Successful harm minimisation strategies to maintain a low, stable 

seroprevalence among injecting drug users include needle exchange programs, 

bleach for disinfecting injection equipment, extensive voluntary HIV testing, 

counselling through community outreach programs with relevant literature, and 

substantial coverage about risk reduction strategies in local media. The 

strategies that have consistently proved successful in maintaining a low 

seroprevalence have been to start early while the rate is low, to provide ready 

access to sterile injecting equipment, and to provide community outreach (Des 

Jarlais et al., 1995). HIV prevalence among Australian injecting drug users has 

remained low (less than 1% of people attending needle exchange programs in 

2000 and 2001) mainly due to the increased availability of sterile syringes and 

needles, and safer-sex equipment (condoms and dams), which commenced in 

Australia in 1986.
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Educational strategies specifically devised for injecting drug users, health 

professionals and the general community together with the employment of drug 

and alcohol workers, have been important in retarding the spread of HIV in this 

population. These figures are in contrast with areas which have not implemented 

harm minimisation policies such as Edinburgh where a drug addiction study 

reported that more than 50% of those who inject heroin have HIV infection, over 

60% have hepatitis B infection and 70% have antibodies to hepatitis C virus 
(Robertson, 1996).

HIV infection in Australia

HIV and AIDS have been notifiable diseases in all states and territories of 

Australia since 1982. AIDS surveillance is considered a relatively complete 

description of patterns of HIV transmission, since most people with advanced 

HIV disease present for medical treatment (McDonald et al., 1994). However, 

AIDS surveillance does not provide an indication of current patterns of HIV 

transmission, as diagnosis of AIDS occurs in adults at a median time of 10 years 

following acquisition of HIV infection without treatment (McDonald, 1995).

Survival following AIDS diagnosis in Australia has increased from 19.5 months 

for diagnoses in 1994 to 46.9 months for cases diagnosed in 1997 (Li, McDonald, 

Dore & Kaldor, 2000).

A diagnosis of HIV infection does not provide information on when the 

infection was acquired (McDonald 1995). Since 1991, information has also been 

sought on the date of the last negative test or the date of diagnosis of HIV 

seroconversion illness. Continuing trends and patterns of HIV transmission have 

been monitored primarily through national surveillance for cases of newly 

diagnosed HIV infection. Five hundred new cases of HIV infection have been 

notified to the National Centre for HIV Surveillance and Clinical Research each 

year since 1994 (National Centre in HIV Epidemiology & Clinical Research,

2002).

The estimated HIV prevalence in Australia is low among the general 

community (Chew, Downie & Cunningham, 1994; Law, McDonald, Dore &

Kaldor, 2000). The incidence of AIDS in Australia (0.9 per 100 000 population) is 

similar to that of the United Kingdom and lower than Canada (1.4 per 100 000
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population), Spain (4.8 per 100 000 per population) and United States of America 

(14.4 per 100 000 population). HIV infection in Australia is characterised by a 

stable or falling incidence and mortality rate, with the majority of those infected 

having access to effective antiretroviral therapy (National Centre in HIV 

Epidemiology & Clinical Research, 1998).

The HIV epidemic in Australia has largely been confined to men who have 

sex with men (83% of diagnosed cases) with a consistently lower number among 

injecting drug users (4.5% of all cases) compared to Italy (64%) and United 

States (27%). Although HIV transmission was attributed to male homosexual 

contact, with or without a history of injecting drug use in more than 85% of cases 

(National Centre in HIV Epidemiology & Clinical Research, 2000), cases 

attributed to heterosexual contact represent an increasing proportion, among 

both men and women (McDonald et al., 1994; Law et al., 2000).

Heterosexual contact represents 10% of infected cases, although it was 

reported in 17% of newly diagnosed cases during 1999 (National Centre in HIV 

Epidemiology & Clinical Research 2000). Over fifty per cent of newly diagnosed 

cases in Australia were either from a high prevalence country or had had a 

sexual partner from a high prevalence (National Centre in HIV Epidemiology & 

Clinical Research 2002). Six per cent of infected women gave their partner’s 

mode of acquisition as injecting user, 4% as men who have sex with men, and 

1% as a partner who had acquired HIV through medical procedures or blood 

products.

HIV infection among Australian women

The diagnosis of HIV in Australian women infected heterosexually peaked 

in the early 1990s with 90 new infections each year. Subsequently, the numbers 

have remained constant at 80 new infections each year. The total number of 

women diagnosed with HIV each year dropped as the number of women infected 

though blood and/or tissue declined. There have been increasing numbers of 

women diagnosed with HIV who have come from a country of origin with a high 

seroprevalence or who have a sexual partner from a high prevalence country. 

This has relevance for Australia as increasing numbers of Australian women are 

being infected with HIV because of unprotected intercourse with partners from
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areas of high prevalence. It also impacts on Australia as more migrants and 

refugees from eastern Africa arrive to settle permanently in Australia. Because 

there are few women infected with HIV in Australia, HIV disease is not widely 

regarded as a disease of families but rather a disease of gay men and drug 

users.

Social effects of HIV

Biological, social and economic factors facilitate the spread of the disease. 

Just as the factors that increase vulnerability to the disease occur on many 

levels, there are biological, social and economic effects for the infected person 

because of their HIV status. Strategies that aim to prevent transmission and to 

provide for those already infected need to take into account social, economic and 

individual factors that increase vulnerability to the disease.

HIV is closely associated with high-risk activities, such as homosexuality 

and injecting drug use that predispose those with the disease to fear, stigma and 

discrimination from the wider community. Other associations with HIV include 

promiscuity and prostitution. Stigma has a long association with disease states 

provoking fear and strong emotional responses (Taylor, 2001) among many 

thought to be uninfected themselves. The fear of stigma, and the accompanying 

feelings of rejection or being regarded as less worthy, is important as it means 

that some infected persons may defer seeking the appropriate health services.

Bunting (1996) has described stigma as an ‘undesirable attribute that is 

extremely discrediting’ (p63). It centres on the concept proposed by Goffman 

(1963) that deviance exists where the person is deviating from an accepted ideal 

or undertaking unacceptable behaviour such as homosexuality, promiscuity, or 

illicit drug use. HIV has also been linked to 'deviance' because both 

homosexuality and injecting drug use are modes of potential transmission, and 

homosexuals and injecting drug users may be popularly condemned as morally 

irresponsible, potentially dangerous and criminal (Stimson, 2003) Transmission 

has also been associated with prostitution and promiscuity, which are considered 

socially unacceptable activities. Baker and colleagues described discrimination 

as ‘the actions or treatment based on the stigma’ (Baker, Bevier & Bunting,

1999).
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The role of stigma in society has been well documented as a means of 

social control (Goffman, 1963) creating an in-group (‘us’ or ‘normal’) and an out

group (‘them’ or ‘deviants’). Stigma reflects the norms and values of the dominant 

social group (McRae, 1991) where social meaning is attached to behaviours and 

individuals. A person deviating from what is accepted or ‘normal’ is thought to 

represent a danger to society by their actions or their personal attributes.

Goffman (1963) described three types of stigma: the first being physical 

deformities, the second being character blemishes (for example, weak will, 

dishonesty, addiction or mental illness), with the third type involving tribal stigma. 

Tribal stigmas, due to race or religion, can be passed on with all members of a 

family or group being equally stigmatised.

The fear of stigma crosses all four stages of the HIV infection (Alonzo & 

Reynolds, 1995; Taylor 2001). The stages include the initial seroconversion 

illness, the asymptomatic period, the symptomatic period and, finally, the end 

stage where the patient has multiple opportunistic infections. Some people, even 

prior to the diagnosis stage, may delay seeking testing for diagnosis in an effort 

to avoid the reality of the consequences of being infected. After diagnosis is 

confirmed, the fear of stigma may prevent them from accessing medical or 

support services. Many believe that they are an exception to those who have HIV 

and may be reluctant to join support groups or allow their children to participate. 

This was a crucial aspect, especially in the early days of HIV in Australia for 

many women and heterosexual men in accessing HIV services where the HIV 

services were set up by members of the gay community and their supporters in 

an attempt to avoid stigma for gay men. As discussed earlier, many women and 

heterosexual men felt ill at ease in this ‘gay friendly’ environment.

During the asymptomatic stage, stigma may also be ‘felt,’ that is, perceived

when none is intended. For example, when health care workers take precautions

to prevent infection (wearing gloves when taking blood from a HIV-positive

person), the infected person may feel stigmatised when in fact the health

professional is taking sensible precautions (Green & Platt, 1997). In other

circumstances, people who are engaged in ‘high risk’ activities may be presumed

to have HIV and discriminated against despite not being infected with HIV. In the

final stages of HIV, the cloak of invisibility may no longer shield the person, as
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the presence of the disease may be evident through clinical manifestations such 

as Kaposi’s sarcoma or severe wasting disease.

HIV often provides an additional stigma to those already marginalised 

(McRae, 1991). For example, marginalised groups in society already face stigma 

due to their poverty, racial group, ethnicity or sexual preference. The combination 

of HIV on top of the initial stigma may overload the person and cause them to 

withdraw and hide their HIV status, especially when their other characteristic is 

visible. However, some groups who have overcome one form of stigma may 

more easily be able to overcome their second form. This is particularly evident 

amongst gay and coloured groups who wear their ‘stigma’ with pride (Stedman & 

Carter, 1999).

Religion may reinforce stigma that God is punishing them for their 

behaviours so that infected persons may have to ‘shop around’ for non- 

judgemental religious acceptance and support. While HIV has been almost 

universally stigmatised, stigma and discrimination are greater in some 

subpopulations that in others. For example, fathers are more likely to stigmatise 

a gay son than mothers, stigma is higher among blue-collar workers than white- 

collar workers or professionals, higher among men than women, higher among 

fundamentalists than liberals, higher among less well-educated groups 

(Hammersmith, 1987). Some religious beliefs propose that the behaviours 

associated with HIV infection are moral issues or that the infected person has a 

character blemish in which infection and disease are viewed as punishment for 

immoral behaviour.

The feelings in the general community of perceived responsibility for the 

illness may reduce feelings of compassion and sympathy for those infected. This 

may lead to the idea of innocent or guilty according to whether the person is 

perceived to be at fault for their infection. Thus a gay man or an injecting drug 

user may be perceived as ‘guilty’ and less deserving of assistance or sympathy, 

whereas a child infected through mother-to-child transmission or someone 

infected through a blood product infusion are perceived as ‘innocent’ (Lupton, 

1999). This may also be reflected in language used to describe persons with HIV 

as an ‘AIDS carrier’ as opposed to an ‘AIDS sufferer’ (Lupton 1999). This
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language is bound up in moral assessments of the activities that may or may not 

have been undertaken by the infected persons.

To cope with the effects of stigma, Joachim and Acorn (2000) suggest that 

there are five main ways of managing the stress: disregarding painful 

occurrences, withdrawing into subgroups, developing secondary benefits, defying 

the status quo, and ‘covering’. Another major implication is that the stigmatised 

person internalises the perspective of stigmatisers, taking on those negative 

values and developing a sense of shame. They are thus reduced from accepted 

(‘normal’) persons to rejected (‘abnormal’) beings. By internalising the values of 

the stigmatisers, the infected person changes the way they view themselves. 

They may even perceive they are viewed differently by others.

Parents of infected children feel guilt and shame that they may be 

responsible for bringing harm to their children (Nagler, Adnopoz & Forsyth, 1995) 

and may react to the news of diagnosis with secrecy and denial in an endeavour 

to cope with these emotions. These feelings that they are unlike others with HIV 

may lead some parents not to avail themselves (or their children) of AIDS- 

specific services (even paediatric and women’s groups) because they do not 

perceive that they are ‘like them’ (that is, like other infected persons). Thus they 

deny themselves access to the very support groups that might allow them to find 

approval to feel ‘normal’, where issues of morality and blame are not stressed 

and where sharing of stressful situations may serve as respite from stigma 

(Alonzo & Reynolds, 1995) by joining a community where they are accepted.

Information about HIV has changed the perceptions of the community over 

the years. Increased understanding about behaviours related to HIV transmission 

have resulted in lower levels of stigmatising beliefs about infected persons 

(Centers for Disease Control and Prevention, 2000). People with the most correct 

knowledge about HIV infection are the least likely to believe that HIV patients 

have got what they deserved (Morbidity and Mortality Weekly Report, 2000). The 

public disclosure of many HIV-infected children in schools throughout New South 

Wales between 1989 and 1996 clearly demonstrated that, with sufficient 

information on transmission and education, parents of non-infected children not 

only welcomed HIV-infected children into schools but also understood the benefit
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for knowing about HIV for their own children in attending school with HIV-infected 

children (Cruickshank, 1993a; Clement & Cruickshank, 1995).

Despite the decline in overt stigma towards HIV-infected persons with the 

passage of time, various community education programs and promising medical 

advances, individuals with HIV continue to experience psychological distress. 

There have been concerns about increased depression and suicide among HIV

positive adults, in whom lifetime rates of a depressive disorder range from 32% 

to 56% (Ferrando, Goldman & Charness, 1997). In addition, suicidal ideation has 

been associated with HIV infection in homosexual and bisexual men in Australia 

(Kelly et al., 1998).

Disclosure of HIV status

The issue of disclosure or who to tell has important implications for the 

infected person. There is the burden of secrecy and fear of what might happen if 

others find out they have the virus. There is also the need for fabrication about 

attending clinic appointments or illnesses. Medication might need to be hidden or 

decanter into other medication containers so that visitors and family members do 

not find out. This can cause enormous stress in day to day living for the infected 

person who has not disclosed to family and friends.

The newly diagnosed HIV-positive person must weigh the risks of stigma, 

rejection or indifference against the benefits of acceptance and social support 

when deciding on whether, to whom, and when to disclose their HIV status 

(Carricaburu & Pierret, 1995; Derlega, Yep, Pertronio & Greene, 2003). Cusick 

and Rhodes (2000) found some groups were most commonly designated as 

being unsuitable targets for disclosure. These groups included the general public, 

children, family members, those whom the respondent considered naive, 

uneducated or to have a closed mind, those with authoritarian personalities or a 

tendency to gossip, those who were not already privileged with other 

confidences, particularly about the subject's drug use or homosexuality. Non

intimate individuals were thus seldom considered as targets for disclosure, while 

trusted and intimate others such as sexual partners and close friends were most 

frequently selected.
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Disclosure to family and friends may be withheld due to fear of 

discrimination which restricts their access to interpersonal support and 

assistance. When a person finds out they have HIV, they have information about 

themselves that they may or may not tell others. This information is potentially 

stigmatising because it has become associated with deviance through emphasis 

on HIV 'risk groups' and because HIV is a sexually transmittable disease in an 

historical period in which sex has been linked to shame (Singer, 1999).

Relationship quality appears to be of central importance in the selection of 

targets for disclosure (Perry et al., 1990; Kline & Van Landingham, 1994). In 

studies on rates of disclosure of HIV status, intimate relationships were found to 

be high in comparison with rates of disclosure to others (Mansergh, Marks & 

Simoni, 1995; Stemple, Moulton & Moss, 1995; Simoni et al., 1995). For 

example, between two and four months after diagnosis, 73% of HIV-positive men 

had disclosed to their lovers while only 30% had disclosed to their mothers, and 

5% to their fathers (Mansergh et al., 1995). Many used protective disclosure to 

control how, what, when and who they told about their condition in order to 

protect themselves and their families (Joachim & Acorn, 2000). As Stemple and 

colleagues (1995) point out, this may be at least in part because subjects 

predicted and avoided those persons whom they expected might react in an 

unfavourable manner. Simoni and colleagues (1995) similarly found relatively low 

rates of disclosure of HIV-positive status to extended family members, somewhat 

higher rates for immediate family members and highest rates for lovers and 

friends. Preventative disclosure may be used if a person fears that disclosure is 

inevitable in order to prevent negative perceptions in advance (Trosker, 1997).

Previous research has not only found the quality of social relationships to 

be an important determinant of the disclosure process, but also that wider social 

contextual factors may come in to play. Underlying reasons given by HIV-positive 

individuals for non-disclosure of antibody status may also include associations 

drawn between HIV infection as a sexually transmitted disease and popular 

connotations of shame, sexual indiscrimination, and promiscuity (Carricaburo & 

Pierret, 1995; Green & Platt, 1997; Lupton 1999).

Decisions about whether or not and how to disclose a positive HIV status

thus become complex and important issues, both for the support of HIV-positive
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people and for public health. Communicating disclosure is a process of delicate 

social exchange. Recent research has established that disclosure is not an 

absolute but a matter of degree (Rhodes & Quirk 1998). The timing of disclosure 

to individuals or 'targets' is accomplished in a series of steps to full revelation and 

some targets are disclosed to before others (Adam & Sears 1994; Marks et al.

1994; Perry et al. 1994; Wenger et al. 1994; Mansergh et al. 1995; Mason et al. 

1995). Reasons for non-disclosure have been linked to relationship power 

dynamics, relationship impermanence, lack of emotional intimacy, and concern 

for disclosure 'targets' (Cusick & Rhodes, 1999).

Perinatal HIV

HIV can be transmitted before, during or after delivery of the infant. 

Intrauterine transmission of HIV may occur during each trimester of pregnancy 

(Darlow, Cust, Donohoe & Australian and New Zealand Neonatal Network, 2003; 

Berk, Falkovitz-Halpern, Sullivan, Ruiz & Maldonado, 2006; Tournoud & 

Ecochard, 2006). About 30% of infected infants were polymerase chain reaction 

(PCR) or virus positive at birth. Conversely, 50-70% of infected infants do not 

have symptoms of the virus until later in infancy, consistent with having acquired 

the virus in the intrapartum period. Some investigators note peak virus production 

occurs at age 1-3 months, consistent with primary infection acquired at birth 

(Alimenti, Luzuriaga & Stechenberg, 1991; Krivine et al., 1992; Tournoud & 

Ecochard, 2006). Virus sequences analysed during gestation and birth of 

dizygotic twins found the sequence from the first twin most closely resembled the 

mother’s sequence at delivery, while the sequence from the second twin most 

closely resembled the mother’s sequence at 25 weeks gestation (Weiser, 

Nachman, Burger, Hsu & Gibbs, 1992). This study demonstrates that infants can 

be infected during gestation although infection during delivery of the infant is the 

most likely way that HIV is transmitted to the infant.

Transmission of HIV from mother to infant has been estimated to be 25

40% (Dunn, Newell, Ades & Peckham, 1992). In the Dunn et al meta-analysis, 

infants were delivered vaginally, breast-fed and neither mother nor infant 

received antiretroviral therapy. The transmission of HIV from mother to infant 

ranges from 14% to 25% in most western countries, possibly associated with
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asymptomatic status of the women when giving birth, suggesting a low viral load 

and thus a lower risk of transmission (Darlow et al., 2003; Demasio & Moore, 

2006). While no one factor appears responsible for transmission, several factors 

have been identified and are discussed below.

With strategies available to minimise mother-to-child transmission to less 

than 2% (Centers for Disease Control and Prevention, 1998), prevention of HIV 

in children is reliant on testing and treatment of women. Children are at risk of 

acquiring HIV through transmission from mother-to-child. Transmission may 

occur in utero, during delivery, or through breast milk. This type of transmission is 

referred to as vertical or perinatal transmission. Several factors increase the risk 

of transmission to the child, the strongest relationship with transmission being the 

severity of maternal disease. HIV disease in children is thus closely linked to HIV 

prevalence in women.

Factors associated with perinatal transmission

The major factor associated with HIV transmission from mother to child is 

high maternal viral load. HIV mother-to-child transmission was strongly 

associated with a high maternal plasma viral RNA load at delivery (Coll, 

Hernandez, Boucher, Fortuny & de Tejades, 1997; Dickover, Garratty & Bryson, 

2001). Increased maternal viral burden near delivery was associated with rapid 

disease progression in infected infants (The New York City Perinatal HIV 

Transmission Collaborative Study Group, 1996). This means that children who 

are infected are also more likely to lose their mothers to HIV at an early age 

because of their mothers’ advanced disease state.

Co-infection with hepatitis C (HCV) in the mother was also shown to 

increase transmission to the infant. Infants born to mothers with both HIV and 

HCV and who used illicit drugs during pregnancy were 2.6 times more likely to be 

infected with HIV than infants born to HCV-negative mothers (Villano et al.,

1996). Additionally, characteristics of the maternal virus strain may also be 

associated with transmission.

Infant factors associated with transmission include low birth weight and 

early gestation at birth. Birth weight has been found to be significantly lower 

among infected children regardless of gestation, mothers’ transmission group
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and clinical stage, mode of delivery, and gender of infant. Newborns weighing 

less than 2500g had double the risk of becoming infected, while the risk for 

premature infants (less than 31 weeks and less than 1500g) was even higher 

(Fortuny, Sanchez, Jovani, Moliner & Corretger, 1996).

Like other retroviruses, HIV is also transmitted through breast milk (Ziegler 

et al., 1985). Both free virus and proviral DNA have been found in breast milk 

(Thiry, Sprecher-Goldberger, Jonckheer, Levy & Van de Perre, 1985). There was 

a risk of postpartum transmission by breast-feeding among women with primary 

HIV infection during the peri partum period (Ziegler et al., 1985; Van de Perre et 

al., 1991; Palasanthiran et al., 1993). In this case, the infant could be exposed to 

secretions or cells containing a high viral burden.

Episiotomy, the use of scalp electrodes and the use of instruments for 

delivery all appear to increase the risk of transmission in vaginal deliveries, 

especially in centres where their use was not routine (European Collaborative 

Study, 1992). Other factors which may affect mother-to-child transmission 

include prolonged rupture of membranes (Landesman, Minkoff, Holman, McCalla 

& Sijin, 1996) gender of the infant and birth order in the case of twins (Gabiano et 

al., 1992; Kind, 1996).

Infants delivered by elective caesarean section are less likely to be infected 

than infants delivered vaginally (The European Collaborative Study, 1994a; 

Fowler, 2001). Caesarean section was also shown to have a protective effect in 

an analysis of twin pregnancies (Goedert, Duliege, Amos, Felton & Biggar,

1991). When antiretroviral therapy was included during pregnancy, the rate of 

transmission from mother to infant decreased to 2% (Peters, Singh, Dominguez 

et al., 2001).

Prevention of mother-to-child transmission

Prevention of mother-to-child transmission is possible provided the women 

are diagnosed prior to the birth of the infant and precautions are undertaken to 

decrease transmission. However, only half of the Australian obstetric hospitals 

have a protocol for recommendation about HIV screening during pregnancy, and 

less than half recommended testing all women for HIV (Hunt & Lumley, 2002). 

Added to this, only half of Australian obstetricians offered HIV testing for all
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pregnant women (Giles, Sasadeusz, Garland, Grover & Hellard, 2004). Antenatal 

testing for HIV has not been widely undertaken in Australia (Elford, MacDonald & 

Gabb, 1995). The guidelines for antenatal testing for HIV in New South Wales 

are that it should be ‘offered universally ... and ... recommended where either 

the woman or her partner(s) have engaged in activities that are increased risk’ 

(NSW Department of Health., 2000). Recognising women at risk for HIV has 

been problematic where a woman with no risk other than unprotected intercourse 

would not identify herself as requiring an antenatal HIV test under the present 

NSW Health guidelines. This unrecognised risk is not confined to Australia; in 

Britain, when antenatal HIV testing was restricted to women with a history of HIV 

risk, only half of HIV seropositive women were identified (Davison, Holland, 

Newell, Hudson & Peckham, 1993). It has been estimated that 80% of HIV- 

infected women worldwide are infected from their lifetime partner which lends 

credence to this fact (Gershon, 2000).

Although the cost of preventing each paediatric infection is high, this should 

be seen in the context of the lifetime health and social care costs for a child 

infected with HIV. As the risk of perinatal HIV infection can be reduced in women 

whose HIV status is known before delivery, it may be appropriate to review the 

recommendations for HIV antibody testing during pregnancy in Australia. 

Screening expectant women based upon risk factors for HIV while minimising 

costs does not identify most HIV infected women eligible for antiretroviral 

therapy.

Perhaps the most successful implementation of strategies to prevent 

transmission of HIV has been in mother-to-child transmission. Strategies used to 

decrease perinatal transmission of HIV include modification of obstetric practices 

during the intrapartum period. The use of antiviral therapy to the mother and the 

infant demonstrated a decrease in transmission rate from mother to infant 

(Connor, Sperling, Gelber, Kiselev & Scott, 1994). The relative impact of each of 

the three components of the ACTG 076 clinical trial in reducing mother-to-child 

transmission has not been quantified. The rationale for the neonatal arm is based 

on post-exposure prophylaxis efficacy and its importance has been confirmed 

where mothers did not receive the pregnancy or intrapartum component (Connor 

et al., 1994). The success of the HIV NET 012 trial in preventing mother-to-child
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transmission is also thought to be due to nevirapine acting as post-exposure 

prophylaxis (Yogev et al., 2002). Caesarean section performed before the onset 

of labour has been shown to decrease transmission (The European Collaborative 

Study, 1994b). These two strategies, together with the use of artificial infant 

feeding, have reduced mother-to-child transmission to less than 2%.

Unfortunately, these strategies are not always available in areas of greatest 

need where the greatest number of infections occurs. There have been several 

modifications of the protocol which also reduce the risk of transmission to the 

infant (Manserg, Haddix, Steketee, Simonds & Rogers, 1996; Shaffer, 1999). If 

antiretroviral therapy is not available, decontamination of the birth canal before 

vaginal delivery and immediate surface decontamination of the infant after birth 

may also reduce transmission to the infant. Obstetric practices which are 

effective, inexpensive, and applicable without routine testing of mothers, are 

likely to be effective in reducing transmission (Rogers, 1997; Taha et al., 1996).

From an economic viewpoint, compulsory antenatal screening appears to 

be more cost-effective than voluntary screening under assumptions of 

antiretroviral treatment that can prevent most, if not all, perinatal transmission of 

HIV. One of the major aspects of the cost of testing for HIV is the counselling 

component. Even so, it has been estimated that if HIV testing with counselling 

among pregnant women were to be promoted, its cost effectiveness would 
outweigh not testing. Graves and colleagues (2004) estimated that in countries 

such as Australia with low seroprevalence rates, universal antenatal screening is 

still economically viable (Graves, McDonald, Kaldor & Ziegler, 2004).

In United States, which has a higher prevalence rate of HIV than Australia, 

a study examined a system of voluntary counselling and testing of pregnant 

women and treatment of infected mothers and their infants, and compared costs 

with the medical cost-savings from prevented paediatric infections. In the base 

model, the intervention would save $38.1 million (Farnham, Holtgrave, Rogers & 

Guinan, 1996). Despite this evidence, routine voluntary HIV antibody testing of all 

pregnant women continues to be recommended in the United States.
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Clinical manifestations of paediatric HIV

Perinatal HIV infection is characterised by a bimodal pattern of disease in 

which a small group of infected, untreated infants present within the first year of 

life with severe disease manifested as opportunistic infection and/or 

encephalopathy, rapid progression of illness and high, early mortality (Blanche, 

Tardieu & Deliege, 1990). The remaining infected children present with clinical 

symptoms after the first year of life with slow disease progression and a slow 

decline of CD4+ lymphocyte count. Late onset of signs and symptoms which are 

more common in this group include lymphoid interstitial pneumonitis (LIP), 

generalised lymphadenopathy and parotitis - a picture clinically similar to 

asymptomatic adults or adults showing only subtle signs of HIV infection (Duliege 

et al., 1992).

The bimodal distribution of HIV-related symptoms and progression to AIDS 

was thought to represent differences in the timing of transmission, with infants 

infected in utero having a rapid progression of clinical disease, while infants 

infected during or after birth have a slower onset of clinical disease (Blanche et 

al., 1989).

Research undertaken since the development of viral load measurement has 

shown the health of the infected infant or foetus is affected by the health of the 

mother during the pregnancy. High maternal viral load at delivery is a strong 

predictor of rapid disease progression in the infant (Perinatal AIDS Collaborative 

Transmission Study, 2001). An infant is more likely to be infected if the mother 

has a high viral load at delivery and, if infected, is more likely to have early 

disease progression (Duliege et al., 1992) which may be associated with early 

death (Chotpitayasunondh, Chearskul, Mastro & Shaffer, 1996).

Markers of disease progression

Disease progression of HIV can be monitored through changes to CD4+ 

lymphocyte counts (decrease in absolute numbers and as a percentage of white 

cells, the presence of hypergammaglobulinaemia, and a rise in viral load 

measurement). The changes to the CD+4 count (rise) and viral load (fall) 

measurements can also be used as an indication of the effectiveness of
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antiretroviral therapy; a fall in the CD+4 count and / or a rise in viral load may 

indicate failure of antiretroviral therapy.

The CD4+ counts in infants are higher than in older children and adults, 

ranging from 1.8-2.95 x109/l depending on the age of the child (Denny, Yogev & 

Gelman, 1982). In comparison to adults, children may have a rapid fall in CD4+ 

count with accompanying impairment of the immune system (Ammann & Levy, 

1986), most likely due to the immaturity of the immune system (Kemp, 1994).

The fall in CD4+ count in infants may be due to normal physiological 

development. However, young children are at risk for developing Pneumocystis 

carinii pneumoniae (PCP) despite ‘normal’ levels of CD4+ counts for their age. 

The dysfunction of CD4+ cell mediated immunity means that the child 

subsequently becomes susceptible to opportunistic infections (Ol) such as PCP, 

Candida albicans, cytomegalovirus (CMV), and mycobacterium avium- 

intracellulare (MAI) (Frenkel & Gaur, 1994).

The natural history of HIV viral load differs between adults and children. In 

infected adults the viral load rises during primary infection and then settles to a 

point six to 12 months after infection (Mellors, Kingsley & Rinaldo, 1995; Mellors 

et al., 1996). Infected adults with higher points have a faster disease progression 

and shorter survival compared with those with lower levels. However, infected 

infants have a higher rise in viral load than do adults, with a longer response 

period before the level falls to a stable point (Palumbo, Kwok & Waters, 1995; 

Women and Infants Transmission Study Group, 1997).

As viral activity can be extremely high, the results can range from 

undetectable (usually less than 200 copies per ml of plasma in standard tests) to 

above 1,000 000. Low viral loads are considered to be undetectable or less than 

log 103, that is, in the thousands copies per ml. High viral load is usually 

considered above 100 000 copies per ml.

Viral load measurements can provide prognostic information about time to 

AIDS and death. For example, patients with viral load of more than 100 000 

copies per ml within 6 months of seroconversion are 10 times more likely to 

progress to AIDS within 5 years than those with less than 100 000 copies per ml. 

Viral load, together with CD4+ count are used in deciding when to start or change
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therapy or assessing the effectiveness of different regimes. Effective combination 

therapy should decrease the viral load to undetectable, although this is difficult to 

achieve in children. A rise of viral load of 0.5 to 1 log may indicate development 

of resistance to the therapy or poor compliance.

Effect on life expectancy and child mortality rates due to HIV

In the low-income countries of eastern Africa, an increase in both adult and 

child mortality rates due to AIDS has led to a dramatic decline in life expectancy. 

For example, in rural Uganda, with an HIV prevalence of 8%, life expectancy has 

dropped from nearly 60 years to 42.5 years (Mulder, Nunn, Kamali & Kengeya- 

Kayondo, 1996). By 2010, child mortality rates are expected to increase fourfold 

in Zimbabwe, threefold in Botswana and to double in Kenya and Zambia due to 

AIDS (Foster, 2003).Severe HIV disease in adults increases child morbidity and 

creates substantial orphanhood (Walraven, Nicoll, Njau & Timaeus, 1996).

The consequences of high prevalence have severe implications. In these 

societies, many people become infected at the most productive time of their lives 

- people in the 20 to 30 year age groups. Medical staff face ever decreasing 

resources to manage increasing numbers of patients (Nicoll, Timaeus, Kigadye, 
Walraven & Killewo, 1994). Substantial numbers of trained staff are being lost 

due to HIV-caused disease and death. HIV also increases demand for hospital 

beds and medicines which are already in short supply (Urassa, Boerma, Ties, 

Gabriel & Zaba, 2001).

AIDS diagnosis in children

The asymptomatic period tends to be shorter in children and infants than in 

adults (Butler et al., 1992), where, progression to AIDS from time of infection is a 

median of 6.4 years with an overall median survival time of 10.9 years 

(McDonald et al., 1994). About one-third of children with HIV infection will have 

an early onset of symptoms and rapidly progress to an AIDS diagnosis while the 

majority will have a later onset of severe symptoms and thus a better prognosis 

(Newell, 1993). An AIDS diagnosis is made in a child based on a definitively 

diagnosed disease such as multiple bacterial infections, opportunistic infections, 

cancers, neurological manifestations and lymphoproliferative disease.
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Changing nature of HIV disease

Even before the introduction of antiretroviral therapy as a treatment for HIV 

infection, there was a continuum of symptoms amongst infected children. While 

some children developed symptoms in the first year of life and indeed, some 

children died before the age of one year, other children were virtually symptom- 

free for several years. The onset of early symptoms was thought to be due to the 

higher viral load present in some mothers before the birth of the infant. There has 

been a trend of falling transmission rates since the HIV epidemic began. This has 

occurred even without interventions. This trend was also mirrored in improved 

survival rates both with and without drug therapy.

Illness has been turned around from a downward spiral of one infection 

after another and severe weight loss resulting from failing immune function. Once 

HIV diagnosis has been made and antiretroviral medications administered, a 

child’s health gradually improves. After the initiation of antiretroviral therapy, the 

child’s health improves to the extent that they become symptom-free with weight 

and growth improved. The overall health is enhanced from being continuously ill, 

to being able to attend school without any absences.

The development of highly active antiretroviral therapy during the 1990s has 

had a mixed impact on the lives of children with HIV (Perinatal AIDS 

Collaborative Transmission Study, 2003). The development of antiretroviral 

therapy has decreased mortality and halted disease progression (Sharland, Gibb 

& Tudor-Williams, 2003). However, side effects such as lipodystrophy syndrome, 

and mitochondrial toxicity have become apparent (Leonard & McComsey, 2003). 

There is also an increased risk of cardiovascular disease, lactic acidosis and 

decreased bone mineral density (Leonard & McComsey, 2003). However, the 

suspension of symptoms does not mean that there is no illness trajectory for 

children and families with HIV infection. There is considerable effort required by 

both the child and the family to oversee the child’s health, for the child to undergo 

constant medical monitoring and to adhere to complicated regimens involving 

highly potent medications with significant side effects. Questions remain for the 

family about the continued efficacy of medications that without a cure are 

required for life.
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The advances fall into three major categories: the prevention of HIV disease 

in children, improved diagnostic procedures, and changes to management which 

have prolonged the lives of infected children through the restoration of the 

immune system.

The predicament of resistance to antiretroviral medications means that the 

treatments may not continue to suppress viral replication, even with strict 

adherence to the regimens prescribed. Other dilemmas may remain for the 

family. Parents and children live with very real fears of ’What happens to the 

children if the parents die first?’ ’What if the new medications don’t work, or don’t 

work for all family members?’ ’When and how should parents tell the child of their 

HIV diagnosis?’ ’How will the child react when told of their diagnosis?’ ’How will 

other people react to disclosure of the family’s HIV status?’ ’How will the child 

manage to take medications when away from the family home for any periods of 

time?’

The impact of these changes in technology on the lives of children and their 

families is considered in relation to the impact of HIV infection in the following 

chapter.
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CHAPTER THREE

HIV, children and their families
Potent antiretroviral therapies have transformed HIV disease from a 

rapidly debilitating and fatal illness to a chronic, treatable illness. This is in 

contrast to acute illnesses which are time limited, where effective treatments 

aim to reverse the course of disease and lead to recovery. Treatments are 

targeted toward cure or resolution of the acute episode.

Although not always recognized as such, the management of chronic 

illness, such as diabetes, asthma, and now HIV infection, is quite different to the 

management of acute illness. Therapy for chronic illness is life long, and must 

be sustainable to be successful. The term “chronic illness” refers to illness that 

requires at least 6 months of continuous medical care, permanent lifestyle 

changes, and continuous behavioural adaptation to the unpredictable course of 

the illness (Perrin, Newacheck & Pless, 1993; Kyngas, Kroll & Duffy, 2000) . 

Advances in medical technology and medical and nursing research have 

resulted in improved survival rates, and better treatment options and outcomes 

for children with acute and chronic illness.

The increasing numbers of children who have chronic illness are due to 

medical advances in early detection, diagnosis, and management; more than 

90% of children in western countries who have chronic illnesses now survive to 

young adulthood (Perrin & Thyen U, 1999). As cure rates improve for a variety 

of diseases, there are growing numbers of children (estimated to be 20 million) 

living with chronic conditions (Janse, Uiterwaal, Kimpen & Gemke, 2005). 

Because chronic conditions are replete with management issues for children 

and their families, many nurse researchers have studied the population. 

Intervention studies of children with chronic conditions test models that 

contribute evidence regarding the models' effectiveness (Deatrick, Lipman, 

Thurber & Ash, 1998). Intervention studies (or studies that have influenced 

nursing practice) of children with cancer and diabetes (Sullivan-Bolyai, 1996; 

Jacobson et al., 1997; Lowes & Lyne, 2000) are illustrative of the nursing
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research of children with chronic conditions and their families (Katz & Jay, 

1984;Slavin, O'Malley & Koocher, 1982).

In Australia, the mortality of children aged under 5 years fell from 2604 per 

100 000 in males and from 2214 per 100 000 in females in 1907 to 137 and 

111, respectively in 1998 (Stanley 2001). The lives of premature infants have 

been saved by sophisticated and expensive medical treatments and technology 

(Darlow et al., 2003). However, the impact of medical technology on population 

data relating to childhood disability is not well documented. Survival rates for 

infants born prematurely have improved during the past decade, despite 

minimal advances in optimizing neuro-developmental outcomes (Blair & Shean, 

1996). Although population data on disability in childhood in Australia are not 

readily available, changes suggest increases in both the incidence and 

prevalence of several impairments across the range of severity (Stanley, 2004). 

Increases are clearly related to the survival of high-risk newborns and to 

children with established disability (Blair & Shean, 1996).

Patients and their families have day-to-day responsibility for care 

becoming the leading experts on their own symptoms, for managing symptoms 

and function, and on administering therapy (Gifford & Groessl, 2002). Chronic 

illnesses, such as asthma and diabetes have no known cures but can be 

managed medically. They are typically characterized by a variable course 

marked by periods of acute crisis. These illnesses require the person to 

accommodate physical changes, frequent medical visits, daily medical 

regimens, and to prepare for recurring acute medical emergencies (Eiser, 1990; 

Perrin & Thyen U, 1999).

Perinatal HIV infection is a poignant example of how advances in medical 

and nursing technology have greatly increased the survival rates of children 

(Rehm & Franck, 2001). Perinatal HiV disease parallels other chronic illnesses 

in that medical advances are facilitating treatment, and many children infected 

early in life are living through school age and into adolescence (Lewis, Haiken & 

Hoyt, 1994).
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Experience of illness by children

The task of the infant and toddler is autonomy (Slee & Shute, 2003). 

Control is a major issue with this group. The toddler loves to explore his 

environment using all his senses. At the same time, the toddler needs rituals 

and routine. These provide reassurance and stability. Hospitalisation may 

severely restrict the toddler. They may feel confined to their cot, not allowed to 

run through the corridors. Their bed and bath time rituals may be missing. They 

may react with frustration and temper tantrums as their sense of control and 

autonomy are weakened.

Although preschoolers and young school age children experience 

separation anxiety, it is most significant in infants and toddlers (Slee & Shute,

2003). Separation from the primary caregiver is the most potent stressor in a 

child in this age group. In the preschooler separation anxiety is less severe than 

in the infant and toddler; although preschoolers may spend some time away 

from their parents, illness may provide a stressor that makes separation more 

difficult. School age children control their own self-care and are typically social. 

They like being involved and fill in their days with activities, but illness can 

change all this. If the preschooler has a good deal of independence in self-care 

and freedom to wander, they expect this to continue when in hospital, and may 

not be happy to be confined to a bed or room. They like familiar rituals and may 

show regression. As stressors increase, the preschooler’s ability to separate 

from the parent decreases. Responses are typically circular, magical, or global, 

and define illness solely by associations with external events or sensory 

phenomenon. The child fails to specify the causal link between an experienced 

event and his/her illness (Perrin, 1981).

School age children are accustomed to periods away from parents.

However, when stressors are added, separation becomes more difficult. The

younger school age child may already have begun to experience separation

anxiety at school. School age children are more relaxed about physical

examinations, but uncomfortable about any type of sexual examination (Slee &

Shute, 2003). They want to know the reasons for tests and ask relevant

questions about their illness. At this age they understand cause and effect, and

so can relate actions to becoming ill. Responses characterized by the naming of
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symptoms, actions, or situations associated with illness or repeating concrete 

rules and common parental prohibitions commonly associated with illness (that 

is, external causes) without evidence of understanding them. The child sees 

himself as a vulnerable victim of illness (Perrin 1981). Children under the age of 

8 are likely to have limited comprehension of illness and may potentially have 

fantasy-based, magical notions of illness that frighten them. It is not until ages 

12 to 14, depending upon individual maturity, that adolescents will fully 

appreciate the direct link between their actions and the underlying factors for 

their illness.

Older children may be more concerned about missing school or friends 

forgetting them. They are concerned with bodily disability and death. 

Adolescents have an ambiguous relationship with parents. While some enjoy 

freedom and independence, others because of the stress want their parents 

near them (Slee & Shute, 2003). Meanwhile, a third group cannot decide what 

they want which is frustrating for parents. Physical appearance is crucial to 

adolescents and may have a major impact. They do not want attention drawn to 

them so they eat the wrong foods and skip medications (Shantz & Hartup,

1992). They give the impression of being unafraid - because they feel it is not 

‘cool’ if they are not in control. They have feelings of being invincible which 

cause them to take risks, and to be noncompliant. They do not see the 

consequences of their actions. Responses reflect a beginning comprehension 

of role as an active host to the illness as well as an agent in causing illness 

(Perrin 1981).

The sense of control is important to the adolescent. If they are given some 

control, endless power struggles can be avoided. Even so they may express 

anger, withdrawal and general uncooperativeness, which may be reduced if 

they are given time to plan as this allows for greater control. Responses are 

characteristically abstract, describing a coherent mechanism operating within 

the body resulting in illness/recovery. Child describes illness in terms of internal 

body organs or systems (Perrin 1981).

Children have a general fear of the unknown. They worry about: Will the 

nurse know when I am hungry or hurting? Why are the nurses wearing masks?

Am I dying? Why are they putting tubes in me? Will the nurse hurt me?
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Cultural beliefs and attitudes also influence how people cope with illness 

and loss and may influence an individual's behaviour and reactions to disability 

or death, as well as the role of families in medical treatment and the nature of 

community support for an illness (Goicoechea-Balbona, 1997). Each of these 

factors is particularly relevant to children where individual, family and social 

values interact to create meaning for illness. Psychological adaptation and 

coping with chronic illness may be mediated by the family's response to an 

infected member so that an understanding of the family's reactions can help to 

address the needs of the individual.

Improving medical and nursing care has extended the lifespan of children 

who suffer from progressive life-threatening illnesses so that children now 

survive for longer periods with complex chronic conditions (Patterson & Geber, 

1991; Sherwen & Boland, 1994a; Thies, 2001). There are various family and 

child factors which affect psychosocial and behavioural aspects of children with 

chronic disease (Perrin, Ayoub & Willett, 1993). Factors found to affect child 

behaviour or adjustment to chronic illness include demographic factors, type 

and severity of disease, visibility of the disability, social and medical factors 

(Pless & Nolan, 1991) and peer relations (Spiritio, DeLawyer & Stark, 1991). An 

examination of children’s psychosocial and behavioural adjustment to physical 

disorders found that chiid characteristics were the variables most strongly 

related to adjustment (Lavigne & Faier-Routman, 1993).

There are broad principles concerning psychosocial outcomes in 

chronically ill children that are similar despite differing disorders. Children with 

HIV disease demonstrate many of the same psychosocial outcomes of children 

with other chronic disease. Perrin (1993) compared children’s psychosocial 

adjustment and found it was different for different diseases, while broad 

similarities in family psychosocial structure are found between families with 

sickle cell disease, cancer and HIV, although individual cluster items are 

different for the three groups (Sherwen, Boland & Gilchrist, 1993). The 

challenge for children infected with HIV can be said to be unique in that the 

infectious status of children with HIV infection interferes with their education, 

their relations with peers, and their sexuality. Living with HIV disease means
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living with stigma, secrecy, social isolation, multiple losses, and sometimes the 
effects of illicit drug use (Lewis et al., 1994).

HIV and children

The medical consequences of HIV are evident in the lives of infected 

children. On-going clinic visits, with the associated blood tests and monitoring, 

impact on the children’s lives. So too do the numerous medications which 

children are required to take daily to maintain their health and prevent an 

exacerbation of their illness. Children, who have experienced severe symptoms, 

understand the realities of the disease. Other children are virtually 

asymptomatic. The clinical manifestations of perinatal HIV cover a wide 

spectrum of disease, similar to the disease in adults. As the infection 

progresses, there is risk of dysfunction or infection in almost every organ 

system (Kaoma & Scott, 1992). In children not treated with antiretroviral 

medication, the first common HIV-related symptoms are oral thrush (38%) and 

lymphadenopathy (36%) (Chotpitayasunondh et al., 1996). By twelve months of 

age, 80% of infected untreated infants had one or more WHO defined infection 

with 18% meeting WHO paediatric AIDS definition (Chotpitayasunondh et al., 

1996).

Major differences between adult and child manifestations of HIV include 

different patterns of malignancy, the rarity of seroconversion illness in children, 

the effects on the development of the child, and primary antibody responses. 

These differences, together with epidemiology, diagnosis, immunological 

response and disease manifestations, make HIV disease in children more 

complicated than in adults. Clinical manifestations of HIV disease that are more 

common in children than adults include neurological disease (Mintz, 1992), 

recurrent severe bacterial infections, lymphoid interstitial pneumonitis (LIP) 

(Connor, Marquis & Oleske, 1991) and parotitis (Scott, 1991).

Apart from the devastating symptoms of HIV disease, there were also the 

effects of the multigenerational nature of HIV on the children. Children with HIV 

infection could experience not only the psychosocial effects of having a terminal 

illness, but may also faced with ill or dying parents. There were for many 

children the psychosocial effects of parents with drug and alcohol problems.

Page 44



CHAPTER THREE HIV AND CHILDREN

Other studies found the effects of HIV on children were anxiety, depression, and 

anticipatory grief and were associated with the child's age at diagnosis, parent's 

HIV status, and parent's relationship with the child (Sherwen & Boland, 1994a; 

Weiner, Riekert, Theut, Steinberg & Pizzo, 1996b).

Children with perinatal HIV experience more subjective distress than their 

uninfected peers because of the many stressors associated with HIV infection 

(Taylor-Brown & Kumetat, 1994; Bose, Moss, Brouwers, Pizzo & Lorion, 1994). 

Such stressors often include the disclosure of HIV infection, social ostracism, 

fear of death, and family conflict (McCubbin & Patterson, 1983; Lavigne & Faier- 

Routman, 1993). Wiener (1996) reported that the stressful experiences of 

children with HIV include the loss of siblings and parents to AIDS, and secrets 

regarding disclosure of their HIV status to others outside the family.

The social context for many children and adolescents with HIV involves 

poverty, a lack of resources and multiple family losses (Sherwen & Boland, 

1994a). These factors may affect adherence to medication regimes, delivery 

and utilization of treatment services, family relationships, bereavement and 

disclosure of illness (Bova, 2001).

As the result of the above factors children with HIV infection may exhibit 

signs of altered coping responses such as lower fighting spirit, higher 

hopelessness, anxious preoccupation, and fatalistic attitude (Bose et al., 1994). 

Poor coping was associated with psychological stress, repression of anger, 

external locus of control, and low social support. Coping with HIV infection is a 

complex phenomenon related to psychological stress, personality factors and 

social support. Coping style is one of several variables that may influence the 

onset of emotional disturbances secondary to HIV infection (Fleishman & Fogel, 

1994; Pakenham, Dadds & Terry, 1994).

Even so, the effects of HIV have been more extensively studied among 

adults than among children and adolescents (Grassi, Righi, Sighinolfi, Makoui,

& Ghinelii, 1998). Many individuals with HIV have a history of negative life 

events, such as abuse, forced disclosure, or, loss of a parent or sibling due to 

AIDS. Children and adolescents living with HIV have to cope with multiple
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conflicts and as a result, some adolescents with HIV report more sexual risk

taking behaviour and conduct or hyperactivity disorders (Hudis, 1995).

Children with HIV also have to cope with the emotional pain related to 

social stigma, isolation and hopelessness, anxiety about their medical 

prognosis, and physical appearance and body image (affected by wasting and 

dermatological conditions) (Lewis et al., 1994). Attempting to cope with HIV

positive sero-status may trigger social withdrawal, depression, loneliness, 

anger, confusion, fear, numbness and guilt (Fanos & Weiner, 1994). Children, in 

particular, may feel that they did something terrible to deserve HIV and thus 

may develop severe feelings of guilt (Stuber, 1990). HIV also affects non- 

infected siblings. Sibling relationships may be damaged by a fear of contagion 

or feelings of resentment towards the ill child. Because of these multiple 

difficulties, siblings of infected children also often experience problems in school 

(Fanos & Weiner, 1994).

Clinical reports from across the United States indicate that substantive 

mental health and behavioural problems in these youth can pose substantial 

barriers to optimizing their health and maximizing adherence to care and 

treatment (Gaughan, Hughes & Oleske, 2004). These problems, including 

emotional and behavioural disorders, psychiatric illness, and sexual and drug 

use risk behaviour, not only are detrimental to the youth, but may place others 

at risk for secondary HIV-transmission.

Although mental health problems such as anxiety, depression, disruptive

behavioural disorders, and social problems have been found in younger HIV-

infected children, ranging from 12-70%,(Havens, Whitaker, Feldman &

Ehrhardt, 1994; Bose et al., 1994; Tardieu et al., 1995) there are no published

studies documenting the rates of psychiatric disorders and substance abuse in

perinatally HIV-infected older children and adolescents. According to either the

caregiver or child report, 55% of youths met criteria for a psychiatric disorder.

The most prevalent diagnoses were anxiety disorders, attention deficit

hyperactivity disorders, conduct disorders, and oppositional defiant disorders

Bose et al., 1994. However, the majority of caregivers and children scored in

the normative range on the symptom questionnaires on emotional and

behavioural functioning. None of the demographic or child health variables or
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measures of caregiver mental health was significantly associated with presence 

of a child psychiatric disorder. There was an association between caregiver 

mental health and child emotional and behavioural functioning (Mellins, Brackis- 

Cott, Dolezal & Abrams, 2006). The study described quality of life as perceived 

by parents and measured by the Child Health Questionnaire (CHQ-28) for a 

convenience sample of 33 HIV-infected children age 5 to 18 years cared for at 

home on complex antiretroviral drug regimens. When compared with normative 

data on healthy U.S. children, parent reports for the HIV-infected children did 

not differ significantly on the following CHQ concepts: role/social related to 

emotional, behavioural or physical problems; bodily pain; behaviour; mental 

health; self-esteem; impact on parental time; family activities; and family 

cohesion. Parents perceived their children to be functioning at a level 

significantly lower than the norm in general health, physical functioning, and 

physical summary. Parental impact-emotional was impressively higher than the 

norm. Differences were independent of gender, primary language, ethnicity 

(Byrne & Honig, 2006).

Studies of Australian children with HIV infection included aspects such as 

the psychological and psychosocial experiences of children (Clement et al., 

1996; Waters, Ziegler, Hampson & McPherson, 1988; Cruickshank, 1993b). 

Other Australian studies showed that children with HIV had feelings of sadness, 

loneliness and anger; difficulty in talking about their feelings, and concerns 

about the future without their parents (Cruickshank, 1992; Cruickshank, 1993c). 

The studies found that issues for HIV-infected parents were difficulties in 

expressing feelings, particularly for men; fears of becoming ill and being 

hospitalised and concerns about the future plans for their children (Clement et 

al., 1996). These studies recommended routine assessments of children and 

their families to detect and manage psychosocial and neuropsychiatric 

consequences of AIDS.

The majority of children born to women with HIV escape HIV infection. The 

children are, however, affected by the family disease. This is true not only in 

Australia but also worldwide and accounts for the large number of ‘AIDS 

orphans’. These children are referred to as ‘affected’ by HIV as opposed to 

‘infected’ with HIV. Although the scope of this study does not extend to the
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examination of issues of the affected children, their issues are considerable.

The psychosocial effects of HIV infection on uninfected children have also been 

well reported. Children of mothers with HIV are at greater risk of psychological 

problems than their peers (Reyland, McMahon, Higgins-D'Alessandro & Luthar, 

2002), but good parent-child relationship can produce better child functioning 

(Bauman, Camacho, Silver, Hudis & Draimin, 2002). Mellins and colleagues 

(1995) found the stress and psychological functioning of HIV infected mothers 

placed their children at high risk for behavioural and language disorders. Older 

children of HIV infected mothers reported that they cared for their mothers 

whether she was symptomatic or not, and worried about her future health 

(Reyland, Higgins-D'Alessandro & McMahon, 2002). Several studies have 

addressed the issue of family and HIV infection (Pequegnat et al., 2001; 

DeMatteo et al., 2002) highlighting the importance of 'family HIV' as a 

framework for health policy and programme development.

HIV and families

The repercussions of HIV can be overwhelming for some families, in that 

several diagnoses may follow the first diagnosis (Bussing & Burket, 1993). This 

has consequences for the emotional toll on family members and affects their 

coping ability (Sherwen et al., 1993). The multigenerational nature of HIV 

disease also predisposes the family to the threat of multiple losses. This tends 

to make family members chronically sad and inhibits decision-making and 

coping skills especially in those instances where family members died before 

the new therapies were available to them (Moneyham, 1999). The factors which 

put family members at risk of HIV can themselves affect the functioning ability of 

the parents, which in turn affects the emotional development of the child. For 

example, factors predisposing adults to HIV such as illicit drug use dispose the 

family to added stressors and, more importantly, are itself a manifestation of 

personal stress. In other circumstances, women from high prevalence countries 

may lack extended family support - both in practical and emotional terms. 

Maternal morbidity and mortality affect the ability to parent the children and may 

subject the children to multiple losses.
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Some families may already be vulnerable to dysfunction before the 

diagnosis of HIV is made. Without extended family support, the family in crisis is 

unable to provide the emotional and even physical needs of its members 

(Santacroce, 2000). The impact of HIV infection on family relationships has 

been described in other countries (Atkins & Amenta, 1991; Corbin & Strauss, 

1991; DeMatteo et al., 2002). Families where injecting drug use is an issue may 

be alienated from extended family support. Practical and psychological issues 

may be exacerbated by previous drug or alcohol addiction, such as 

estrangement from family of origin and lack of community support because of 

fear of contagion or stigma. Reliable friendship support systems may be lacking 

due to the nature of the effects of illicit drug use. Other families may be faced 

with similar consequences of alcoholism. A third of the Australian families in the 

cohort have one or both parents coming from countries where HIV prevalence is 

high, resulting in isolation from extended family support as the extended family 

resides overseas.

The transformation of HIV to a chronic but manageable disease presents 

challenges to families with more than one infected member. With the advent of 
highly active antiretroviral therapy, the prognosis of people with HIV has 

improved. Patients on this treatment regimen can expect some restoration of 

their immune system with a major impact on health. However, this has 

presented new challenges for families where wills had been written, guardians 

appointed for the children, funerals planned and paid for (Lesar & Maldonado, 

1996). The management of advanced HIV infection requires constant 

medication and lifelong monitoring of health. Once HAART is commenced the 

associated problems of continual adherence, side effects and drug-resistance 

become issues for the whole family (Mascolini, 1996; Wainberg, 1996).

Despite the extensive research that has been undertaken on HIV and 

AIDS, issues for families have usually not been raised (DeMatteo et al., 2002) 

with research emphasis on the effects of HIV on the individual and in particular, 

men-who have sex with men (Sherwen et al., 1993; Lesar & Maldonado, 1996; 

Rehm & Franck, 2001).

A few studies have explored the relationship of multiple stresses and

adjustments that must be made by families with HIV infection. In the United
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States, families living with HIV infection mentioned stigma against HIV, 

communicating with health professionals, multiple deaths in the family, poverty 

and drug use as stressful factors (Cohen, 1994). A Canadian study revealed a 

complex web of personal, health and family concerns where the needs of 

children, family finances, disclosure and social challenges were paramount 

(DeMatteo et al., 2002). In Britain, families reported conflicting needs of parent 

and child, parenting issues, developmental issues of the children, and cultural 

implications (Melvin & Sherr, 1993). Other studies have shown that parental 

stress increases with additional care-giving demands by the child. Several 

explanations have been given for the lack of information about the interaction of 

factors that impact on families with HIV.

Parents may be faced with a series of decisions that need to be made in 

light of the new circumstances after diagnosis of HIV. In families, for example, 

where the diagnosis has been made in the context of severe ill health of a 

parent, practical issues such as continuing in full-time employment may not be 

an immediate option, either for the ill parent, or for the other parent who may be 

required to provide care for their spouse and the children. The subsequent loss 

of income might compromise housing and provide a drain on family resources 

at a time of increased expenditure.

Another major stressor for parents lies in ensuring care for their children if 

their own health deteriorates (Taggart, Reidy & Asselin, 1992; Meilins & 

Ehrhardt, 1994; Nagleretal., 1995; Hackl, Somlai, Kelly et al., 1997; Marcenko 

& Samost, 1999; Poindexter & Linsk, 2001; Rehm & Franck, 2001; Dorsey,

Klein & Forehand, 2001). In particular, parents are concerned with separation 

from the children during periods of ill health (Meilins & Ehrhardt, 1994). They 

also worry about general parenting issues (Marcenko & Samost, 1999) and 

behaviour problems in uninfected children (Meilins & Ehrhardt, 1994). Coaxing 

children to take their medications, as well as taking their own medications and 

coping with the physical demands of procuring the medications from several 

different sources, often prove to be a chore to parents with limited energy. 

Depression is a common finding among individuals with HIV as well as carers 

providing for HIV infected persons (Viney, Crooks & Walker, 1989) and may 

further impact on the ability of parents to provide appropriate nurturing.
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The feeling of uncertainty has been reported as an issue for parents from 

the very beginning of the pandemic (Taggart et al., 1992). Uncertainty pervades 

all areas of their lives from the delay in diagnosis for ‘at risk’ infants (Santacroce 

2000) through to planning for the future (Rehm & Franck, 2001).

Disclosure of HIV to children

Parents encounter the dilemma of disclosure soon after diagnosis. The 

three main areas regarding disclosure are disclosure to the child, disclosure to 

extended family and disclosure to the community. Reasons for disclosing to the 

child are the child's right to know, fear the child will learn of the diagnosis from 

someone else, and not wanting family secrets (Lipson, 1994; Weiner, 1996; 

Weiner, Battles, Heilman, Sigelman & Pizzo, 1996a; Nehring, Malm & Lashley, 

2000). Reasons given by parents against disclosure include parents not wishing 

children to know the source of their disease, the inability of the child to 

understand the implications of the disease, fear that the child might 

inadvertently disclose the diagnosis to others. Some parents are concerned that 

the child might blame them when they know the cause of the disease. Some 

parents worry that the child might not be able to cope when they learn that they 

have HIV (Atkins & Amenta, 1991; Weiner et al., 1996a).

Disclosure to the extended family and community is often undertaken with 

fear of rejection (Poindexter & Linsk, 2001) because of the stigma associated 

with risk factors for HIV (Nagler et al., 1995; Centers for Disease Control and 

Prevention 2000; Morbidity and Mortality Weekly Report 2000; Poindexter & 

Linsk, 2001). Unfortunately, the relationship between disclosure of HIV status 

and ability to access services is strong (Morbidity and Mortality Weekly Report 

2000) with those not disclosing not receiving support that might be available to 

them had they disclosed their HIV status. Disclosure can also be seen as a 

trajectory along which the family travels, initially using selective disclosure 

outside the family and disclosing more widely as the need arises (Williams,

1998; Poindexter & Linsk, 2001).

In the absence of disclosure, a heavy responsibility is placed on children 

to be aware of the effects of disclosure. In the case of HIV, children may be 

faced with not only withholding information about their own HIV status but also
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that of a parent from friends and relatives. Thus, HIV interacts with societal 

issues in ways that many other chronic illnesses do not. Children may be 

reluctant to ask questions about issues that are surrounded with tension within 

the family (Joachim & Acorn, 2000). The issue of disclosure for children and 

adolescents with HIV is complex and multi-faceted, interrelated with other 

psychiatric and psychosocial concerns.

HIV infection carries stigma and shame, affecting the family, school, 

community and institutional network of relationships. Stigma and shame lead to 

further ostracism and the child's sense of emotional wellbeing and competence 

can be further impaired. Case reports on disclosure to children of infected 

parents suggest that less secrecy about HIV helps children feel less shame and 

may lead to intimate family relationships (Siege! & Gorey, 1994). However, 

disclosure should take place in a setting where parents and health professionals 

work together. For this reason, family-centred and multidisciplinary approaches 

to care-taking are particularly useful.

Disclosure to children about their own HIV status or that of other family 

members may be delayed because parents do not want children to know the 

source of their disease, or doubt the ability of the child to understand the 

implications of the disease, and fear that the child might inadvertently disclose 

the diagnosis to others. The non-disclosure of such sensitive information adds 

to the distress burden of the children. Leukaemic children who had not been 

officially told of their diagnosis suffered disproportionately from isolation, 

confusion, mistrust and depression (Spinetta & Maloney, 1975). By contrast, 

early disclosure of diagnosis to a child has been found to be associated with 

beneficial patterns of adjustment in affected children and families (Katz & Jay, 

1984). It has been demonstrated clearly that terminally ill children know and in 

certain ways desire to discuss all aspects of their illness and its course 

(Bluebond-Langner, 1978) with improved psychological adjustment in adult 

survivors of childhood cancer (Slavin et al., 1982).

The first major studies on disclosure to children with terminal illness were

undertaken by Bluebond-Langer (1978) who described the experiences of

children with cancer who were not told of their diagnosis. In many cases, the

children and parents used mutual pretence in which both parties knew the child
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was dying of cancer but acted as if they did not. In these cases, the child and 

adult were active participants in concealing and disguising information. 

According to Bluebond-Langer, children and adults understand and adhere to 

the conversational and behavioural rules that help maintain mutual pretence 

about illness and death; for example, they avoid topics such as the children’s 

appearance or future plans, or discuss them only as long as no one becomes 

tearful.

By practising mutual pretence, leukaemic children help protect and sustain 

the child-parent or child-practitioner relationship in the face of serious threats to 

personal and social integrity. When the child reacts in the expected way, the 

parents and health team are allowed to assume the reciprocal role and act 

accordingly, which demonstrates that children not only understand their social 

obligations but also are competent in managing social relations.

An alternative to mutual pretence is open awareness, in which children 

and adults openly acknowledge the inevitability or imminence of death. Parents 

and staff who practised open awareness in their interactions with terminally ill 

children reported feeling good about their honesty.

Coping with the loss of a parent

The effects of maternal chronic illness from other diseases (Rutter, 1966; 

Semmens & Peric, 1996; Murphy et al., 1996; Reyland et al., 2002) as well as 

HIV have been well described. Maternal morbidity impacts on the children: with 

a decline in health, the mother is unable to perform her usual role within the 

family (Bova 2001) which has implications for both the physical and emotional 

needs of the child.

The multigenerational nature of HIV infection means that many infected 

children have lost a parent to HIV disease and some children interviewed for 

this study have lost both parents. The children described feelings of loss and 

some displayed a degree of uncertainty and impermanence about their future. 

When both parents have died, there may be an expectation that all adults die 

early. One child asked his foster parents where he would live when they died. 

The effects on children of maternal death have been well documented (Parisi, 

Ruggiero, Rolon, Rolon & Vergara, 1996; Nagera, 1970; Furman, 1974;
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Kastenbaum, 1977; Wessel, 1983; Brown, Harris & Bifulco, 1986; Sekaer, 1987; 

Bifulco, Brown & Harris, 1987; Nicholas & Abrams, 1992; Christ, Siegel &

Freunf, 1993; Siegel & Gorey, 1994; Semmens & Peric, 1996; Nord, 1996; 

American Academy of Pediatrics Committee on Pediatric AIDS, 1999; Wilfert et 

al., 1999). The response to loss of a parent varies with the cognitive capacity to 

understand the meaning and causes of death. In a study of children’s 

understanding of death, Slaughter and colleagues ( 1999) found that 50% of 5 

year olds, 75% of 6 year olds, and over 80% of seven year olds thought they 

would die. As children grow from ages three to about six years, they begin to 

gain limited understanding of death but do not grasp the finality of death until 

the ages of seven or eight years. Death was perceived as final and inevitable by 

ages 10 and 11 (Siegel & Gorey, 1994). Healthy children’s reasoning about 

HIV/AIDS as an illness follows the same developmental path as their reasoning 

about illness in general (Walsh & Bibace, 1991). However, these studies do not 

tell us about sick children or children with ill parents. Whereas adults eventually 

detach memories and hopes from the dead person children both accept and 

avoid the reality of death (Miller, 1971). Siegal and Freund ( 1994) argued that 

children attempt to keep a parent ‘alive’ in their minds by denying the 
overwhelming loss.

When HIV diagnosis is accompanied by the death of a parent, the 

surviving parent may have little understanding of how to support the children. 

Children’s mourning tends to be more intermittent than that of adults in that 

children are more limited in their capacity to confront and manage the emotional 

impact of loss. Children may be sad and weepy but later act as if nothing has 

happened. Parents may interpret these responses as the children being over 

the death. Wolfenstein ( 1966) refers to this phenomenon as ‘short sadness 

span’ and suggests that it would be inaccurate to assume that the child does 

not felt the same pain and hurt or grief. The young child cannot sustain sadness 

to the same extent as an adult (Wolfenstein, 1966). Children and adolescents 

with HIV have to cope with their own mortality but also often have loved ones 

with HIV or AIDS (Roth, Siegal & Black, 1994). Children and adolescents who 

have recently lost a family member may have symptoms of depression, suicide, 

and somatisation and conduct disturbance in addition to poor academic
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performance and low self-esteem (Rotheram-Borus, Draimin, Reid & Murphy, 

1997). These symptoms exist in part because the children and adolescents may 

not have the support of their grieving or ill parents (Fanos & Weiner, 1994).

Bereavement is made more difficult due to social stigmas. Grief, which 

cannot be expressed due to fears of stigmatisation or ostracism, has been 

termed disenfranchised grief and may worsen the symptoms of mourning 

(Fanos & Gorey, 1994). Parents and children may also experience 

disenfranchised grief, where because of stigma, bereavement cannot be openly 

acknowledged (Doka, 1989). Unexpressed grief may worsen the symptoms of 

mourning (Siegel & Gorey, 1994) and may deprive family members of the usual 

social supports.

In addition, mourners may be deprived of the usual buffering social 

supports because of fear of stigmatisation. Mourners may not tell acquaintances 

or work colleagues of a death because they will need to explain the 

circumstances around the FllV-related death, which may lead to modifying 

details in case the cause becomes known. The secrecy surrounding the death 

of a parent due to AIDS may lead the children to believe that the death was 

shameful. Ostracism or taunting by family and classmates may exacerbate the 

shame and impair a child's sense of emotional well-being, social competence 

and achievement (Fanos & Gorey, 1994).

Perinatal HIV today

Before the breakthrough in antiretroviral treatments, the disease was a 

terminal illness that inevitably developed into the acquired immunodeficiency 

syndrome (AIDS). This scenario is still the case for many worldwide who live 

without access to the treatments. As the majority of Australian children with HIV 

infection were born before 1996, they have lived through both phases of HIV 

disease, and therefore have experienced the deleterious effects of HIV infection 

such as severe ill health or the death of a parent. Many children have been 

severely emotionally affected by their experience. They may have encountered 

severe ill health. Several of the children have lost a parent to the disease while 

some children have lost both parents. A few children have been in the
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unfortunate position of enduring severe ill health as well as losing a parent or 

parents to an AIDS-related illness.

The first historical stage occurred before the development of the two 

classes of antiretroviral medications: non nucleoside reverse transcriptase 

inhibitors (NNRTI) and protease inhibitors (PI). Taken in combination, these 

medications revolutionised the morbidity associated with HIV infection. During 

the second historical stage of the epidemic, which occurred after the availability 

of the two classes of antiretroviral medication, stigma and discrimination have 

lessened to some extent.

The first of the antiretroviral mediations used in the treatment of HIV was 

zidovudine (commonly known as AZT), a nucleoside analogue reverse 

transcriptase inhibitor (NRTI), developed during the mid 1980s. AZT offered 

some benefit for a limited period in boosting immune responses to the virus, 

thus delaying symptoms. The second half of the 1990s saw many advances in 

the medical treatment of HIV.

For those infected with HIV and with access to the new treatments the 

ramifications were enormous as their lives changed dramatically. Immune 

systems were reconstructed; the slide to AIDS was averted; the death rate was 

frozen; infected people who had given up paid employment returned to work; 

children returned to school full-time and now had a chance of surviving into 

adulthood. While there was still no cure, HIV had truly become a chronic illness. 

The nature of treatment for HIV is complex in terms of medications, their side 

effects and the adherence regimes necessary to avoid resistance to the 

antiretroviral treatments. The course of the illness varies and changes over time 

and requires monitoring of symptoms and pathology results. The dynamic and 

often uncertain nature of illness places additional strain on family members 

where several are infected with the disease. The availability of highly active 

antiretroviral treatment (HAART) has meant reconstitution of the immune 

system with health restored or maintained. Infected children are now faced with 

new, often unexpected challenges (Lewis et al., 1994). Most children living with 

HIV infection today are well, attend school and may even look forward to 

becoming parents themselves.
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Despite the medical and nursing advances, there are still many 

consequences of HIV disease for Australian children and their families. The 

complexity of perinatal HIV infection continues even today despite the advances 

in treatment. With the advent of antiretroviral therapy, large numbers of children 

with perinatal human immunodeficiency virus (HIV) infection are reaching 

adolescence. For example, 54% of children who were still living with perinatal 

HIV infection in New York City were 13 years or older (New York City 

Department of Health and Mental Hygiene, 2005).

Currently, there is no cure for HIV. Protease inhibitor-containing regimens 

have led to improved survival among HIV-infected children. The treatment of 

HIV infection with antiretroviral medications prevents progression of the disease 

and lowers the infectivity from person to person, but it is expensive, and it is 

complex in terms of resistance and side effects. It also requires strict adherence 

to the regimen, lifelong medication and monitoring. However, adverse effects 

with antiretroviral drugs in HIV-infected children are quite common (Shah, 2006) 

including dyslipidaemia, which may put children at risk for cardiovascular 

disease (Carter et al., 2006). Although overall death rates remain low from HIV, 

the proportion of deaths attributable to non-AIDS diseases increased and 

prominently included hepatic, cardiovascular, and pulmonary diseases, as well 

as non-AIDS malignancies (Palella et al., 2006). On the other hand there are 

downward trends in hospitalization rates and multiple hospitalisations (Bertolli et 

al., 2006).

Given the dynamic nature of HIV infection, family and child coping abilities 

and responses to circumstances, it is essential to continuously review and 

adapt clinical practice. Over the past six years, because of improvement in 

treatment, HIV infection has evolved from a terminal disease into a chronic, 

manageable but not curable disease. Advances in medical treatment, most 

notably since 1997, have meant that HIV disease can be viewed in two 

historical stages. These two distinct historical stages of HIV disease are also 

reflected in the literature of the two periods. Although there are many issues 

common to both periods such as living with a stigmatised disease, the literature 

and research conducted pre 1996 tends to be concerned with the acute phase 

of HIV infection and AIDS where symptomatology, grief and loss were eminent.
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Literature and research from the second period tends to focus on challenges 

inherent in living with a chronic illness, the most evident being adherence to 

lifelong medication.

Prevention of HIV disease has in the main focused on behavioural 

strategies through modification of high-risk behaviours (Siegel & Gorey, 1994). 

However perinatal transmission has decreased in areas where prenatal testing 

is available (Moore & Demasio, 2006) and women are encouraged to participate 

in strategies to prevent transmission to their infant. HIV becomes detectable at 

about one week of age in non breast fed infants (Tournoud & Ecochard, 2006).

There are improved outcomes among vertically infected infants with 

antiretroviral exposure (Berk et al., 2006). Although a longer in utero zidovudine 

exposure may have had a negative impact on birth weight, the magnitude of this 

effect was small and faded over time (Demasio & Moore, 2006).

Gaps in the research

The complexities of HIV infection are compounded for families affected by 

the disease where several family members are infected. HIV infection is a 

particularly challenging disease when it affects children and their families as it 

has the potential to extinguish whole families, placing an infected family under 

extreme stress. The multigenerational impact of the disease, where several 

family members are infected and where multiple losses may have occurred as a 

result, severely affects the family’s ability to cope with existing problems (Lewis 

et al., 1994).

Families with HiV are more likely to experience a series of unpredictable 

medical and social stresses (Poindexter & Linsk, 2001) and are likely to be 

more stressed and anxious than other families with chronic illness (Atkins & 

Amenta, 1991). The stress and anxiety reflects on the care-giving ability of the 

family (Lesar & Maldonado, 1996). In the United States, infected women have 

been described as isolated, unsupported (Chung & McGraw, 1992), powerless 

and (Weiner, Moss, Davidson & Fair, 1992; Weiner, Riekert, Steinberg & Pizzo, 

1995), primarily because of their status as women and the fact that the majority 

of HIV-infected women are of colour and poor, leading to their further 

devaluation. Ward (1993) asserted that, for poor women, HIV/AIDS is but
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another life-threatening disease that parallels other poverty-related health 

conditions. Maternal HIV infection, then, superimposes a host of additional 

stresses on already difficult life circumstances (Dorsey et al., 2001).

There have been few interpretative research studies that have examined 

the experiences of children with chronic illness. Some studies have interviewed 

older children and young adults (Rosina, Crisp & Steinbeck, 2003) while others 

have examined the impact of the illness on the children through interviews with 

both parents and their children (Sartain, Clarke & Heyman, 2000; Truby & 

Paxton, 2001; Buford, 2004). The majority of research undertaken on the effect 

of illness in children has been with parents alone (Faux, 1988; Deatrick & Faux, 

1991). This is not to diminish the experience of parents in any way, but to 

recognise that the story from the child’s point of view may be somewhat 

different (Baumann, 1996; Bricher, 1999).

Over the past twenty years, research has illustrated the consequences of 

HIV disease to the individual. In contrast, the study of the family has been 

somewhat less well studied. For each person infected with HIV there is also an 

affected family. This is especially so for children for whom the family is the 

provider of care and nurturing. Several explanations have been given for the 

lack of information about interaction of factors that impact on families with HIV

One of the challenges for clinicians is to provide children with perinatal

HIV infection with the services they require given the many issues that confront

the children and their families as a result of the disease. In attempting to take up

the challenge in this thesis through the integration of knowledge, research and

practice, a major gap was identified: there is little research that focuses on the

cumulative issues that impact on the child with perinatal HIV infection. Previous

overseas studies of children with HIV infection have tended to focus on just one

aspect of the effects of HIV disease in children. These studies, while

informative, only present a partial picture of the effects of perinatal HIV. The

psychosocial experiences of children with HIV have been investigated (Sherwen

& Boland, 1994a; Weiner et al., 1996b). Also reported have been the treatment

aspects of the disease (Santacroce, Deatrick, Ledlie & SW, 2002), issues

surrounding disclosure (Cohen, Nehring, Malm & Harris, 1995; Weiner, 1996;

Weiner et al., 1996b; Armistead, Tannenbaum, Forehand, Morse & Morse,
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2001) and the psychosocial effects of HIV on uninfected, but affected children 

(Bauman, Draimin, Hudis et al., 2000; Reyland et al., 2002). Several studies 

have addressed the issue of family and HIV (Pequegnat et al., 2001; DeMatteo 

et al., 2002).

Along with numerous epidemiological reports, there have been some 

studies of Australian children with HIV. These include aspects such as the 

psychosocial experiences of children (Clement et al., 1996; Waters et al., 1988; 

Cruickshank, 1993b); multigenerational nature of HIV (Cruickshank 1992; 

Cruickshank, 1993c), integration of HIV-positive children into schools (Clement, 

Ziegler & Cruickshank, 1996; Cruickshank, 1993a; Clement & Cruickshank,

1995) , costs of caring for children with perinatal HIV infection (Carlin et al.,

1996) and more recently a study on adherence to HAART (Goode et al., 2001) 

have been reported. These studies have also tended to focus on just one 

aspect of the disease.

Research on the family implications of HIV infections primarily has focused 

on describing psychosocial ramifications of infection (Hakizimana, 1996; Drotar, 

Agle, Eckl & Thompson, 1995); medical, psychological, and developmental 

needs of family members (Kunzel, Kind & Pediatric AIDS Group Switzerland, 

1992); identifying stresses and coping resources (Meilins & Ehrhardt, 1993); 

and identifying specific psychosocial coping strategies employed by parents 

(Marcenko & Samost, 1999). Also reported have been the treatment aspects of 

the disease in which social influences have been found to impact on mothers' 

beliefs and actions in treating their HIV-infected children (Santacroce et al.,

2002) . More recently an Australian study on adherence to HIV treatments 

(Goode et al., 2001) reported higher levels of adherence in children than in their 

parents.

Many questions remain unanswered: What are the family circumstances of 

children with HIV infection? How do family members provide support to each 

other when family resources are limited? How do families gain social support 

when there is ambivalence about disclosure? How and why do families decide 

to disclose their HIV status?
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By understanding the family circumstances and family context of HIV, we 

can attempt to understand the difficulties encountered by children with HIV in 

their effort to achieve the necessary support for growth and development. This 

component of the research is based on participants’ subjective accounts of their 

experiences in the social context of parenting a child with HIV infection.

Summary

This chapter provides a background to HIV infection so that the following 

chapters on paediatric HIV in Australia can be viewed in context. While there 

are some fundamental differences in the epidemic between regions regarding 

who is at risk of acquiring the disease, there are many clinical and social 

similarities among those infected. Through our understanding of worldwide 

patterns of HIV prevalence, the risk factors for HIV and some of the successful 

health and public policy prevention measures, we can better understand the 

picture of the epidemic in Australia. No matter where people with HIV reside 

there are some common social effects that impact on those infected. These 

factors include, but. are not limited to, stigma, discrimination and 

multigenerational effects of HIV that impinge on the ability of infected families to 

provide adequately for their children. The very nature of perinatal HIV, that is, 

the multigenerational nature of the disease, adds to stress on the family which 

is likely to consist of several infected members. All infected families need 

assistance to cope with multiple family HIV infection. However, services may 

not be available, as in low-income countries, or the family may be initially 

reluctant to avail themselves of the services for fear of discrimination. Parents in 

all countries face the fear of stigma which may result in a decision not to 

disclose their HIV status, even at times not to disclose the nature of the child’s 

illness to the child. These decisions can have additional implications for the 

child.

In order to study the implications for children and their families that were 

highlighted in this chapter, chapter 4 examines a theoretical approach.
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research of children with chronic conditions and their families (Katz & Jay, 

1984;Slavin, O'Malley & Koocher, 1982).

In Australia, the mortality of children aged under 5 years fell from 2604 per 

100 000 in males and from 2214 per 100 000 in females in 1907 to 137 and 

111, respectively in 1998 (Stanley 2001). The lives of premature infants have 

been saved by sophisticated and expensive medical treatments and technology 

(Darlow et al., 2003). However, the impact of medical technology on population 

data relating to childhood disability is not well documented. Survival rates for 

infants born prematurely have improved during the past decade, despite 

minimal advances in optimizing neuro-developmental outcomes (Blair & Shean, 

1996). Although population data on disability in childhood in Australia are not 

readily available, changes suggest increases in both the incidence and 

prevalence of several impairments across the range of severity (Stanley, 2004). 

Increases are clearly related to the survival of high-risk newborns and to 

children with established disability (Blair & Shean, 1996).

Patients and their families have day-to-day responsibility for care 

becoming the leading experts on their own symptoms, for managing symptoms 

and function, and on administering therapy (Gifford & Groessl, 2002). Chronic 

illnesses, such as asthma and diabetes have no known cures but can be 

managed medically. They are typically characterized by a variable course 

marked by periods of acute crisis. These illnesses require the person to 

accommodate physical changes, frequent medical visits, daily medical 

regimens, and to prepare for recurring acute medical emergencies (Eiser, 1990; 

Perrin & Thyen U, 1999).

Perinatal HIV infection is a poignant example of how advances in medical 

and nursing technology have greatly increased the survival rates of children 

(Rehm & Franck, 2001). Perinatal HIV disease parallels other chronic illnesses 

in that medical advances are facilitating treatment, and many children infected 

early in life are living through school age and into adolescence (Lewis, Haiken & 

Hoyt, 1994).
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Experience of illness by children

The task of the infant and toddler is autonomy (Slee & Shute, 2003). 

Control is a major issue with this group. The toddler loves to explore his 

environment using all his senses. At the same time, the toddler needs rituals 

and routine. These provide reassurance and stability. Hospitalisation may 

severely restrict the toddler. They may feel confined to their cot, not allowed to 

run through the corridors. Their bed and bath time rituals may be missing. They 

may react with frustration and temper tantrums as their sense of control and 

autonomy are weakened.

Although preschoolers and young school age children experience 

separation anxiety, it is most significant in infants and toddlers (Slee & Shute,

2003). Separation from the primary caregiver is the most potent stressor in a 

child in this age group. In the preschooler separation anxiety is less severe than 

in the infant and toddler; although preschoolers may spend some time away 

from their parents, illness may provide a stressor that makes separation more 

difficult. School age children control their own self-care and are typically social. 

They like being involved and fill in their days with activities, but illness can 

change all this. If the preschooler has a good deal of independence in self-care 

and freedom to wander, they expect this to continue when in hospital, and may 

not be happy to be confined to a bed or room. They like familiar rituals and may 

show regression. As stressors increase, the preschooler’s ability to separate 

from the parent decreases. Responses are typically circular, magical, or global, 

and define illness solely by associations with external events or sensory 

phenomenon. The child fails to specify the causal link between an experienced 

event and his/her illness (Perrin, 1981).

School age children are accustomed to periods away from parents.

However, when stressors are added, separation becomes more difficult. The

younger school age child may already have begun to experience separation

anxiety at school. School age children are more relaxed about physical

examinations, but uncomfortable about any type of sexual examination (Slee &

Shute, 2003). They want to know the reasons for tests and ask relevant

questions about their illness. At this age they understand cause and effect, and

so can relate actions to becoming ill. Responses characterized by the naming of
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symptoms, actions, or situations associated with illness or repeating concrete 

rules and common parental prohibitions commonly associated with illness (that 

is, external causes) without evidence of understanding them. The child sees 

himself as a vulnerable victim of illness (Perrin 1981). Children under the age of 

8 are likely to have limited comprehension of illness and may potentially have 

fantasy-based, magical notions of illness that frighten them. It is not until ages 

12 to 14, depending upon individual maturity, that adolescents will fully 

appreciate the direct link between their actions and the underlying factors for 

their illness.

Older children may be more concerned about missing school or friends 

forgetting them. They are concerned with bodily disability and death. 

Adolescents have an ambiguous relationship with parents. While some enjoy 

freedom and independence, others because of the stress want their parents 

near them (Slee & Shute, 2003). Meanwhile, a third group cannot decide what 

they want which is frustrating for parents. Physical appearance is crucial to 

adolescents and may have a major impact. They do not want attention drawn to 

them so they eat the wrong foods and skip medications (Shantz & Hartup,

1992). They give the impression of being unafraid - because they feel it is not 

‘cool’ if they are not in control. They have feelings of being invincible which 

cause them to take risks, and to be noncompliant. They do not see the 

consequences of their actions. Responses reflect a beginning comprehension 

of role as an active host to the illness as well as an agent in causing illness 

(Perrin 1981).

The sense of control is important to the adolescent. If they are given some 

control, endless power struggles can be avoided. Even so they may express 

anger, withdrawal and general uncooperativeness, which may be reduced if 

they are given time to plan as this allows for greater control. Responses are 

characteristically abstract, describing a coherent mechanism operating within 

the body resulting in illness/recovery. Child describes illness in terms of internal 

body organs or systems (Perrin 1981).

Children have a general fear of the unknown. They worry about: Will the 

nurse know when I am hungry or hurting? Why are the nurses wearing masks?

Am I dying? Why are they putting tubes in me? Will the nurse hurt me?
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Cultural beliefs and attitudes also influence how people cope with illness 

and loss and may influence an individual's behaviour and reactions to disability 

or death, as well as the role of families in medical treatment and the nature of 

community support for an illness (Goicoechea-Balbona, 1997). Each of these 

factors is particularly relevant to children where individual, family and social 

values interact to create meaning for illness. Psychological adaptation and 

coping with chronic illness may be mediated by the family's response to an 

infected member so that an understanding of the family's reactions can help to 

address the needs of the individual.

Improving medical and nursing care has extended the lifespan of children 

who suffer from progressive life-threatening illnesses so that children now 

survive for longer periods with complex chronic conditions (Patterson & Geber, 

1991; Sherwen & Boland, 1994a; Thies, 2001). There are various family and 

child factors which affect psychosocial and behavioural aspects of children with 

chronic disease (Perrin, Ayoub & Willett, 1993). Factors found to affect child 

behaviour or adjustment to chronic illness include demographic factors, type 

and severity of disease, visibility of the disability, social and medical factors 

(Pless & Nolan, 1991) and peer relations (Spiritio, DeLawyer & Stark, 1991). An 

examination of children’s psychosocial and behavioural adjustment to physical 

disorders found that child characteristics were the variables most strongly 

related to adjustment (Lavigne & Faier-Routman, 1993).

There are broad principles concerning psychosocial outcomes in 

chronically ill children that are similar despite differing disorders. Children with 

HIV disease demonstrate many of the same psychosocial outcomes of children 

with other chronic disease. Perrin (1993) compared children’s psychosocial 

adjustment and found it was different for different diseases, while broad 

similarities in family psychosocial structure are found between families with 

sickle cell disease, cancer and HIV, although individual cluster items are 

different for the three groups (Sherwen, Boland & Gilchrist, 1993). The 

challenge for children infected with HIV can be said to be unique in that the 

infectious status of children with HIV infection interferes with their education, 

their relations with peers, and their sexuality. Living with HIV disease means
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living with stigma, secrecy, social isolation, multiple losses, and sometimes the 

effects of illicit drug use (Lewis et al., 1994).

HIV and children

The medical consequences of HIV are evident in the lives of infected 

children. On-going clinic visits, with the associated blood tests and monitoring, 

impact on the children’s lives. So too do the numerous medications which 

children are required to take daily to maintain their health and prevent an 

exacerbation of their illness. Children, who have experienced severe symptoms, 

understand the realities of the disease. Other children are virtually 

asymptomatic. The clinical manifestations of perinatal HIV cover a wide 

spectrum of disease, similar to the disease in adults. As the infection 

progresses, there is risk of dysfunction or infection in almost every organ 

system (Kaoma & Scott, 1992). In children not treated with antiretroviral 

medication, the first common HIV-related symptoms are oral thrush (38%) and 

lymphadenopathy (36%) (Chotpitayasunondh et al., 1996). By twelve months of 

age, 80% of infected untreated infants had one or more WHO defined infection 

with 18% meeting WHO paediatric AIDS definition (Chotpitayasunondh et al., 

1996).

Major differences between adult and child manifestations of HIV include 

different patterns of malignancy, the rarity of seroconversion illness in children, 

the effects on the development of the child, and primary antibody responses. 

These differences, together with epidemiology, diagnosis, immunological 

response and disease manifestations, make HIV disease in children more 

complicated than in adults. Clinical manifestations of HIV disease that are more 

common in children than adults include neurological disease (Mintz, 1992), 

recurrent severe bacterial infections, lymphoid interstitial pneumonitis (LIP) 

(Connor, Marquis & Oleske, 1991) and parotitis (Scott, 1991).

Apart from the devastating symptoms of HIV disease, there were also the 

effects of the multigenerational nature of HIV on the children. Children with HIV 

infection could experience not only the psychosocial effects of having a terminal 

illness, but may also faced with ill or dying parents. There were for many 

children the psychosocial effects of parents with drug and alcohol problems.
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Other studies found the effects of HIV on children were anxiety, depression, and 

anticipatory grief and were associated with the child's age at diagnosis, parent's 

HIV status, and parent's relationship with the child (Sherwen & Boland, 1994a; 

Weiner, Riekert, Theut, Steinberg & Pizzo, 1996b).

Children with perinatal HIV experience more subjective distress than their 

uninfected peers because of the many stressors associated with HIV infection 

(Taylor-Brown & Kumetat, 1994; Bose, Moss, Brouwers, Pizzo & Lorion, 1994). 

Such stressors often include the disclosure of HIV infection, social ostracism, 

fear of death, and family conflict (McCubbin & Patterson, 1983; Lavigne & Faier- 

Routman, 1993). Wiener (1996) reported that the stressful experiences of 

children with HIV include the loss of siblings and parents to AIDS, and secrets 

regarding disclosure of their HIV status to others outside the family.

The social context for many children and adolescents with HIV involves 

poverty, a lack of resources and multiple family losses (Sherwen & Boland, 

1994a). These factors may affect adherence to medication regimes, delivery 

and utilization of treatment services, family relationships, bereavement and 

disclosure of illness (Bova, 2001).

As the result of the above factors children with HIV infection may exhibit 

signs of altered coping responses such as lower fighting spirit, higher 

hopelessness, anxious preoccupation, and fatalistic attitude (Bose et al., 1994). 

Poor coping was associated with psychological stress, repression of anger, 

external locus of control, and low social support. Coping with HIV infection is a 

complex phenomenon related to psychological stress, personality factors and 

social support. Coping style is one of several variables that may influence the 

onset of emotional disturbances secondary to HIV infection (Fleishman & Fogel, 

1994; Pakenham, Dadds & Terry, 1994).

Even so, the effects of HIV have been more extensively studied among 

adults than among children and adolescents (Grassi, Righi, Sighinolfi, Makoui,

& Ghinelli, 1998). Many individuals with HIV have a history of negative life 

events, such as abuse, forced disclosure, or, loss of a parent or sibling due to 

AIDS. Children and adolescents living with HIV have to cope with multiple
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conflicts and as a result, some adolescents with HIV report more sexual risk

taking behaviour and conduct or hyperactivity disorders (Hudis, 1995).

Children with HIV also have to cope with the emotional pain related to 

social stigma, isolation and hopelessness, anxiety about their medical 

prognosis, and physical appearance and body image (affected by wasting and 

dermatological conditions) (Lewis et al., 1994). Attempting to cope with HIV

positive sero-status may trigger social withdrawal, depression, loneliness, 

anger, confusion, fear, numbness and guilt (Fanos & Weiner, 1994). Children, in 

particular, may feel that they did something terrible to deserve HIV and thus 

may develop severe feelings of guilt (Stuber, 1990). HIV also affects non- 

infected siblings. Sibling relationships may be damaged by a fear of contagion 

or feelings of resentment towards the ill child. Because of these multiple 

difficulties, siblings of infected children also often experience problems in school 

(Fanos & Weiner, 1994).

Clinical reports from across the United States indicate that substantive 

mental health and behavioural problems in these youth can pose substantial 

barriers to optimizing their health and maximizing adherence to care and 

treatment (Gaughan, Hughes & Oleske, 2004). These problems, including 

emotional and behavioural disorders, psychiatric illness, and sexual and drug 

use risk behaviour, not only are detrimental to the youth, but may place others 

at risk for secondary HIV-transmission.

Although mental health problems such as anxiety, depression, disruptive

behavioural disorders, and social problems have been found in younger HIV-

infected children, ranging from 12-70%,(Havens, Whitaker, Feldman &

Ehrhardt, 1994; Bose et al., 1994; Tardieu et al., 1995) there are no published

studies documenting the rates of psychiatric disorders and substance abuse in

perinataliy HiV-infected older children and adolescents. According to either the

caregiver or child report, 55% of youths met criteria for a psychiatric disorder.

The most prevalent diagnoses were anxiety disorders, attention deficit

hyperactivity disorders, conduct disorders, and oppositional defiant disorders

Bose et al., 1994. However, the majority of caregivers and children scored in

the normative range on the symptom questionnaires on emotional and

behavioural functioning. None of the demographic or child health variables or
Page 46



CHAPTER THREE HIV AND CHILDREN

measures of caregiver mental health was significantly associated with presence 

of a child psychiatric disorder. There was an association between caregiver 

mental health and child emotional and behavioural functioning (Mellins, Brackis- 

Cott, Dolezal & Abrams, 2006). The study described quality of life as perceived 

by parents and measured by the Child Health Questionnaire (CHQ-28) for a 

convenience sample of 33 HIV-infected children age 5 to 18 years cared for at 

home on complex antiretroviral drug regimens. When compared with normative 

data on healthy U.S. children, parent reports for the HIV-infected children did 

not differ significantly on the following CHQ concepts: role/social related to 

emotional, behavioural or physical problems; bodily pain; behaviour; mental 

health; self-esteem; impact on parental time; family activities; and family 

cohesion. Parents perceived their children to be functioning at a level 

significantly lower than the norm in general health, physical functioning, and 

physical summary. Parental impact-emotional was impressively higher than the 

norm. Differences were independent of gender, primary language, ethnicity 

(Byrne & Honig, 2006).

Studies of Australian children with HIV infection included aspects such as 

the psychological and psychosocial experiences of children (Clement et al., 

1996; Waters, Ziegler, Hampson & McPherson, 1988; Cruickshank, 1993b). 

Other Australian studies showed that children with HIV had feelings of sadness, 

loneliness and anger; difficulty in talking about their feelings, and concerns 

about the future without their parents (Cruickshank, 1992; Cruickshank, 1993c). 

The studies found that issues for HIV-infected parents were difficulties in 

expressing feelings, particularly for men; fears of becoming ill and being 

hospitalised and concerns about the future plans for their children (Clement et 

al., 1996). These studies recommended routine assessments of children and 

their families to detect and manage psychosocial and neuropsychiatric 

consequences of AIDS.

The majority of children born to women with HIV escape HIV infection. The 

children are, however, affected by the family disease. This is true not only in 

Australia but also worldwide and accounts for the large number of ‘AIDS 

orphans’. These children are referred to as ‘affected’ by HIV as opposed to 

‘infected’ with HIV. Although the scope of this study does not extend to the
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examination of issues of the affected children, their issues are considerable.

The psychosocial effects of HIV infection on uninfected children have also been 

well reported. Children of mothers with HIV are at greater risk of psychological 

problems than their peers (Reyland, McMahon, Higgins-D'Alessandro & Luthar, 

2002), but good parent-child relationship can produce better child functioning 

(Bauman, Camacho, Silver, Hudis & Draimin, 2002). Mellins and colleagues 

(1995) found the stress and psychological functioning of HIV infected mothers 

placed their children at high risk for behavioural and language disorders. Older 

children of HIV infected mothers reported that they cared for their mothers 

whether she was symptomatic or not, and worried about her future health 

(Reyland, Higgins-D'Alessandro & McMahon, 2002). Several studies have 

addressed the issue of family and HIV infection (Pequegnat et al., 2001; 

DeMatteo et al., 2002) highlighting the importance of 'family HIV' as a 

framework for health policy and programme development.

HIV and families

The repercussions of HIV can be overwhelming for some families, in that 

several diagnoses may follow the first diagnosis (Bussing & Burket, 1993). This 

has consequences for the emotional toll on family members and affects their 

coping ability (Sherwen et al., 1993). The multigenerational nature of HIV 

disease also predisposes the family to the threat of multiple losses. This tends 

to make family members chronically sad and inhibits decision-making and 

coping skills especially in those instances where family members died before 

the new therapies were available to them (Moneyham, 1999). The factors which 

put family members at risk of HIV can themselves affect the functioning ability of 

the parents, which in turn affects the emotional development of the child. For 

example, factors predisposing adults to HIV such as illicit drug use dispose the 

family to added stressors and, more importantly, are itself a manifestation of 

personal stress. In other circumstances, women from high prevalence countries 

may lack extended family support - both in practical and emotional terms. 

Maternal morbidity and mortality affect the ability to parent the children and may 

subject the children to multiple losses.
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Some families may already be vulnerable to dysfunction before the 

diagnosis of HIV is made. Without extended family support, the family in crisis is 

unable to provide the emotional and even physical needs of its members 

(Santacroce, 2000). The impact of HIV infection on family relationships has 

been described in other countries (Atkins & Amenta, 1991; Corbin & Strauss, 

1991; DeMatteo et al., 2002). Families where injecting drug use is an issue may 

be alienated from extended family support. Practical and psychological issues 

may be exacerbated by previous drug or alcohol addiction, such as 

estrangement from family of origin and lack of community support because of 

fear of contagion or stigma. Reliable friendship support systems may be lacking 

due to the nature of the effects of illicit drug use. Other families may be faced 

with similar consequences of alcoholism. A third of the Australian families in the 

cohort have one or both parents coming from countries where HIV prevalence is 

high, resulting in isolation from extended family support as the extended family 

resides overseas.

The transformation of HIV to a chronic but manageable disease presents 

challenges to families with more than one infected member. With the advent of 

highly active antiretroviral therapy, the prognosis of people with HIV has 

improved. Patients on this treatment regimen can expect some restoration of 

their immune system with a major impact on health. However, this has 

presented new challenges for families where wills had been written, guardians 

appointed for the children, funerals planned and paid for (Lesar & Maldonado, 

1996). The management of advanced HIV infection requires constant 

medication and lifelong monitoring of health. Once HAART is commenced the 

associated problems of continual adherence, side effects and drug-resistance 

become issues for the whole family (Mascolini, 1996; Wainberg, 1996).

Despite the extensive research that has been undertaken on HIV and 

AIDS, issues for families have usually not been raised (DeMatteo et al., 2002) 

with research emphasis on the effects of HIV on the individual and in particular, 

men-who have sex with men (Sherwen et al., 1993; Lesar & Maldonado, 1996; 

Rehm & Franck, 2001).

A few studies have explored the relationship of multiple stresses and

adjustments that must be made by families with HIV infection. In the United
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States, families living with HIV infection mentioned stigma against HIV, 

communicating with health professionals, multiple deaths in the family, poverty 

and drug use as stressful factors (Cohen, 1994). A Canadian study revealed a 

complex web of personal, health and family concerns where the needs of 

children, family finances, disclosure and social challenges were paramount 

(DeMatteo et al., 2002). In Britain, families reported conflicting needs of parent 

and child, parenting issues, developmental issues of the children, and cultural 

implications (Melvin & Sherr, 1993). Other studies have shown that parental 

stress increases with additional care-giving demands by the child. Several 

explanations have been given for the lack of information about the interaction of 

factors that impact on families with HIV.

Parents may be faced with a series of decisions that need to be made in 

light of the new circumstances after diagnosis of HIV. In families, for example, 

where the diagnosis has been made in the context of severe ill health of a 

parent, practical issues such as continuing in full-time employment may not be 

an immediate option, either for the ill parent, or for the other parent who may be 

required to provide care for their spouse and the children. The subsequent loss 

of income might compromise housing and provide a drain on family resources 

at a time of increased expenditure.

Another major stressor for parents lies in ensuring care for their children if 

their own health deteriorates (Taggart, Reidy & Asselin, 1992; Mellins & 

Ehrhardt, 1994; Nagleret al., 1995; Hackl, Somlai, Kelly et al., 1997; Marcenko 

& Samost, 1999; Poindexter & Linsk, 2001; Rehm & Franck, 2001; Dorsey,

Klein & Forehand, 2001). In particular, parents are concerned with separation 

from the children during periods of ill health (Mellins & Ehrhardt, 1994). They 

also worry about general parenting issues (Marcenko & Samost, 1999) and 

behaviour problems in uninfected children (Mellins & Ehrhardt, 1994). Coaxing 

children to take their medications, as well as taking their own medications and 

coping with the physical demands of procuring the medications from several 

different sources, often prove to be a chore to parents with limited energy. 

Depression is a common finding among individuals with HIV as well as carers 

providing for HIV infected persons (Viney, Crooks & Walker, 1989) and may 

further impact on the ability of parents to provide appropriate nurturing.
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The feeling of uncertainty has been reported as an issue for parents from 

the very beginning of the pandemic (Taggart et al., 1992). Uncertainty pervades 

all areas of their lives from the delay in diagnosis for ‘at risk’ infants (Santacroce 

2000) through to planning for the future (Rehm & Franck, 2001).

Disclosure of HIV to children

Parents encounter the dilemma of disclosure soon after diagnosis. The 

three main areas regarding disclosure are disclosure to the child, disclosure to 

extended family and disclosure to the community. Reasons for disclosing to the 

child are the child's right to know, fear the child will learn of the diagnosis from 

someone else, and not wanting family secrets (Lipson, 1994; Weiner, 1996; 

Weiner, Battles, Heilman, Sigelman & Pizzo, 1996a; Nehring, Malm & Lashley, 

2000). Reasons given by parents against disclosure include parents not wishing 

children to know the source of their disease, the inability of the child to 

understand the implications of the disease, fear that the child might 

inadvertently disclose the diagnosis to others. Some parents are concerned that 

the child might blame them when they know the cause of the disease. Some 

parents worry that the child might not be able to cope when they learn that they 

have HIV (Atkins & Amenta, 1991; Weiner et al., 1996a).

Disclosure to the extended family and community is often undertaken with 

fear of rejection (Poindexter & Linsk, 2001) because of the stigma associated 

with risk factors for HIV (Nagler et al., 1995; Centers for Disease Control and 

Prevention 2000; Morbidity and Mortality Weekly Report 2000; Poindexter & 

Linsk, 2001). Unfortunately, the relationship between disclosure of HIV status 

and ability to access services is strong (Morbidity and Mortality Weekly Report 

2000) with those not disclosing not receiving support that might be available to 

them had they disclosed their HIV status. Disclosure can also be seen as a 

trajectory along which the family travels, initially using selective disclosure 

outside the family and disclosing more widely as the need arises (Williams,

1998; Poindexter & Linsk, 2001).

In the absence of disclosure, a heavy responsibility is placed on children 

to be aware of the effects of disclosure. In the case of HIV, children may be 

faced with not only withholding information about their own HIV status but also
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that of a parent from friends and relatives. Thus, HIV interacts with societal 

issues in ways that many other chronic illnesses do not. Children may be 

reluctant to ask questions about issues that are surrounded with tension within 

the family (Joachim & Acorn, 2000). The issue of disclosure for children and 

adolescents with HIV is complex and multi-faceted, interrelated with other 

psychiatric and psychosocial concerns.

HIV infection carries stigma and shame, affecting the family, school, 

community and institutional network of relationships. Stigma and shame lead to 

further ostracism and the child's sense of emotional wellbeing and competence 

can be further impaired. Case reports on disclosure to children of infected 

parents suggest that less secrecy about HIV helps children feel less shame and 

may lead to intimate family relationships (Siegel & Gorey, 1994). However, 

disclosure should take place in a setting where parents and health professionals 

work together. For this reason, family-centred and multidisciplinary approaches 

to care-taking are particularly useful.

Disclosure to children about their own HIV status or that of other family 

members may be delayed because parents do not want children to know the 

source of their disease, or doubt the ability of the child to understand the 

implications of the disease, and fear that the child might inadvertently disclose 

the diagnosis to others. The non-disclosure of such sensitive information adds 

to the distress burden of the children. Leukaemic children who had not been 

officially told of their diagnosis suffered disproportionately from isolation, 

confusion, mistrust and depression (Spinetta & Maloney, 1975). By contrast, 

early disclosure of diagnosis to a child has been found to be associated with 

beneficial patterns of adjustment in affected children and families (Katz & Jay, 

1984). It has been demonstrated clearly that terminally ill children know and in 

certain ways desire to discuss all aspects of their illness and its course 

(Bluebond-Langner, 1978) with improved psychological adjustment in adult 

survivors of childhood cancer (Slavin et al., 1982).

The first major studies on disclosure to children with terminal illness were

undertaken by Bluebond-Langer (1978) who described the experiences of

children with cancer who were not told of their diagnosis. In many cases, the

children and parents used mutual pretence in which both parties knew the child
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was dying of cancer but acted as if they did not. In these cases, the child and 

adult were active participants in concealing and disguising information. 

According to Bluebond-Langer, children and adults understand and adhere to 

the conversational and behavioural rules that help maintain mutual pretence 

about illness and death; for example, they avoid topics such as the children’s 

appearance or future plans, or discuss them only as long as no one becomes 

tearful.

By practising mutual pretence, leukaemic children help protect and sustain 

the child-parent or child-practitioner relationship in the face of serious threats to 

personal and social integrity. When the child reacts in the expected way, the 

parents and health team are allowed to assume the reciprocal role and act 

accordingly, which demonstrates that children not only understand their social 

obligations but also are competent in managing social relations.

An alternative to mutual pretence is open awareness, in which children 

and adults openly acknowledge the inevitability or imminence of death. Parents 

and staff who practised open awareness in their interactions with terminally ill 

children reported feeling good about their honesty.

Coping with the loss of a parent

The effects of maternal chronic illness from other diseases (Rutter, 1966; 

Semmens & Peric, 1996; Murphy et al., 1996; Reyland et al., 2002) as well as 

HIV have been well described. Maternal morbidity impacts on the children: with 

a decline in health, the mother is unable to perform her usual role within the 

family (Bova 2001) which has implications for both the physical and emotional 

needs of the child.

The multigenerational nature of HIV infection means that many infected 

children have lost a parent to HIV disease and some children interviewed for 

this study have lost both parents. The children described feelings of loss and 

some displayed a degree of uncertainty and impermanence about their future. 

When both parents have died, there may be an expectation that all adults die 

early. One child asked his foster parents where he would live when they died. 

The effects on children of maternal death have been well documented (Parisi, 

Ruggiero, Rolon, Rolon & Vergara, 1996; Nagera, 1970; Furman, 1974;
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Kastenbaum, 1977; Wessel, 1983; Brown, Harris & Bifulco, 1986; Sekaer, 1987; 

Bifulco, Brown & Harris, 1987; Nicholas & Abrams, 1992; Christ, Siegel &

Freunf, 1993; Siegel & Gorey, 1994; Semmens & Peric, 1996; Nord, 1996; 

American Academy of Pediatrics Committee on Pediatric AIDS, 1999; Wilfert et 

al., 1999). The response to loss of a parent varies with the cognitive capacity to 

understand the meaning and causes of death. In a study of children’s 

understanding of death, Slaughter and colleagues ( 1999) found that 50% of 5 

year olds, 75% of 6 year olds, and over 80% of seven year olds thought they 

would die. As children grow from ages three to about six years, they begin to 

gain limited understanding of death but do not grasp the finality of death until 

the ages of seven or eight years. Death was perceived as final and inevitable by 

ages 10 and 11 (Siegel & Gorey, 1994). Healthy children’s reasoning about 

HIV/AIDS as an illness follows the same developmental path as their reasoning 

about illness in general (Walsh & Bibace, 1991). However, these studies do not 

tell us about sick children or children with ill parents. Whereas adults eventually 

detach memories and hopes from the dead person children both accept and 

avoid the reality of death (Miller, 1971). Siegal and Freund ( 1994) argued that 

children attempt to keep a parent ‘alive’ in their minds by denying the 
overwhelming loss.

When HIV diagnosis is accompanied by the death of a parent, the 

surviving parent may have little understanding of how to support the children. 

Children’s mourning tends to be more intermittent than that of adults in that 

children are more limited in their capacity to confront and manage the emotional 

impact of loss. Children may be sad and weepy but later act as if nothing has 

happened. Parents may interpret these responses as the children being over 

the death. Wolfenstein ( 1966) refers to this phenomenon as ‘short sadness 

span’ and suggests that it would be inaccurate to assume that the child does 

not felt the same pain and hurt or grief. The young child cannot sustain sadness 

to the same extent as an adult (Wolfenstein, 1966). Children and adolescents 

with HIV have to cope with their own mortality but also often have loved ones 

with HIV or AIDS (Roth, Siegal & Black, 1994). Children and adolescents who 

have recently lost a family member may have symptoms of depression, suicide, 

and somatisation and conduct disturbance in addition to poor academic
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performance and low self-esteem (Rotheram-Borus, Draimin, Reid & Murphy, 

1997). These symptoms exist in part because the children and adolescents may 

not have the support of their grieving or ill parents (Fanos & Weiner, 1994).

Bereavement is made more difficult due to social stigmas. Grief, which 

cannot be expressed due to fears of stigmatisation or ostracism, has been 

termed disenfranchised grief and may worsen the symptoms of mourning 

(Fanos & Gorey, 1994). Parents and children may also experience 

disenfranchised grief, where because of stigma, bereavement cannot be openly 

acknowledged (Doka, 1989). Unexpressed grief may worsen the symptoms of 

mourning (Siegel & Gorey, 1994) and may deprive family members of the usual 

social supports.

In addition, mourners may be deprived of the usual buffering social 

supports because of fear of stigmatisation. Mourners may not tell acquaintances 

or work colleagues of a death because they will need to explain the 

circumstances around the HIV-related death, which may lead to modifying 

details in case the cause becomes known. The secrecy surrounding the death 

of a parent due to AIDS may lead the children to believe that the death was 

shameful. Ostracism or taunting by family and classmates may exacerbate the 

shame and impair a child's sense of emotional well-being, social competence 

and achievement (Fanos & Gorey, 1994).

Perinatal HIV today

Before the breakthrough in antiretroviral treatments, the disease was a 

terminal illness that inevitably developed into the acquired immunodeficiency 

syndrome (AIDS). This scenario is still the case for many worldwide who live 

without access to the treatments. As the majority of Australian children with HIV 

infection were born before 1996, they have lived through both phases of HIV 

disease, and therefore have experienced the deleterious effects of HIV infection 

such as severe ill health or the death of a parent. Many children have been 

severely emotionally affected by their experience. They may have encountered 

severe ill health. Several of the children have lost a parent to the disease while 

some children have lost both parents. A few children have been in the
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unfortunate position of enduring severe ill health as well as losing a parent or 

parents to an AIDS-related illness.

The first historical stage occurred before the development of the two 

classes of antiretroviral medications: non nucleoside reverse transcriptase 

inhibitors (NNRTI) and protease inhibitors (PI). Taken in combination, these 

medications revolutionised the morbidity associated with HIV infection. During 

the second historical stage of the epidemic, which occurred after the availability 

of the two classes of antiretroviral medication, stigma and discrimination have 

lessened to some extent.

The first of the antiretroviral mediations used in the treatment of HIV was 

zidovudine (commonly known as AZT), a nucleoside analogue reverse 

transcriptase inhibitor (NRTI), developed during the mid 1980s. AZT offered 

some benefit for a limited period in boosting immune responses to the virus, 

thus delaying symptoms. The second half of the 1990s saw many advances in 

the medical treatment of HIV.

For those infected with HIV and with access to the new treatments the 

ramifications were enormous as their lives changed dramatically. Immune 

systems were reconstructed; the slide to AIDS was averted; the death rate was 

frozen; infected people who had given up paid employment returned to work; 

children returned to school full-time and now had a chance of surviving into 

adulthood. While there was still no cure, HIV had truly become a chronic illness. 

The nature of treatment for HIV is complex in terms of medications, their side 

effects and the adherence regimes necessary to avoid resistance to the 

antiretroviral treatments. The course of the illness varies and changes over time 

and requires monitoring of symptoms and pathology results. The dynamic and 

often uncertain nature of illness places additional strain on family members 

where several are infected with the disease. The availability of highly active 

antiretroviral treatment (HAART) has meant reconstitution of the immune 

system with health restored or maintained. Infected children are now faced with 

new, often unexpected challenges (Lewis et al., 1994). Most children living with 

HIV infection today are well, attend school and may even look forward to 

becoming parents themselves.
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Despite the medical and nursing advances, there are still many 

consequences of HIV disease for Australian children and their families. The 

complexity of perinatal HIV infection continues even today despite the advances 

in treatment. With the advent of antiretroviral therapy, large numbers of children 

with perinatal human immunodeficiency virus (HIV) infection are reaching 

adolescence. For example, 54% of children who were still living with perinatal 

HIV infection in New York City were 13 years or older (New York City 

Department of Health and Mental Hygiene, 2005).

Currently, there is no cure for HIV. Protease inhibitor-containing regimens 

have led to improved survival among HIV-infected children. The treatment of 

HIV infection with antiretroviral medications prevents progression of the disease 

and lowers the infectivity from person to person, but it is expensive, and it is 

complex in terms of resistance and side effects. It also requires strict adherence 

to the regimen, lifelong medication and monitoring. However, adverse effects 

with antiretroviral drugs in HIV-infected children are quite common (Shah, 2006) 

including dyslipidaemia, which may put children at risk for cardiovascular 

disease (Carter et a!., 2006). Although overall death rates remain low from HIV, 

the proportion of deaths attributable to non-AIDS diseases increased and 

prominently included hepatic, cardiovascular, and pulmonary diseases, as well 

as non-AIDS malignancies (Patella et al., 2006). On the other hand there are 

downward trends in hospitalization rates and multiple hospitalisations (Bertolli et 

al., 2006).

Given the dynamic nature of HIV infection, family and child coping abilities 

and responses to circumstances, it is essential to continuously review and 

adapt clinical practice. Over the past six years, because of improvement in 

treatment, HIV infection has evolved from a terminal disease into a chronic, 

manageable but not curable disease. Advances in medical treatment, most 

notably since 1997, have meant that HIV disease can be viewed in two 

historical stages. These two distinct historical stages of HIV disease are also 

reflected in the literature of the two periods. Although there are many issues 

common to both periods such as living with a stigmatised disease, the literature 

and research conducted pre 1996 tends to be concerned with the acute phase 

of HIV infection and AIDS where symptomatology, grief and loss were eminent.
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Literature and research from the second period tends to focus on challenges 

inherent in living with a chronic illness, the most evident being adherence to 

lifelong medication.

Prevention of HIV disease has in the main focused on behavioural 

strategies through modification of high-risk behaviours (Siegel & Gorey, 1994). 

However perinatal transmission has decreased in areas where prenatal testing 

is available (Moore & Demasio, 2006) and women are encouraged to participate 

in strategies to prevent transmission to their infant. HIV becomes detectable at 

about one week of age in non breastfed infants (Tournoud & Ecochard, 2006).

There are improved outcomes among vertically infected infants with 

antiretroviral exposure (Berk et al., 2006). Although a longer in utero zidovudine 

exposure may have had a negative impact on birth weight, the magnitude of this 

effect was small and faded over time (Demasio & Moore, 2006).

Gaps in the research

The complexities of HIV infection are compounded for families affected by 

the disease where several family members are infected. HIV infection is a 

particularly challenging disease when it affects children and their families as it 

has the potential to extinguish whole families, placing an infected family under 

extreme stress. The multigenerational impact of the disease, where several 

family members are infected and where multiple losses may have occurred as a 

result, severely affects the family’s ability to cope with existing problems (Lewis 

et al., 1994).

Families with HIV are more likely to experience a series of unpredictable 

medical and social stresses (Poindexter & Linsk, 2001) and are likely to be 

more stressed and anxious than other families with chronic illness (Atkins & 

Amenta, 1991). The stress and anxiety reflects on the care-giving ability of the 

family (Lesar & Maldonado, 1996). In the United States, infected women have 

been described as isolated, unsupported (Chung & McGraw, 1992), powerless 

and (Weiner, Moss, Davidson & Fair, 1992; Weiner, Riekert, Steinberg & Pizzo, 

1995), primarily because of their status as women and the fact that the majority 

of HIV-infected women are of colour and poor, leading to their further 

devaluation. Ward (1993) asserted that, for poor women, HIV/AIDS is but
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another life-threatening disease that parallels other poverty-related health 

conditions. Maternal HIV infection, then, superimposes a host of additional 

stresses on already difficult life circumstances (Dorsey et al., 2001).

There have been few interpretative research studies that have examined 

the experiences of children with chronic illness. Some studies have interviewed 

older children and young adults (Rosina, Crisp & Steinbeck, 2003) while others 

have examined the impact of the illness on the children through interviews with 

both parents and their children (Sartain, Clarke & Heyman, 2000; Truby & 

Paxton, 2001; Buford, 2004). The majority of research undertaken on the effect 

of illness in children has been with parents alone (Faux, 1988; Deatrick & Faux, 

1991). This is not to diminish the experience of parents in any way, but to 

recognise that the story from the child’s point of view may be somewhat 

different (Baumann, 1996; Bricher, 1999).

Over the past twenty years, research has illustrated the consequences of 

HIV disease to the individual. In contrast, the study of the family has been 

somewhat less well studied. For each person infected with HIV there is also an 

affected family. This is especially so for children for whom the family is the 

provider of care and nurturing. Several explanations have been given for the 
lack of information about interaction of factors that impact on families with HIV

One of the challenges for clinicians is to provide children with perinatal

HIV infection with the services they require given the many issues that confront

the children and their families as a result of the disease. In attempting to take up

the challenge in this thesis through the integration of knowledge, research and

practice, a major gap was identified: there is little research that focuses on the

cumulative issues that impact on the child with perinatal HIV infection. Previous

overseas studies of children with HIV infection have tended to focus on just one

aspect of the effects of HIV disease in children. These studies, while

informative, only present a partial picture of the effects of perinatal HIV. The

psychosocial experiences of children with HIV have been investigated (Sherwen

& Boland, 1994a; Weiner et al., 1996b). Also reported have been the treatment

aspects of the disease (Santacroce, Deatrick, Ledlie & SW, 2002), issues

surrounding disclosure (Cohen, Nehring, Malm & Harris, 1995; Weiner, 1996;

Weiner et al., 1996b; Armistead, Tannenbaum, Forehand, Morse & Morse,
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2001) and the psychosocial effects of HIV on uninfected, but affected children 

(Bauman, Draimin, Hudis et al., 2000; Reyland et al., 2002). Several studies 

have addressed the issue of family and HIV (Pequegnat et al., 2001; DeMatteo 

et al., 2002).

Along with numerous epidemiological reports, there have been some 

studies of Australian children with HIV. These include aspects such as the 

psychosocial experiences of children (Clement et al., 1996; Waters et al., 1988; 

Cruickshank, 1993b); multigenerational nature of HIV (Cruickshank 1992; 

Cruickshank, 1993c), integration of HIV-positive children into schools (Clement, 

Ziegler & Cruickshank, 1996; Cruickshank, 1993a; Clement & Cruickshank,

1995) , costs of caring for children with perinatal HIV infection (Carlin et al.,

1996) and more recently a study on adherence to HAART (Goode et al., 2001) 

have been reported. These studies have also tended to focus on just one 

aspect of the disease.

Research on the family implications of HIV infections primarily has focused 

on describing psychosocial ramifications of infection (Hakizimana, 1996; Drotar, 

Agle, Eckl & Thompson, 1995); medical, psychological, and developmental 

needs of family members (Kunzel, Kind & Pediatric AIDS Group Switzerland, 

1992); identifying stresses and coping resources (Mellins & Ehrhardt, 1993); 

and identifying specific psychosocial coping strategies employed by parents 

(Marcenko & Samost, 1999). Also reported have been the treatment aspects of 

the disease in which social influences have been found to impact on mothers' 

beliefs and actions in treating their HIV-infected children (Santacroce et al.,

2002) . More recently an Australian study on adherence to HIV treatments 

(Goode et al., 2001) reported higher levels of adherence in children than in their 

parents.

Many questions remain unanswered: What are the family circumstances of 

children with HIV infection? How do family members provide support to each 

other when family resources are limited? How do families gain social support 

when there is ambivalence about disclosure? How and why do families decide 

to disclose their HIV status?
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By understanding the family circumstances and family context of HIV, we 

can attempt to understand the difficulties encountered by children with HIV in 

their effort to achieve the necessary support for growth and development. This 

component of the research is based on participants’ subjective accounts of their 

experiences in the social context of parenting a child with HIV infection.

Summary

This chapter provides a background to HIV infection so that the following 

chapters on paediatric HIV in Australia can be viewed in context. While there 

are some fundamental differences in the epidemic between regions regarding 

who is at risk of acquiring the disease, there are many clinical and social 

similarities among those infected. Through our understanding of worldwide 

patterns of HIV prevalence, the risk factors for HIV and some of the successful 

health and public policy prevention measures, we can better understand the 

picture of the epidemic in Australia. No matter where people with HIV reside 

there are some common social effects that impact on those infected. These 

factors include, but are not limited to, stigma, discrimination and 

multigenerational effects of HIV that impinge on the ability of infected families to 

provide adequately for their children. The very nature of perinatal HIV, that is, 

the multigenerational nature of the disease, adds to stress on the family which 

is likely to consist of several infected members. All infected families need 

assistance to cope with multiple family HIV infection. However, services may 

not be available, as in low-income countries, or the family may be initially 

reluctant to avail themselves of the services for fear of discrimination. Parents in 

all countries face the fear of stigma which may result in a decision not to 

disclose their HIV status, even at times not to disclose the nature of the child’s 

illness to the child. These decisions can have additional implications for the 

child.

In order to study the implications for children and their families that were 

highlighted in this chapter, chapter 4 examines a theoretical approach.
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CHAPTER FOUR 

METHODOLOGY

Theoretical approach to perinatal HIV
The aim of this chapter is to set out the theoretical foundation of one way 

in which a complex chronic illness such as perinatal HIV can be explored. While 

HIV may be described as a chronic illness the intent of this thesis is to 

challenge the simplicity of this description, especially as it pertains to the 

perinatal form.

Given the multigenerational nature of paediatric HIV, a methodology is 

required that might provide an avenue for clinicians to gain an understanding of 

the issues that affect the children. Planning services by reflecting on the 

experiences of each child will facilitate better understanding by clinicians of the 

child and family and enable them to make better sense of those experiences in 

the present. While clinicians cannot know with absolute certainty where the 

disease of an individual will proceed, they can use the child’s past experiences 

and the issues of the present to provide a future course for the child and family 

which are as positive as possible. Although each illness has a potential course, 

clinicians can base their efforts on a framework that has been developed 

through evidence.

Three discrete empirical studies were undertaken in this thesis to generate 

data that would capture the diverse aspects of HIV disease that the children and 

their families deal with. The empirical studies and data collected includes: the 

epidemiology of perinatal HIV infection in Australia; the clinical realities of 

perinatal HIV infection; and the views and experiences of parents and those of 

their child obtained through interviews.

The first study examines the epidemiology of perinatal HIV infection in 

Australia. The mechanisms of HIV transmission, the distinct features of 

perinatal HIV infection, the course of disease, and the usefulness of therapies 

can differ between children and adults. Thus, separate paediatric 

epidemiological studies are required. The aim of this component of the thesis is
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to examine who acquired perinatal HIV, how it was acquired, the incidence of 

perinatal HIV infection in Australia, and the broad geographical distribution of 

children with the disease. This epidemiological component also examines 

trends in the risk factors for transmission of HIV disease in pregnant women 

and their babies in an era of antiretroviral therapy (comparison between two ten 

year periods 1982 to 1991, and 1992 to 2001). With this information, services 

can be planned in relation to the number of children with HIV, the number of 

infected children anticipated in the future, and where the services need to be 

provided.

Disease produces complex interactions among social, clinical, and 

psychosocial issues. HIV infection, as with other diseases, should be seen in a 

specific historical context, influenced by economic, social and political forces 

producing variations among people with the expectation of change over time 

(Baber & Murray, 2001). Factors that increase vulnerability to HIV infection and 

the ability of local political and social institutions to respond differ in each area. 

Thus, the picture of the HIV epidemic in one country will not exactly mirror that 

of another. Populations and subpopulations within the same country may 

require diverse prevention strategies and support systems to assist with the 

clinical and psychosocial manifestations of HIV infection. Consequently, 

prevention and management strategies should be designed to meet the needs 

of the particular population at risk. Although we can look to other regions for 

guidance, we need to examine the Australian scene to provide a solution that 

would be suitable for our circumstances. Caring for families with HIV needs an 

understanding of individual families within the population and for individuals 

within those families.

The second study examines the clinical outcomes of HIV infection in 

Australian children using case study, which offers the clinician insight into the 

physiological effects of HIV and AIDS infection on the individual. A case study 

approach is used to organise discussion of the various clinical pictures of 

children with HIV. Disease involves physiological, emotional and psychosocial 

experiences. HIV disease is no exception and the HIV disease involves 

multidimensional aspects that need to be considered when planning services for 

children with the disease.
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Insights into the experiences of children and their families were obtained 

through interviews with parents of children with perinatal HIV infection and 

interviews with children. The third empirical study explores the impact of the 

disease on the family and the ability of the family to manage the disease where 

multiple family members are infected. Parent and family risk factors have been 

found to be more strongly related to child adjustment than to specific disease 

and disability factors. In these cases, the context of perinatal HIV infection 

involves not only the child, but their situation in the family as well (DeMatteo et 

al., 2002). The second set of interviews presents the children’s perspectives 

generated from interviews. The study attempts to illustrate to clinicians the 

experiences of HIV disease from the perspective of the child with the disease. 

Issues such as how the children deal with an infectious disease which has 

considerable stigma attached to it, and how the children find meaning with a 

chronic illness when they are prevented from being open about their 

circumstances can add to clinicians understanding. Coping with paediatric HIV 

infection is a complex phenomenon involving multiple interacting variables for 

children as well as adults. Children with HIV have been found to experience 

more subjective distress than uninfected children do. This has been ascribed to 

the deterioration of developmental skills and psychosocial implications including 

dysphoria, hopelessness, preoccupation with their illness, and poor body image 

(Trad, Kentros, Solomon & Greenblatt, 1994).

The use of three discrete data sets was an attempt to produce a more 

complete picture of perinatal HIV infection than would be possible if a more 

structured and singular approach was employed. Shepard, Orsi, Mahon and 

Carroll (2002) when writing about vulnerable families describe the combination 

of quantitative methods with qualitative methods as able to produce ‘more 

precise descriptions of the complex reality of living as a vulnerable family, such 

as living in a family with a member with HIV/AIDS, a child with a chronic 

condition, or a family member with other life-threatening conditions’ (p. 124). 

Although some quantitative methods were employed, an attempt at 

quantification was not the basis of this study.

A research design for improving expert clinical nursing practice that would 

also generate knowledge for nursing practice was considered essential. The
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approach described by Thorne et al. (1997) was selected to provide a design 

framework for this qualitative aspect of the study. Therefore, the use of an 

interpretive research design is used here as a vehicle through which to discover 

the range of experiences that patients may be subjected to through the course 

of the disease. The work of Thorne (1997) is detailed in the qualitative methods 

sections pages 131-132. Nightingale ( 1969) presented nursing as an art which 

required scientific training. Nursing research is the tool through which nursing 

science is developed. From this a body of knowledge is formed. The creative 

use of this knowledge in practice may be called the art of nursing. This is the 

way in which the art and science of nursing are both related to research 

(Phillips, 1988).

In this way findings generated from a methodology aimed at providing a 

deeper understanding of the experiences of children with HIV may mean 

clinicians are more likely to provide individualised family and child services. An 

understanding that empowers the family to manage the consequences of the 

disease is essential. It is proposed that this thesis provides clinicians with a 

model on which to plan care and, in particular, to anticipate challenges that may 

arise. Such an understanding of how perinatal HIV invades the lives of the 

families clinicians may better be able to evaluate their intervention strategies. 

Because of the cumulative effects of perinatal HIV infection, the methodology 

needed to extend the current chronic illness models. One way for clinicians to 

unravel all the complexities that families with HIV experience is to build on the 

understanding of the individual experience to formulate a ‘family 

understanding”. This way of thinking about the effect of HIV on families can 

assist clinicians to understand the experiences of the family as they travel along 

the road of meeting the challenges of perinatal HIV.

The study of perinatal HIV requires a methodology to explore the realities 

of perinatal HIV; to pull together the layers into a comprehensive and coherent 

framework that can assist clinicians to think about their work with children and 

their families. To capture the complexities of perinatal HIV an innovative 

approach was required. In a sense the methodology or design used in this 

thesis could be seen as incorporating a form of triangulation.

Page 65



CHAPTER FOUR METHODOLOGY

Triangulation is defined as the use of multiple methods or perspectives for 

the collection and interpretation of data in order to obtain an accurate 

representation of reality (Polit & Hungler, 1995). Triangulation is an approach to 

research combining the traditional research methods of two or more methods of 

data collection within one study (Mitchell, 1986; Duffy, 1987). It can be useful 

for confirmation of results (Norman, Redfern, Tomalin & Oliver, 1992) which can 

produce a more convincing result as the same data have been tested against 

other theories (Duffy 1987). The key here is to look for methods which will 

complement each other and increase the validity of the findings (Mitchell 1986).

Triangulation is proposed by many nurse researchers as a means of 

solving the quantitative/qualitative debate and integrating the two approaches. 

While this view is accurate, it does not take into account the possible complexity 

and usefulness of triangulation, nor does it fully recognize the two goals of 

triangulation which are the confirmation and completeness of data (Begley, 

1996).

Triangulation was not used in the usual way of confirming findings, but 

using three data sets to add depth to the study to bring out the complexity of 

children’s experiences with perinatal HIV. In this way “triangulation” has been 

used to broaden the findings rather than to narrow, focus or confirm them. By 

using multiple approaches and findings in this way the issues identified in each 

of the three empirical studies could be integrated to generate major themes that 

would encapsulate the complexity of perinatal HIV for nursing clinicians.

Using multiple approaches as a way to understand the realities of perinatal 

HIV is not meant to prescribe clinical practice but rather offer a way of 

understanding the complexities of multiple infections in one family. In this way, 

clinical practice is predicated on the research findings of the empirical studies 

undertaken in this thesis, the theoretical framework used, and the interpretation 

of the literature. Thus, the methodology is one that encompasses the diverse 

aspects of the realities and experiences of children and their families keeping in 

mind each family requires a unique approach to their situation. The study 

reported here in this thesis does not purport to provide an in depth account of 

the individual issues that impact on the child and family, but rather the provision
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of a multi-layered picture that can inform clinicians of the reality of perinatal HIV 

infection. This approach is in keeping with the view of Rutter (1979, 1983) who 

first described the cumulative events of chronic illness on children, which was 

later expressed by Jenkins ( 1994) as a cascade of events. This process of 

cumulative events is magnified for children with HIV infection because of the 

combination of the clinical aspects of the disease, the multigenerational nature 

of the infection, and the social effects of stigma and discrimination associated 

with HIV. In order to uncover as many issues a possible a methodology was 

required that could adequately study, document, and integrate a picture of the 

cumulative effect of all these factors and how the children can best be 

supported in a straightforward, but not simplistic way.

Disease involves physiological, emotional and psychosocial experiences. 

HIV disease is no exception; it involves multidimensional aspects that need to 

be considered when planning services for children with the disease. One of the 

major challenges faced by children with HIV and their parents can be the 

relentless day-to-day symptoms and their treatments. Given the complexity of 

perinatal HIV infection a research methodology was required that would 

accommodate the systematic interpretation of experiences that could be used to 

formulate a framework for clinicians. Other methodologies such as those 

examining chronic illness in children or in parents usually only address issues 

around one chronically ill individual not several family members such as is 

found in perinatal HIV.

For a chronic illness model to be useful for nursing practice, it needs to be 

converted from a general nursing chronic illness theory into a practical model 

that can be used by nurses and other clinicians. The trajectory theory proposed 

by Corbin and Strauss (1991) provides a direction for practice, teaching, 

research and policymaking in managing a complex disease such as perinatal 

HIV. The Corbin and Strauss chronic illness trajectory was inductively derived 

from a variety of sources (observations, records, interviews, case presentations, 

documents and biographies). Corbin and Strauss (1991) proposed that chronic 

illness be viewed as a trajectory, that is, as having a past, present and future.

By linking a person’s past and future with the present illness, HIV can be 

considered in context. In this way, infected children can be assisted in coming
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to terms with their illness, both the physiological effect and limitations on 

everyday activities and the psychosocial aspects.

A major advantage of the trajectory model is the ability to provide 

clinicians with a framework to anticipate problems and evaluate intervention 

strategies. While ‘trajectory’ may be defined as ‘the curve that a body describes 

in space from origin to first point of impact’ (Dorsett, 1991), Corbin and Strauss 

used ‘trajectory’ to denote an illness course which requires the combined efforts 

of the affected individual, their family and clinicians to shape it (Corbin & 

Strauss, 1991). The efforts include those undertaken by the affected person, 

family and clinicians to control the course of the illness, from prevention through 

to symptoms management, and adaptation to living with the disease or its 

resultant disability (Corbin, 1999).

However, there are limitations when applying a model such as the Corbin 

and Strauss model to perinatal HIV infection. The main limitation is that the 

chronic illness trajectory focuses on the physiological decline of the patient’s 

condition, which is central to the experience of the patient. In my experience 

there are many factors that must be dealt with by the children, their parents and 

clinicians over and above the physiological decline of the infected person, and it 

did not seem that Corbin and Strauss model would offer a useful framework 

either for this study or as a model for practice

Few researchers address trajectory theory in children with chronic illness. 

Research that does examine chronic illness in this way tends to do so from the 

point of view of the parents caring for the children (Gravelle, 1997) or it relates 

to older children and young adults (Rosina et al., 2003) who fit the adult-style 

model. Gravelle (1997) described the trajectory as four stages through which 

the child travels. The first stage consists of a period where the child is free of 

symptoms, followed by a second stage of minor physical manifestations. The 

chronic illness presents as the third stage during which the child experiences 

the complex chronic condition that may persist for several years. The final 

period is the palliative stage that occurs prior to death. Parents of children with 

complex, chronic illness interviewed in Gravelle’s study described how they 

faced a series of adversities, followed by learning how to adapt and manage
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each adversity as it occurred, drawing on their past experiences of coping and 

problem-solving. Despite their ability to build on the experience in managing the 

chronic illness, parents also found the burden of caring for a child with a chronic 

illness to be cumulative, increasing their physical exhaustion and thus their 

ability to manage. While this framework might be relevant for children with 

perinatal HIV infection, the trajectory is that of the parent adapting to caring for 

the child, rather than presenting the trajectory from the child’s point of view. In 

addition, the use of Graveile’s model allows for only one chronic illness 

trajectory within the family and assumes a parent capable of caring for the child.

Other studies present chronic illness as a transition or number of stages 

through which a patient travels (Morse, 1997; Thorne & Paterson, 1998). The 

five stages proposed by Morse describe the patient’s trajectory as vigilance; 

disruption and enduring to survive; enduring to live and striving to regain self; 

suffering and striving to restore self, and learning to live with altered self (Morse 

1997). Morse’s model while insightful into the experiences of the individual with 

a chronic illness does not provide us with an adequate mechanism for dealing 

with the realities of perinatal HIV infection. It is limited to presenting a response 

mechanism by the patient to injury and illness.

A meta-analysis by Thorne and Paterson (1998) found a shift from a focus 

on loss and burden toward images of health within illness, transformation and 

normality. In some ways, the Thorne and Paterson model is useful for clinicians 

to see where the child and family are headed. However, the model does not 

proffer a way of dealing with the day-to-day realities of perinatal HIV infection. 

While these studies are extremely valuable in providing clinicians with a deeper 

understanding of the experiences of persons with chronic illness and the stages 

through which they pass, they are limited in their ability to provide clinicians with 

a structure for putting a plan of action into place to assist the child and family.

There is a need for an extension of the services for children with HIV than 

those usually provided by medical, nursing, and social work, family therapy, and 

psychology professionals to other children with a chronic illness. A 

multidisciplinary approach, and one that empowers the family to manage the 

consequences of the disease, is essential. Clinicians need to take into account
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several factors when providing services for children with HIV. These factors 

include the course of the illness, the burden on families managing the illness 

and the impact of the disease on the children. An accepted principle in the 

provision of services to children and their families is that all interventions should 

be planned with the family and undertaken with the individual family’s needs, 

strong and weak points, and family structure at the centre (Minuchin, 1974). HIV 

infection needs to be considered in the context of the family as a whole (Melvin 

& Sherr, 1993) with even the most vulnerable family having constructive points 

on which to base interventions (Boyd-Franklin, Steiner & Boland, 1995). A 

framework based on a deeper understanding of the experiences of children with 

HIV may mean clinicians are more able to provide individualised family and 

child services.

Barroso and Powell-Cope (2000) called for integrated health care in 

developing a useful framework to examine the multiple effects of HIV disease 

on children. Service delivery requires interdisciplinary collaboration if it is to 

provide wide-ranging services that include the medical and psychosocial impact 

of HIV as well as countenance social and community attitudes (Goicoechea- 

Balbona, 1997). As health services tend to be affected by political issues, both 

collaboration and advocacy should be incorporated into the mission and design 

of such programs.

During my experience as a clinician I was aware of how HIV pervaded all 

facets of an infected child’s life. The children and their families are faced with 

multiple clinical, socio-economic and day-to-day challenges. The complexities of 

perinatal HIV arise from the ways in which HIV is transmitted in adults, the 

clinical manifestations of the disease, and its social implications affecting the 

day-to-day lives of the children and their family. The effects of HIV infection on 

children and their family become even more complex as several members of 

the family are also likely not only to be infected but diagnosed concurrently, 

giving the family members little time to come to terms with the enormity of the 

situation.

Understanding the complexities of perinatal HIV infection is only the first 

stage for clinicians in planning care for children and their families. While this
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awareness is an important foundation, clinicians also need to integrate that 

understanding into their practice when planning services for families who face 

many critical events that occur in a short period. Caring for children with HIV 

and their families can often be demoralizing for clinicians. The nature of the 

chronic condition is complex in terms of medications, their side effects and the 

adherence issues necessary to avoid resistance to the antiretroviral treatments. 

The course of the illness varies, and changes over time require monitoring of 

symptoms and pathology results. The dynamic and often uncertain nature of 

illness places additional strain on family members where several are infected 

with the disease.

For this reason the experience and observations of experienced clinicians 

is integral to the understanding of how the issues impact and accumulate. My 

observations as an experienced nurse confirmed that, just as there is no one 

experience of HIV for any child or family, neither is there a ‘one size fits all’ 

solution. This is so even when families and children face similar circumstances. 

It was clear to me that the realities of HIV vary widely in virtually all aspects of 

the disease. Families differ in their reactions to similar circumstances, have 

different support requirements and have variable access to resources. Another 

factor that needs to be taken into account is that the needs of the family change 

as circumstances change and as the functioning ability of the family improves or 

disintegrates. As clinicians we need to be able to adapt strategies to meet the 

needs of the family at any one time.

The situation of children with perinatal HIV infection encompasses a wide 

variety of clinical experience and understanding to best provide care for them. 

While it can be argued that experiences of no two patients with any one disease 

are the same, the experiences of families faced with HIV infection are widely 

divergent. There may be commonalities between some families so that 

clinicians can draw on a repertoire of clinical practice experience and 

exemplars. However, families with HIV infection in Australia come from a wide 

range of backgrounds, which affect their experiences and dictate diverse 

approaches in meeting their needs. The circumstances of some family 

members will mean irregularity in their access to health care. For example, 

belief in the benefits of western medicine, willingness to disclose their HIV
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status to others and to their children, to attend support groups, and good coping 

and functioning ability of the family can all impact on whether the family 

receives the necessary medical and other support services.

Therefore, managing perinatal HIV means many factors need addressing 

simultaneously and clinicians can find it difficult to prioritise or even realise the 

scope of the problems besetting the family. When there are multiple factors 

requiring simultaneous action, the needs of the children may be overlooked or 

services for them delayed. Given the challenges and dynamic nature of HIV 

disease and the complexity of the situation, what might help is a structure 

around which nurse clinicians can organise and plan care for children living with 

HIV infection. Placing the family at the centre of planning interventions is 

imperative where children are the protagonists and given the central role of the 

family in assisting the patient with managing chronic illness.

The character of chronic illness implies that all members of a family will be 

affected by major changes imposed on any one individual member (Minuchin, 

1974). Chronic illness results in dependence on the family of origin and is even 

more so in the case of children who are already dependant on parents for their 

day-to-day needs. Families require both internal and external resources to 

maintain a sense of balance and stability in difficult times (Walsh, 1996). Even 

the most resilient families can break under continued stress. The psychosocial 

and emotional impact of chronic illness in general on the child and family affects 

all areas of their lives and has been well described (Garrison & McQuiston,

1989; Semmens & Peric, 1996; Northam, 1997; Coyne, 1997; Bradley, 2001).

There are, however, several distinctions between HIV infection and other 

chronic diseases of childhood. These distinctions include the stigma associated 

with HIV, and secrecy about the nature of the family illness within or outside the 

family unit. In addition, for some families, there is the additional stress of other 

family problems such as illicit drug use. Therefore, while many children with a 

chronic illness may be faced with secrecy about the disease, or there may be 

several illnesses in a single family, or complexity of the illness, children with HIV 

disease are faced with all these issues (Bauman & Weiner, 1994).
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As shall be seen later in this work, perinatal HIV can be an overwhelming 

experience not oniy for the family but also for clinicians. HIV infection shares 

characteristics with other chronic illness such as the need for on-going medical 

care, subspecialty care, progressive loss of health, premature death, pain and 

discomfort, painful, embarrassing or disruptive procedures, intense 

psychological and emotional impact on the child and family, financial burdens, 

disruption of daily life such as school, and inability to engage in usual activities. 

However, there are additional factors which children with HIV experience due to 

the nature of HIV disease. Some of these factors are also experienced by 

children with other chronic illnesses, but children with HIV are likely to 

experience most if not all of the factors. The factors include but are not limited 

to numerous separations from parents, changes in the nature and predictability 

of emotional nurturing, concerns about loss, disruptions in routine and contact 

with peers, and economic hardship (Sherwen & Boland, 1994b). There are 

issues surrounding their own loss of health and eventual death (Siegel & Gorey, 

1994; Goldie, King & DeMatteo, 1996).

Superimposed on these stressors is the impact of the multigenerational 

nature of HIV. Perinatal HIV is a disease of families in which more then one 

generation is infected. Ali generations of the family are affected by a diagnosis 

of HIV. While few grandparents may themselves be infected, the effect of HIV 

on grandparents has been immense. This effect is especially apparent in areas 

of high prevalence where several adult children may have died of AIDS, leaving 

grandparents to care for many grandchildren (Poindexter & Linsk, 2001). The 

grandparents are doubly burdened in caring for grandchildren and being left 

without financial support from their children where social services are 

nonexistent. Even in areas of low prevalence, the burden may be excessive, for 

example, in Thailand where HIV prevalence is 2%, 13% of Thais over age 50 

years are likely to experience the loss of at least one adult child to AIDS, 12% of 

whom will lose multiple children (Wachter, Knodel & Vanlandingham, 2002). 

Grandparents may also provide care for their grandchildren where the parents 

are unable to provide adequate care because of related issues such as illicit 

drug use (Joslin & Brouard, 1995). In some cases the care by grandparents 

may be organised on an informal basis, leading to problems giving consent for
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treatment (Goicoechea-Balbona, 1997). Although the infection of three 

generations is a rare event in Australia (restricted to families who have migrated 

from countries of high prevalence), nevertheless, the impact of parent infection 

has immense implications for the infected child.

The effects on the family of multiple infections are overpowering for many 

parents and are apparent in several areas. There is the realisation that HIV is a 

‘death sentence’ for themselves and their children. Most parents, even parents 

who have acquired the infection from their partners, feel guilt about the 

circumstances of their infection. There are feelings of hopelessness and 

depression when they think of the future, which affect their ability to deal with 

day-to-day activities of child rearing. In addition to these circumstances, many 

families face the constant financial battle of trying to ‘make ends meet’.

Understanding the effect of HIV on the family can help us to understand 

the context of HIV infection in children. A family may experience similar 

problems to those of its individual members such as stigma, isolation, secrecy, 

shame, guilt, loss and despondency (Bor, Miller, Goldman et al., 1993). Such 

stressors often include social implications such as unwillingness of the family to 

disclose HIV status for fear of social ostracism. In addition, there are often 

instrumental problems in obtaining adequate health care services, medication, 

transportation, clothing, counselling, recreation, and housing as the result of not 

disclosing the HIV status of the family (Hansell etal., 1998). Courtesy stigma, 

where uninfected family members also feel stigmatised by association, is 

prevalent and may deter family members from seeking emotional support to 

allow them to cope with additional burdens imposed on them as the result of 

infection.

From the foregoing discussion it can be seen that because perinatal HIV is 

a complex disease it presents a challenge to explore the spectrum of the 

disease in a way that can provide a structure for clinicians to assist children & 

their families. Clinicians caring for children with HIV require a wide range of 

expertise in their clinical practice. This expertise includes managing the 

symptoms of the disease, education of family members about pathophysiology, 

and treatment options, as well as the provision of emotional and community
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support. Given the complex and dynamic nature of HIV, managing perinatal HIV 

also needs to focus on changes brought about by advances in medical 

technology and ongoing changes to family circumstances. In their practice, 

clinicians need to acknowledge the experience of the children and their families, 

the present circumstances and a process of predicting trends. As HIV pervades 

all areas of the families’ lives clinicians need to plan care for the children based 

on a conceptual framework that is family-focused and addresses the needs of 

both infected and affected family members. The management of perinatal HIV 

requires an expansion from the traditional paediatric emphasis on child-centred 

care to a focus that both embraces and seeks to challenge community attitudes.

Given the cumulative interactive effects of everyday life activities - the 

necessity of day-to-day interventions and monitoring required in living with 

perinatal HIV, how can clinicians integrate, order and promote direction for 

children and their families? How then can clinicians remain focused on the 

needs of the child and how can they plan services for the child and family given 

the many constraints that perinatal HIV infection imposes on family functioning? 

Apart from the immediate practical problems described above, there are also 

disclosure issues about the family’s HIV status to be dealt with: Whom should 

they tell? What should they tell the children? How much detail should they give 

the children? If they disclose the HIV status of the family to the children, how 

will each of the children react to the news? Will the children tell their friends, 

and if they do, will they be discriminated against or teased at school? If they 

decide to disclose, how do they go about telling family, friends, and the teacher 

at the children’s school?

Owing to the devastating nature of perinatal HIV infection, specific 

strategies are required to assist children and their families who live with the 

disease. Managing perinatal HIV may mean that many factors need addressing 

simultaneously and clinicians can find it difficult to prioritise or even realise their 

scope. When there are multiple factors requiring simultaneous action, the needs 

of the children may be overlooked or services for them delayed. Given the 

challenges and dynamic nature of HIV disease and the complexity of the 

situation, what might help is a structure in which nurse clinicians can organise 

and plan care for children living with HIV infection.
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Over the past twenty years, with the development of new medications and 

treatments HIV has evolved from a terminal disease into a chronic illness. The 

increased life expectancy of those infected with HIV, due to the new treatments, 

has immense implications for the patient and their family over and above the 

lengthening of the illness. Chronic illness places heavy demands on the patient 

and their family as many of the illness interventions take place in the patient’s 

home where the care is carried out by the patient or their family members 

(Corbin & Strauss, 1991), with assistance and guidance from health 

professionals. Placing the family at the centre of planning interventions is 

imperative given the central role of the family in managing chronic illness 

(Corbin & Strauss, 1991). However, for families with HIV infection the impact of 

parental death and morbidity associated with perinatal HIV infection complicates 

care-giving and further depletes potentially scarce family resources. The effect 

of multiple losses of family, members devastates family stability and support 

systems (Cruickshank 1992; DeMatteo et al., 2002; Forehand et al., 2002).

Thus, the capacity of the family to provide for all family members may be 

severely handicapped in their attempts to cope with the complexities that arise 

because of HIV.

Advances in the management of perinatal HIV has meant that the course 

of HIV can be modified, even halted, so that HIV disease has now changed 

from a terminal disease to a chronic illness. In some ways, the use of such 

effective technology reinforces the medical paradigm of acute illness. In reality 

though, the treatment overshadows the fact that acute illness represents only a 

small fraction of the time and effort patients and families expend on the chronic 

illness. The traditional acute illness paradigm is restrictive as an organising 

framework and is inappropriate for diseases where a cure may not be 

achievable. The traditional acute illness paradigm is often intervention-focused 

and fragmented, conceptualising disease as a purely physiological process. 

There are, however, problems for the affected person in the uncertain and long

term nature of chronic illness not addressed by the acute illness paradigm.

In my experience of working with these families, children and their parents 

encounter a multitude of clinicians during their journey. The parents in particular 

interact with a wide variety of clinicians involved in managing the disease of
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several family members. Another factor that increases the number of clinicians 

with whom the family interacts is the turnover of clinicians within health 

organisations. As well, there is the mobility of the family: changing residence 

and moving from place to place. As each clinician may manage and be aware of 

only one aspect of the disease, they may not be sensitive to all the issues that 

the family is dealing with at any one time. In managing chronic illness in several 

members in one family there is more for parents to do with less emotional and 

physical energy. Some clinicians may not be aware of this added strain on the 

parents and do not consider this added burden when arranging procedures, 

referrals or investigations. I was aware of clinicians berating parents for being 

late for clinic appointments and on one occasion refusing to see the child 

because the mother had arrived late. On these occasions the reason for 

habitual tardiness resulted from the delay for the mother in leaving the adult 

immunology clinic. She often had to wait in excess of an hour to see her doctor 

and then wait to have blood taken in pathology before waiting again at the 

hospital pharmacy for her medications. By the time she reached the paediatric 

clinic her child was bored and tired from the waiting and often was 

uncooperative during his visit. The paediatrician blamed all of this on the 

mother’s past history of illicit drug taking.

A question that might arise is: why undertake this exercise when there are 

strategies available to prevent mother to child transmission? The answer is that 

small numbers of children are still being infected as a result of mother to child 

transmission either because the mother is not known to be infected during the 

pregnancy or for some reason the medications do not prevent transmission.

This means that because of the small numbers of infected children many 

clinicians do not gain the expertise required to care for these complicated 

families that they might have if there were many children infected with HIV as 

the result of mother to child transmission. The complexity of perinatal HIV 

infection continues even today despite the advances in treatment. No one family 

with HIV infection is ‘straight-forward’ in their needs. Every family situation is 

complex involving several issues that require attention immediately at 

diagnosis. Even families with the ability to negotiate health services and with 

sound family support systems find coping with HIV infection challenging.
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Unfortunately, because of economic and social factors that are associated with 

HIV infection, many infected families do not possess the necessary strengths 

and support systems to cope with everyday issues, let alone coping with 

multiple family infections. Parenting while living with HIV is a difficult task. 

Parents labour, not only with their disease, but also with a range of concurrent 

stressors such as poverty, inadequate health care and sometimes substance 

abuse. In addition, multiple AIDS-related losses often weaken the already 

fragile infrastructure of their families. Many of the children living with HIV today 

were born before the advances in medical and nursing technology were made 

and so experienced the consequences of AIDS in themselves or in one or both 

of their parents.
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CHAPTER FIVE

EPIDEMIOLOGY OF PERINATAL HIV INFECTION IN
AUSTRALIA

This chapter presents the first of three empirical data sets involved in 

capturing the complexities and realities of perinatal HIV: in this instance the 

epidemiological data concerning perinatal HIV infection in Australia.

During the early 1990s when I was a CNC for paediatric HIV, there were 

many demands for information from a variety of sources. As HIV was a relatively 

new disease, there was little information available to provide answers to some of 

these requests. One of the enquiries that dominated the need for information was 

from women with HIV infection who were anxious to know the perinatal 

transmission rate. These women were either contemplating pregnancy, 

diagnosed with HIV during their pregnancy or had an unplanned pregnancy. 

Significant life-changing decisions were made by the women based on the risk of 

transmission of HIV from mother to infant. Some women chose termination of the 

pregnancy, others decided to become pregnant. Considerable time was spent 

counselling women in these circumstances trying to estimate the transmission 

risk for each individual’s circumstances. At this time there were few strategies 

known to reduce transmission to the infant. The use of artificial infant feeding 

was one such strategy in prevention. One factor known to increase transmission 

risk was disease progression in the mother. This information on risk of 

transmission was also of great concern to clinicians working in obstetric services.

Further to this, State and federal public health departments needed to know 

the number of children infected and the trend in order to provide adequate 

funding and planning of resources for women and children.

In our work as clinicians we need to understand disease progression to 

effectively shape and manage the illness course, extend quality of life and keep 

the patient stable through the control of symptoms. Through knowledge of 

disease progression clinicians can achieve the shaping and management of the 

illness through the anticipation of potential problems and evaluation of
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intervention strategies as outlined by Corbin and Strauss (1991). Thus, an 

exploration of disease progression in children was undertaken specifically 

directed at morbidity and mortality such as age and conditions at AIDS diagnosis 

and age at death as the result of an AIDS-defining illness. Descriptive statistics 

were used in analysis of age of children at HIV diagnosis, age at AIDS diagnosis 

and age at death.

To be able to ensure adequate service provision for children and their 

families we need to know and understand the incidence of perinatal HIV (mother- 

to-child transmission) in Australia and the trends. To ensure that services are 

located in appropriate locations knowledge of where the children with HIV reside 

is required. Thus, an analysis of perinatal transmission by state of Australia is 

presented.

As a clinician caring for children with HIV and as a consultant teaching other 

clinicians there was a need for information about disease progression and 

prognosis in the children. Also of vital concern were maternal morbidity and 

mortality which impact on the need for family services. As HIV has a higher 

incidence in some populations and subpopulations, which in many cases is 

culturally determined, maternal risk for HIV can often highlight the need for 

different approaches by clinicians when setting up services for diverse groups.

For example, one approach might be needed for families where maternal risk 

was injecting drug use and another for families where maternal risk was maternal 

origin from a country of high seroprevalence such as Eastern Africa.

Epidemiology is useful in providing details about the utilisation of services 

and for the planning of future services based on projections of the disease. In this 

way, epidemiology can be employed in the design of health interventions and the 

evaluation of the programmes. Indicators such as average life expectancy and 

deaths due to specific causes are limited in their ability to describe a population’s 

overall health (Cowdery & Pesa, 2002) but such indicators are an important start 

point for the study of the experiences of children with HIV infection. They can be 

used as the basis on which to determine the medical and psychosocial services 

children with HIV infection might require, how best clinicians might deliver the 

services and where the services might be required.
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Through the study of the epidemiology of perinatal HIV in Australia, we can 

clarify the mechanisms of perinatal HIV, and mechanisms that may decrease 

transmission, disease progression in children, and maternal morbidity and 

mortality. Epidemiology identifies cases and the incidence of the disease while 

providing an explanation about the prevalence and historical trends of the 

disease. The use of epidemiological methods as a tool for nursing management 

of disease has a long history commencing with the work of Florence Nightingale 

as ‘an organised way of learning from experience’ (Copp, 1987).

Information about distribution and determinants of disease is essential in 

understanding important aspects pertaining to the transmission of HIV. Through 

the consideration of the risk of HIV in women, factors that might increase or 

decrease the risk of mother-to-child transmission, the mechanisms of 

transmission, the course of the disease in children, and the implications of the 

timing of diagnosis, strategies can be designed to facilitate living with HIV for the 

child. Copp (1987) describes how an epidemiological approach in nursing 

research can be used to assist nurses in making ‘informed, data-based 

judgements about that which can be corrected’ (p. 105).

Ethical considerations

Ethical clearance for all research components was given by appropriate 

area health and university committees before commencement of the study. 

Approval was sought and granted from the National Centre for HIV Epidemiology 

and Clinical Research for access to the National Perinatal Database and from the 

associated university which initially gave approval for the database to be 

instituted.

Method

The data for this empirical study on the epidemiology of perinatal HIV in 

Australia was retrieved from the National Perinatal Register, which was 

established with the objective of monitoring the extent and pattern of perinatal 

exposure to HIV in Australia. The idea for the Register developed out of the 

inadequacy of the collection of records that I had accrued during my employment 

as CNC for paediatric HIV. The Register was formed from notifications of children

Page 81



CHAPTER FIVE EPIDEMIOLOGY

with perinatal HIV infection to national HIV and AIDS databases held at the 

National Centre for HIV Epidemiology and Clinical Research. All diagnoses of 

HIV infection were based on standardised HIV antibody tests and procedures 

agreed by the National Serology Reference Laboratory, Australia (Parrott et al., 

1994).

To establish the Perinatal Register separate data sheets were designed for 

mothers and for their exposed infants. Each notified woman was assigned a case 

number that was also used for her exposed child or children. Data included the 

date of birth of the women and children, post code of residence, date of HIV 

diagnosis for women and children, date of AIDS diagnosis for women and 

children, CD4 count and viral load at time of HIV and AIDS diagnosis, 

interventions used to decrease transmission from mother to child, whether the 

child was breast fed and for how long, weight of infant at birth, mode of delivery 

of the infant, and CD4 count and viral load of mother at time of delivery. There 

were no sociological data collected.

The Register is unusual in that it includes children who were born to women 

since they acquired HIV even though the infants might not be infected.

Perinatally exposed children include those born after the mother’s HIV diagnosis. 

Also included are children born before the mother’s HIV diagnosis where specific 

risk behaviours for HIV infection before the child’s birth have been documented. 

This included children born to women with a history of receipt of HIV-infected 

blood or blood products and children with an older sibling with perinatal infection 

(McDonald, Cruickshank, Ziegler & Kaldor, 1997).

To aid verification of data in the Register from May 1993, a formal reporting 

system was established whereby paediatricians notify cases of HIV-exposed 

children to the Australian Paediatric Surveillance Unit (McDonald, Elliott, 

Cruickshank, MacDonald & Ziegler, 1995) and the data added to the Register. 

Updated information on new cases of exposure and updates on the clinical status 

of infected children is supplemented by the Perinatal HIV Services and through 

the Australian Paediatric Surveillance Unit (McDonald et al., 1995).

As children are still being infected through mother-to-child transmission 

when preventative measures are available, we need to understand why this is
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the case and what we as clinicians might be able to do about changing the 

situation. Thus, this study explores the rate of perinatal exposure to HIV in 

Australia during the period 1982-2001. Through this mechanism it is possible to 

(1) determine the rate of perinatal transmission of HIV in Australia, (2) evaluate 

changes over time and (3) identify factors that might affect transmission over 

time including changes in risk factors. The mother-to-child transmission rate is 

examined specifically in relation to factors affecting mother-to-child transmission.

Perinatal transmission rates were calculated using mother-infant pairs in 

which the mother was the propositus case. That is, only women who presented 

for testing for HIV infection before the HIV status of their infant was known were 

included in perinatal transmission analysis. This is an important consideration to 

prevent bias towards the over inclusion of infected infants, who are more likely to 

be reported to the database than uninfected children are. Trends over time were 

summarised by year of the child’s birth.

Outcome of the use of interventions was assessed among mother-infant 

pairs in which the mother was diagnosed before delivery of the infant. Chi square 

and Fisher’s exact test were used to determine transmission rates and assess 

trends in the use of interventions. Mother-child pairs without information on 

specific interventions were excluded from univariate analysis.

As maternal morbidity and mortality affects the lives of children, these 

factors were also analysed. Crude survival following HIV diagnosis was 

calculated as the interval from the date of HIV diagnosis to the date of AIDS 

diagnosis if the mother or child had AIDS, otherwise to the date of the last 

medical contact or December 31, 2001, whichever came first. Survival rates and 

median survival were estimated by the Kaplan-Meier method.

Findings

An analysis of the Perinatal HIV Register by the author indicated that two 

hundred and fifty seven children were identified as exposed perinatally to HIV 

that is, born to mothers with HIV infection. The children were born to 217 women 

between 1982 and 2001. The first child identified as exposed to HIV through 

perinatal exposure was born in 1982. Sixty-nine children were identified as
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acquiring HIV infection through mother-to-child transmission. The first diagnosis 

of perinatal infection was made in 1984 in an eighteen-month-old boy whose 

mother acquired HIV postnatally, through a blood transfusion at his birth. This 

was the index case for a report of the first case of perinatal infection through 

breast-feeding (Ziegler et al., 1985). Figure 5.1 illustrates the number of exposed 

children born to HIV positive women between 1982 and 2001, according to their 

year of birth and HIV status.

Number of 
children

□ Infected ■ Uninfected

1982 1984 1986 1988 1990 1992 1994 1996 1998 2000

Year of birth

Figure 5.1 Children born to mothers with HIV infection, by year of birth 
and HIV status

Perinatal transmission rate

Table 5.1 presents data for 1982 and 2001 during which there were 257 

pregnancies in women with HIV. Of these 69 children were infected with HIV 

(27%).

Table 5.1 Mother to children transmission of HIV

Date of infant birth Infected children Pregnancies Perinatal transmission (%)

1982-2001 69 257 27
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Two time periods were compared as ACTG 076 was released in 1994, after 

which time women were encouraged to receive antiretroviral medication during 

pregnancy to reduce transmission. A significant decline in perinatal transmission 

was observed over time in the percentage of exposed children with perinatal HIV 

infection falling from 36% (47/130) among children born in 1982-1994 to 17% 

(22/127) among children born in 1995-2001 (p= 0.0006) Table 5.2 presents the 

mother to child transmission rates in two ten year time periods showing the 

difference between the periods.

Table 5.2 Mother-to-child transmission of HIV between 1982 and 2001

Date of infant birth Infected
children

Pregnancies Perinatal 
transmission (%)

p value

1982-1994 47 130 36 0.0006

1995-2001 22 127 17

Antenatal and postnatal diagnosis of HIV

Use of antiretroviral therapy increased among women diagnosed 

antenatally from 14% in 1982-1994 (4/29) to 88% in 1995-2001 (80/90). 

Antiretroviral therapy in pregnancy was not available to women diagnosed 

postnatally. Among 94 women whose HIV infection was diagnosed antenatally 

and whose exposed child was born 1995-2001,41 (44%) made use of all three 

interventions. None of the children was infected and no infected infants have 

been born to women diagnosed antenatally since 1996. Forty-two per cent of 

women with HIV in Australia, who delivered a child since their infection, were 

diagnosed postnatally, precluding them from the use of interventions to reduce 

transmission of HIV to their children. The percentage of women diagnosed 

postnatally has fallen from 100% 1982-1984, to 15% in 1998-2000. It is expected 

that the latter figure may increase when more diagnoses are made over the 

subsequent years.

Figure 5.2 illustrates the relationship between antenatal diagnosis of HIV 

and the perinatal transmission rate. As the percentage of women diagnosed 

antenatally increase, the use of interventions to prevent perinatal transmission 

also increase with a subsequent fall in perinatal transmission. Many of the
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women giving birth since 1995 are women who had second and subsequent 

children as the risk of transmission decreased. Even so, of 25 women who were 

undiagnosed and who gave birth between 1995 and 2001, 15 of the infants were 

infected which could have been prevented had the women been aware of their 

HIV status and used precautions to prevent perinatal transmission.

Perinatal transmission rate -*-% antenatal/postnatal maternal diagnosis

Yearofinfant's birth

Figure 5.2 Relationship between perinatal transmission rate and antenatal 
diagnosis

There was a significant difference in transmission depending on whether 

the women were diagnosed with HIV before or after the birth of their child. In 

mothers diagnosed antenatally, transmission rate was 13% (19/143) and for 

women diagnosed in the postnatal period, transmission rate was 45% (47/104). 

Table 5.3 presents the perinatal transmission rate by time of mother’s HIV 

diagnosis.

Table 5.3 Perinatal HIV transmission rate by time of mother's HIV diagnosis

Date of infant birth Infected
children

Pregnancies Perinatal 
transmission (%)

p value

Mothers diagnosed postnatally 1982 -2001 47 104 45

Mothers diagnosed antenatally 1982 -2001 19 143 13 0.0001
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A decline in the transmission rate was observed over time with a significant 

difference in transmission rate between the years preceding (1994) and prior to 

the use of antiretroviral medication to reduce transmission rate. Among children 

born to women whose HIV infection was diagnosed antenatally, the percentage 

of infected children declined from 24% (12/49) in 1982-1994 to 7% (7/94) in 

1995-2001.Table 5.4 presents the number of infected children born to women 

who were diagnosed after the birth of their child showing a decrease in the rate 

of transmission after 1995.

Table 5.4 Mother-to-child transmission of HIV in mothers diagnosed 
antenatally

Category /

Date of infant birth

Infected
children

Pregnancies Perinatal 
transmission (%)

p value

Mothers diagnosed antenatally 
1982-1994

12 49 24
0.005

Mothers diagnosed antenatally 
1995-2001

7 94 7

Use of interventions to decrease perinatal transmission

Of children with known HIV status, 60 were born by elective caesarean 

section and 122 had other modes of delivery, including 16 delivered by 

emergency caesarean section and 106 by vaginal delivery; mode of delivery was 

not reported for 44 (19%) children. The use of elective caesarean section in 

women whose HIV infection was diagnosed antenatally increased significantly 

overtime, from 3% (1/39) among children born 1982-1994 to 71% (59/73) among 

children born in 1995-2001 (p = 0.01). Less than 5% of women whose HIV 

infection was diagnosed in the postnatal period had an elective caesarean 

section delivery. No change in transmission rate over time was noted among 

women diagnosed in the postnatal period.

A significant decline was seen over time in the rate of perinatal 

transmission, associated with the increased use of interventions, which replicates 

the results of large studies in the United States and the United Kingdom (Selik & 

Lindegren, 2003; Gibb, Duong & Tookey, 2004). In Australia, the lower rate of
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infection among children born during 1982-1994 to women diagnosed 

antenatally, compared to the transmission rate among children born to mothers 

diagnosed postnatally, was attributable to the avoidance of breastfeeding. Most 

women who were diagnosed antenatally (95%; 78/82) avoided breastfeeding 

their children, whereas only 13% (10/78) of women whose HIV infection was 

diagnosed postnatally did not breastfeed their infants (p = 0.006). The 

percentage of infected children was significantly higher among breastfed children 

(37/108, 35%) than among those who were not (24/133, 18%) (p=0.003). The 

results are set out in Table 5.5.

Table 5.5 Effect of breast feeding on perinatal transmission rate

Category Infected children Pregnancies Perinatal transmission (%' p value

Breastfed infants 37 108 35 0.003

Artificially fed infants 24 133 18

Use of antiretroviral therapy in pregnancy by women diagnosed antenatally 

increased significantly over time from 14% (4/29) among women whose exposed 

children were born 1982-1994 to 88% (80/90) among women whose children 

were born 1995-2001 (p = 0.0001). Use of antiretroviral therapy in pregnancy 

was not available to women whose infection was diagnosed in the postnatal 

period.

The percentage of children infected was significantly lower among women 

who used any retroviral therapy in pregnancy (11%) compared to women who did 

not (36%) (p = 0.03). None of the 41 children delivered by caesarean section 

were infected, compared to 20 of the 79 children (25%) delivered by other 

modes. The decline in mother-to-child transmission was even more dramatic in 

the period 1996-2001 where 76 mothers who were diagnosed antenatally took 

antiretroviral therapy during the pregnancy, delivered the infant by caesarean 

section and artificially fed the infants. In this group, there were no infected infants 

(0/76). This is in stark contrast to 25 women who gave birth during the same 

period but were not diagnosed at the time of the infant’s birth, and were thus
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unable to avail themselves of the protective measures. These women gave birth 

to fifteen infected infants. All women diagnosed before the birth of their child and 

who gave birth after 1995 took advantage of strategies to minimise transmission 

(use of antiretroviral therapy during pregnancy, delivered the infant by caesarean 

section and artificially fed the infant). None had an infected child (0/76) (Table 

5.6).

Table 5.6 Mother-to-child transmission of HIV in women using 
interventions to prevent transmission

Category / Infected Pregnancies Perinatal

Date of infant birth children transmission (%)

Use of ART during pregnancy,
delivered by caesarean section
and artificially fed 1996 -2001 0 76 0

Effect of maternal disease on mother-to-child transmission

Owing to the availability of antiretroviral therapy HIV disease progression 

was alleviated in many of the women. To December 2001, of the 217 women 

with HIV who gave birth since their infection, 74 women were diagnosed with 

AIDS. Five women had been diagnosed with AIDS before the birth of any 

exposed children (range 47 to 110 months prior to birth). Of the 76 pregnancies 

(74 women) in women who had been diagnosed with AIDS, 37 children were 

infected (48%). Of the 141 pregnancies in women who had not been diagnosed 

with AIDS, 32 children were infected (24%).

Women who had been diagnosed (at any time) with AIDS were significantly 

more likely to transmit HIV to the infant (p = 0.0001). Table 5.7 presents the 

number of children infected with HIV by whether the mother had ever been 

diagnosed with AIDS.

Table 5.7 Transmission by whether women had been diagnosed with AIDS

Category Infected
children

Pregnancies Perinatal 
transmission (%)

p value

Mothers diagnosed with AIDS 37 76 48
Mothers never diagnosed with AIDS 32 141 24 0.0001
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Transmitting women (n= 34; mean 48 months from the birth of their child) 

had a significantly shorter progression to AIDS than non-transmitting women (n = 

49; mean 65 months from the birth of their child). Further discussion on maternal 

morbidity and mortality is included later in this chapter.

Age of children at HIV diagnosis

Sixty-nine children have been diagnosed in Australia with HIV from 1982 to 

2001. The age of children at diagnosis ranged from two weeks to 81 months 

(median 13 months). The mother’s awareness of her HIV status before the birth 

of the child was significant in terms of the age at diagnosis of the child. Where 

the mother was diagnosed antenatally the mean age at diagnosis of the child 

was 5.7 months (median 3 months; range two weeks to 22 months).

For children whose mother was diagnosed after their birth the median age 

at diagnosis of the child was 19 months; range two to 81 months; (p = 0.003). 

Figure 5.3 presents the age of the children at HIV diagnosis by whether the 

mother was diagnosed with HIV before or after the child’s birth. While most 

children were diagnosed with HIV within the first 12 months of age, a cluster of 

children were diagnosed between 38 and 50 months.

N urn bp| o f children/aqe group

Age (months)
Maternal diagnosis before birth 
n = 1 9 
Mean = 5.7 
Median = 3 
Range = 0 - 22

Figure 5.3 Age at HIV diagnosis of children by whether mother was 
diagnosed before or after the child's birth

Maternal diagnosis after birth 
n - 50
Mean = 25.9 
Median = 19 
Range = 2 -81
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Disease progression in children

The median time from HIV diagnosis to AIDS diagnosis for these thirty-two 

children was 1.5 months (range 0-68 months). Figure 5.4 illustrates the short 

time between HIV diagnosis and AIDS diagnosis in children with perinatal HIV 

infection. Nineteen children were diagnosed with AIDS within one month of their 

HIV diagnosis and a further four children diagnosed with AIDS within six months 

of their HIV diagnosis, fitting the category of ‘late’ HIV diagnosis. Since the 

advent of HAART in 1997, the progression of children with HIV to AIDS has been 

stalled (Selik & Lindegren, 2003; Gibb et al., 2004).

Thirty-two children were diagnosed with AIDS. The median age was 25 

months (mean 32 months, range two to 80 months). Figure 5.4 illustrates the 

spread of ages of the children at AIDS diagnosis. Sixty per cent of children with 

HIV infection were also diagnosed with AIDS at the same time as their HIV 

diagnosis demonstrating a bimodal pattern of disease progression.

Time from HIV diagnosis to 
AIDS diagnosis

n= 32 Age of child (months) $ Age at AIDS diagnosis
......... Beginning of line = age at HIV diagnosis

Figure 5.4 Time from HIV diagnosis to AIDS diagnosis

Further data regarding the implications of ‘late’ diagnosis of HIV are 

provided in the following section on disease progression in children.
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Clinical symptoms of children at AIDS diagnosis

Thirty-two children were diagnosed with an AIDS-related illness. Sixty-nine 

per cent of children had severe wasting disease caused by mycobacterium avium 

complex or cytomegalovirus. Seventy-six per cent of children had other 

respiratory disease mostly lymphoid interstitial pneumonitis. Thirty-eight per cent 

of children had central nervous system pathology (a third of whom had 

progressive multifocal leukoencephalopathy). Thirty per cent of children had 

Pneumocystis carinii pneumoniae (PCP), of which 80% were fatal infections. 

Twenty-three per cent of children had peripheral neuropathy. These pathologies 

demonstrate the multisystem effect of AIDS as most of the children presented 

with more than one symptom. The two symptoms, which were most likely to 

appear on their own, were PCP and progressive multifocal leukoencephalopathy. 

All the children with AIDS were symptomatic of Candida albicans (bronchi, 

trachea, and lungs). Figure 5.5 presents the range of clinical conditions that lead 

to the AIDS diagnoses.

■ PCP BCNS ■ Periph neuropathy dOtherresp

■ Severe wasting DDiarrhoea ^Candida

Figure 5.5 Clinical symptoms at AIDS diagnosis*
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Deaths of children from HIV-Related illness

Twenty-one children have died in Australia since 1980 as the result of 

AIDS. The mean age at death was 47 months (median 37 months, range 2-117 

months). The time from AIDS diagnosis to death was median 37 months (mean 

17 months; range zero to 68 months). Figure 5.6 (age of children at death) 

displays the age of the children at death from AIDS-related illnesses by their year 

of birth.

Age in months
140 -

120 - •
•

100 - •
• x

80 - • • •

60 - •

40 •
• •

20 - •
• • • _

o - --------------------- T---------------------^--------------------- T---------------------

1980 1985 1990 1995 2000 2005

Range: 2 -117 months
Median: 37 m onths Y69r Of birth fl — 21

Figure 5.6 Age of the children at death from AIDS-related illnesses by 
their year of birth.

Time from AIDS diagnosis to death

Of the 21 children who died from AIDS-related illnesses, half of the children 

(11) died of their initial AIDS-defining illness. Of these 11 children, only five had 

been previously diagnosed with HIV as the remaining six children died at their 

HIV and AIDS diagnoses. Again, this illustrates the effect of ‘late’ HIV diagnosis 

in children where immunosuppression has progressed to such an extent that they 

died at their initial presentation and without the benefit of treatment to prevent 

immune deterioration.
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Three children, all less than 12 months of age, who were diagnosed with 

HIV, AIDS and died within a few short days were the propositus (first diagnosed) 

in the family - none of the parents was diagnosed with HIV until after the 

diagnosis of the infant. Figure 5.7 illustrates the time from AIDS diagnosis to 

death in the 21 children who have died as the result of an AIDS-related illness.

n = 21

Age (m onths)

^AgeatAIDSdiagnosis 0 Age at death 0 Age at AIDS & death

Figure 5.7 Time from AIDS diagnosis to death

Maternal risk for HIV

Maternal risk was reported for 203 women. Over half the women were 

infected heterosexually (53%). A further 19% were infected heterosexually in a 

high prevalence country. Fifteen per cent were infected through injecting drug 

use. Ten per cent were infected through a medical procedure (all but three were 

transfused after delivery of an infant). Three per cent were recorded as ‘other’. 

Figure 5.8 represents the distribution of risk factors among the women who had 

given birth since their HIV infection. Just over half the women were infected as 

the result of heterosexual transmission. Women gave the risk of their sexual 

partner as injecting drug use in 27 cases, with a person from a high prevalence 

country in 20 cases, with a bisexual male in 14 cases and with a person with 

medically acquired HIV in 4 cases.
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□ ID U □ h e te r o □ high prev m e d ic a I □ other

53%

Source: Perinatal HIV Regsiter

Figure 5.8 Per cent of women with perinatally HIV exposed children, 
1982-2001, by the women's exposure category

There were marked changes between the first and second year periods. 

Women with injecting drug use as a risk factor dropped from 23% of women 

during 1982-1991 to 10% during 1992-2001. Comparing the two 10 year periods 

of 1982-1991 and 1992-2001, increases were noted among sexual partners with 

an injecting drug use (8 cases increasing to 19 cases) and sexual partners from 

a high prevalence country (increasing from one case in 1982-1991 to 19 cases in 

1992-2001).

Heterosexual transmission was reported as the sole risk factor for HIV in 

30% of women giving birth during the first ten years, increasing to 57% in the 

second ten-year period. Women from high prevalence countries increased from 

9% to 30% in 1992-2001. Thirty per cent of women were infected through a 

medical procedure during 1982-1991, whilst none was infected in this way during 

the second period.

Page 95



CHAPTER FIVE EPIDEMIOLOGY

State of residence

Children with HIV were born in every mainland state of Australia with almost 

half born in New South Wales (49%), the most populous state in terms of both 

population and HIV infection. The highest rate of diagnosed HIV infection in 

adult/ adolescent women occurred in New South Wales (21.0 per 100 000 

population) almost double that of Victoria (11.1 per 100 000 population). Smaller 

numbers of HIV-infected children were born in Queensland (17%), Western 

Australia (14%) and Victoria (12%). Even fewer children with HIV were born in 

South Australia (4%), Australian Capital Territory (3%) and Northern Territory 

(1%). Figure 5.9 depicts the distribution of exposed children among the states of 

Australia.

tas = o

Figure 5.9 Distribution of exposed children among the states of 
Australia

Maternal morbidity and mortality

To end December 1996, 113 women with 141 children were included in the 

National Registry of Perinatal Exposure to HIV. Forty-five women had been 

diagnosed with AIDS of whom thirty-one had died of AIDS-related illnesses.
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Whether the women were diagnosed before or after the birth of the child made 

little difference to the women’s survival.

The median time to AIDS from the birth of the woman’s first child was 7 

years, with 29% developing AIDS within 5 years and 78% developing AIDS by 10 

years from the birth of their first child.

Also investigated was the time to AIDS from birth by mother’s exposure risk 

to HIV. The median survival in women who acquired HIV medically was 8.5 

years, in women who acquired HIV through heterosexual activity the median 

survival was 10.3 years, and for women who acquired HIV through injecting drug 

use the median time from birth of their first child was 5.2 years. This was not 

statistically significant. Table 5.8 illustrates the earlier progression seen in 

women who acquired HIV through injecting drug use and who acquired HIV 

through heterosexual activity than in women infected medically. This was most 

likely due to medically infected women being diagnosed earlier in their infection 

due to the Lookback program undertaken by the Blood Bank in which persons 

who had received blood products prior to 1985 were encouraged to undertake 

HIV testing.

Table 5.8 Time to AIDS from birth of first child by maternal risk

n AIDS 5 years 10 years Median RR P

Blood 17 11 88% 41% 8.5 1.0

IDU 30 15 67% 36% 5.2 1.78* 0.153

Heterosexual 63 18 73% 54% 10.3 1.06** 0.875

Other 3 1 0% 0% 5.0

All 113 45 29% 78% 7.0

* 95% Cl (0.81 - 3.95) ** 95% Cl (0.49 - 2.30)

Forty-six mothers died as the result of AIDS. The mean age of the eldest 

exposed child was 70 months (median 64 months). Again transmitting women (n 

= 25) were more likely to progress, with a mean time of 58 months from birth of 

eldest exposed child, whereas 21 non-transmitting women had a mean time of 84 

months from birth of eldest exposed child. The mean time from HIV diagnosis to
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AIDS was seven years, with a shorter median progression in transmitting women 

of five years (p=0.014). Exposure risk was not significant in time to AIDS, but was 

significant in time to death (p=0.02). These results most likely indicate that 

women with higher viral load are more likely to transmit HIV to their infants.

Given the short duration of many women from HIV diagnosis to AIDS diagnosis, 

many women are delayed in being diagnosed with HIV.

When time from HIV diagnosis to death of the mother was analysed, it was 

found that women who acquired HIV through injecting drug use were significantly 

less likely to survive five years from HIV diagnosis than women infected 

medically (p= 0.002).

When data on women’s survival by HIV status of their child were analysed it 

was found that there was a median survival of 8.6 years in women with no 

infected children and 5 years in women with one or more infected children. Table 

5.9 presents the time to AIDS of the mother from the birth of the first child and 

whether the child was infected with HIV or not.

Table 5.9 Time to AIDS from birth of first child by status of the infant

n AIDS 5 years 10 years median RR P

Not infected 64 22 18% 52% 8.6 1.0

Infant infected 49 23 46% 69% 5.0 2.09 0.014

Discussion

The causes of HIV infection in the general population can be linked to 

various social, political and economic factors, as well as established biophysical 

causes. While many of the extreme examples do not necessarily apply to 

Australians, nevertheless there are socio-economic and political forces that 

increase vulnerability of some subpopulations to HIV infection. The incidence of 

HIV in Australia is low compared to other countries and consequently the number 

of women and thus children infected through mother-to-child transmission is low. 

The low prevalence may be attributed to several factors. While developed 

countries such as the United States have localised pockets of infection amongst
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marginalised societal groups, this has not been the case in Australia, where 

access to health services and treatments are guaranteed through tax-payer 

funded public medical insurance (Medicare) and the Pharmaceutical Benefits 

Scheme. Services included in these subsidy arrangements are accessible to 

people from all income groups with permanent residence in Australia (Schofield, 

1999).

One of the major findings from the epidemiological data was that prevention 

of perinatal HIV disease (mother-to-child transmission) is possible provided 

women are tested for HIV before the birth so that prevention strategies can be 

undertaken. Before 1994, the avoidance of breast-feeding was the only strategy 

known to lower the transmission rate from mother to child. In 1994, the 

recognition of the protocol administering an antiretroviral medication (zidovudine) 

to pregnant women during pregnancy and to the infant in the first six weeks of life 

significantly lowered the transmission rate. Since delivery of the infant by 

caesarean section was added to antiretroviral medication in pregnancy protocol 

together with the avoidance of breast-feeding, the transmission rate in Australian 

women (including women with an AIDS diagnosis) who undertook all three of 

these precautions has been zero (0/76). Even so, some women are not being 

diagnosed with HIV before the birth of their child. This means that the women 

have been unable to avail themselves of the above strategies to reduce 

transmission to their child; the non-diagnosis of 25 women resulted in the 

infection of 15 children.

The findings that children are still being infected are not surprising given 

that only half of the Australian obstetric hospitals have a protocol for 

recommendation about HIV screening during pregnancy; less than half 

recommend testing all women for HIV (Hunt & Lumley, 2002). Added to this, only 

half of Australian obstetricians offered HIV testing for all pregnant women (Giles 

etal., 2004).

Also of importance in the recognition of children who are infected with HIV 

is the ‘late’ diagnosis of HIV in many of the children, in which HIV and AIDS were 

diagnosed at the same time or within a few months of the HIV diagnosis. Three 

infants presented with significant symptoms of AIDS and died within a short
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period (days) after the initial presentation. At the time of their presentation, none 

of these infants had been identified as being at risk for HIV and their mothers 

were undiagnosed. In each case, the infants were not known to be exposed in 

utero to HIV and therefore at risk of acquiring the disease, they were unable to 

be treated for HIV preventing their progression to AIDS, or to be given 

prophylactic treatment against Pneumocystis carinii. In all, 19 children were 

diagnosed with AIDS within one month of their HIV diagnosis and a further four 

children diagnosed with AIDS within six months of their HIV diagnosis, fitting the 

category of ‘late’ HIV diagnosis.

There was a significant difference between the age at HIV diagnosis in 

children known to be at risk for HIV before their birth and those who were 

identified as at risk for HIV after their birth. The earlier diagnosis means that the 

children were able to commence on treatment as soon as their medical condition 

warranted it, preventing destruction of the immune system and the development 

of AIDS.

In circumstances where the diagnosis of HIV in the mother did not occur 

before the child’s diagnosis, there is the added predicament of ‘late’ diagnosis of 

HIV in many of the children (that is, diagnosis of HIV followed closely by or 

simultaneously with, an AIDS diagnosis). When the HIV diagnosis is made after 

the child’s birth, the diagnosis is likely to be discovered because of severe illness 

(or even death) of a parent or child. This scenario is likely to increase the 

emotional trauma for the family and may severely affect the functioning of the 

family unit. Thus, the diagnoses of multiple family members may be made at one 

time during a life-threatening situation where emergency or critical care is 

required. It is no wonder then that the family is overwhelmed when confronted 

with several diagnoses during a health crisis of one family member. In one family, 

the mother died at the time of her HIV diagnosis and both children were 

subsequently diagnosed with HIV and AIDS concurrently, the youngest children 

requiring admission to intensive care with acute sepsis.

With the development of HAART in 1997, the progression of children with 

HIV to AIDS has been delayed or even prevented. This is consistent with 

literature from overseas where treatment with HAART has been demonstrated to
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be effective in extending the asymptomatic period of HIV infection in children, as 

in adults (Selik & Lindegren, 2003; Gibb et al., 2004). However, children need to 

be diagnosed with HIV to take advantage of the treatments and for the strategies 

to be effective. Since 1997, five children were diagnosed with AIDS at the same 

time as their HIV diagnosis, with the result that they were unable to take 

advantage of the treatments to restrain the progression of their disease to AIDS. 

Subsequently three of the children died because of their HIV infection.

The seroprevalence of HIV among women is also low in Australia with 

implications therefore for the paediatric population. Australian women have 

acquired HIV through blood transfusions, heterosexual activity and injecting drug 

use. All but two of the women infected through blood transfusion were transfused 

after the birth of a child. Since 1985 all blood donated through the Australian Red 

Cross Service is tested for HIV although one child was infected in this way after 

that time. Many of the infants born to these women who were transfused with 

infected blood were at risk of acquiring HIV through breast milk. In fact, the first 

child reported worldwide as infected through breast milk was in this context 

(Ziegler, Stewart, Penny, Stuckey & Good, 1988).

Just over half the women infected with HIV in this cohort gave their risk as 

unprotected heterosexual activity. In this context, the great majority of women 

giving birth would fall into this category that is, having unprotected sexual 

intercourse. Thus, the majority of women do not perceive themselves to be at risk 

for HIV, having no other identifiable HIV risk of their own. This has serious 

repercussions for testing women for HIV during pregnancy, where the official 

policy requests women to identify their own risk for HIV and to encourage women 

who are at risk to undertake HIV testing. Many of the women infected in this way 

did not know that their partner or previous partner was infected with HIV until 

after their diagnosis or the subsequent diagnosis of their partner. Women have a 

greater risk of acquiring HIV infection through unprotected sexual intercourse 

than do men from infected women.

The prevalence of HIV among injecting drug users is also low although this 

group is the second group most at risk for HIV in Australia. This results in low 

heterosexual transmission and thus low prevalence among Australian women
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and their children. The low incidence in injecting drug users in Australia has been 

attributed to the early implementation of harm minimisation strategies such as 

needle exchange programs implemented through the official national drug policy 

as early as 1985. In overseas countries where HIV has spread widely in the 

injecting drug user population, an epidemic in the general population has 

occurred with substantial health, social and economic costs (Des Jarlais et al., 

1995). The harm minimisation strategy attempts to reduce drug-related harm 

using needle and syringe programs and methadone treatment programs. Despite 

the empirical evidence for the success of harm minimisation strategies, there is a 

growing political movement among conservative groups to opt for a Tough on 

Drugs’ policy. The Tough on Drugs’ policy views the use of illicit drugs as a 

moral rather than a health and social issue. Australian women have also been 

infected through injecting drug use. Fifteen per cent of women who had given 

birth since their HIV infection were reported to have acquired HIV as the result of 

injecting drug use; a further 14% reported their acquisition as due to sexual 

contact with an injecting drug user.

The major group in Australia to be identified with high HIV seroprevalence 

has been men-who-have-sex-with-men. As a group, men-who-have-sex-with- 

men are not homogeneous. Nevertheless, specific prevention strategies and 

treatment centres aimed at the gay community have resulted in falling HIV 

infection rates over the years. The rallying of the gay community (later with 

supportive family, friends and other community groups) to adopt safer-sex 

messages and to provide educational programmes specifically aimed at high-risk 

behaviours was successful in reaching many men outside the usual gay clubs 

and bars. Nevertheless, the incidence in this group affects the infection rate in 

women; 7% of women with HIV who had given birth since their infection reported 

their exposure to HIV as sexual contact with a bisexual male.

Women from areas of high seroprevalence countries have also been 

infected with HIV, the majority whilst residing in their home country before their 

arrival in Australia. There have been increasing numbers in this category as well 

as in the number of Australian women who have had unprotected sexual activity 

with men from high seroprevalence countries. While this has implications for the
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screening of immigrants, screening visitors and citizens returning from overseas 
is more problematic.

The high morbidity associated with HIV infection before 1997 had 

implications for families with HIV. Women with high viral load were more likely to 

transmit the virus to their offspring. Transmitting women had a significantly 

shorter time of progression to AIDS from the birth of their first child. Thus infected 

children were more likely to lose their mothers to HIV than were uninfected, but 

exposed children. The implications for the family are that if mothers transmit, 

there is a shorter disease progression for the mother. The relatively high rate of 

transmission in mothers who were diagnosed postnatally might be due to 

presentation by women with more advanced disease (European Collaborative 

Study, 1992). Thus, infected children are more likely to lose their mother and at a 

younger age than uninfected children. Further discussion of the effects of 

maternal AIDS and maternal death on the children follows in the next chapter.

Women infected through injecting drug use were more likely to have a 

shorter time to AIDS than were women infected through heterosexual activity or 

those who had acquired HIV through medical transmission. High maternal viral 

load also affects the disease progression in the infant, in that progression to 

AIDS is shorter than in infants born to women with a lower viral load. This 

phenomenon may account for the bimodal picture of AIDS acquisition in children 

with some children progressing to AIDS in their first year of life, while other 

children remain asymptomatic for longer periods. This has significant implications 

for their health treatment, for without diagnosis of HIV, medications cannot be 

administered to them to avoid immunosuppression that leads to AIDS and AIDS- 

related illnesses. This has implications for HIV-infected children who are more 

likely to lose their mothers to an AIDS-related illness and at a younger age than 

exposed, but uninfected, children. This relationship between earlier disease 

progression in women with infected children is probably because women with 

higher viral activity (a precursor to AIDS) are more likely to transmit the virus to 

their child than women with lower viral activity, and less immunosuppression.

The distribution of children with HIV throughout all mainland states of 

Australia, together with the small numbers of children infected with HIV, has
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implications for service delivery. This picture is unlike HIV in adults, where the 

clusters of infected men in the eastern suburbs of Sydney meant service 

provision could be close to the majority of those infected. However, families with 

HIV come from across the social spectrum and thus do not congregate in one 

area. In New South Wales, infected families with exposed children were residing 

in every Area Health Service. The small numbers of children in states other than 

New South Wales means that it is not cost-effective to provide specific perinatal 

HIV services or family-based HIV services, which is poignant as health provision 

is a state responsibility in Australia. This also affects the ability of professionals to 

develop expertise as experience is consequently limited in these circumstances 

of small numbers of infected children and the wide geographical distribution of 

their residence.

Recognizing the trends and patterns of HIV infection is only one aspect of 

understanding perinatal HIV infection. Also of importance are the clinical realities 

of the disease and the associated treatments that are required to prevent 

deterioration of health or to maintain health once it has been restored. Therefore, 

the following section reviews the clinical picture of perinatal HIV and AIDS in 

Australian children through the exploration of a case study.
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CHAPTER SIX

Clinical experiences - case study
The previous study on epidemiology provided an understanding of the trends and 

patterns of paediatric HIV in Australia and goes a small way to providing an 

explanation of the complex nature of HIV. The epidemiological findings have 

several consequences for children with perinatal HIV. Firstly, the findings reveal 

the silent nature of HIV disease where some women and, therefore, their children 

are not perceived to be at risk for the disease. This then causes a flow-on effect 

where the diagnosis of HIV may not be made until severe illness occurs in a 

family member despite bouts of illness over many years. In some cases, the late 

diagnosis occurs in a parent with the subsequent effects for the family of multiple 

family diagnoses occurring in conjunction with a severely ill, or even dying, 

parent. In other cases where the late diagnosis of HIV occurs in the child, the 

child may be severely ill, require many investigations and treatments that impact 

on his or her psychosocial development. The family is placed under increased 

stress in coping with the effects of an ill child, multiple family diagnoses of HIV 

and the increased work that is required to manage all of the above. By 

understanding how the missed antenatal HIV diagnosis affects a child and the 

family, we may better appreciate the benefits of antenatal screening in low-risk 

women.

Secondly, the epidemiological findings showed that children are continuing 

to be infected with HIV despite measures available to prevent mother-to-child 

transmission. It may be argued that the low seroprevalence of HIV in Australian 

women means it is not cost effective to screen all pregnant women for HIV during 

their pregnancies. However, we need to go further than epidemiological studies 

to present the clinical realities of HIV disease. In order to present the human 

reality of HIV disease I am going to present a case-study of a girl I have named 

‘Anna’. I will do this by presenting aspects of her illness and life together with a 

synthesis of the literature of the experiences of children with HIV/AIDS. In this 

way the realities of the clinical manifestations of HIV disease in children can be 

better explored.
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The decision needs to be based on more than quantifiable variables but 

on the human reality.

One of the two major aims of this section was to systematically examine the 

complex nature of perinatal HIV infection in Australian children through the 

examination of the clinical picture of paediatric HIV in Australia, and to explore 

some of the day-to-day realities of the disease that impact on the children and 

their families. This study presents the second of three empirical sets of data and 

seeks to explore the clinical experiences of children with HIV, specifically looking 

at the symptoms of HIV and the complex treatments required to maintain health 

once diagnosis is made. The study also focuses to a lesser extent on the impact 

on the family of the late diagnosis of the child.

The complexity of the disease determined the choice of case study because 

of its ability to provide insight into a complicated issue. Case study is useful in 

emphasizing the child’s perspective as being central to the study at hand (Stake,

1995) and is beneficial in emphasising the impact of the disease from a child’s 

perspective (Zucker, 2001). Furthermore, case study can also be used to provide 

a clearer understanding of the nature and extent of a problem. With the emphasis 

on context, a case study approach can contribute to our understanding of the 

reality of the disease.

Case study as a research method, with the individual or phenomenon as 

the unit of analysis, is a particularly popular method used to develop rich and 

comprehensive understandings about people. It is widely used in educational 

research (Stake, 1995; Fallon, 1996) and sociology (Yin, 1993; Yin, 1994). Case 

study has also been employed by a variety of health disciplines such as teaching 

in allied health (Dowd & Wilson, 1995; Van Leit, 1995), occupational health 

research (Colborn, 1996), physiotherapy research (Tichenor, Davidson &

Jensen, 1995; DeSouza, 1997) and social work research (Gilgun, 1994). The 

goal of the case study method is to give as accurately as possible the most 

complete description of the case. The case study described in this thesis applied 

the most useful aspects of the case study approach. Within nursing research, the 

use of case study has been a useful tool in presenting complex problems facing 

patients (Scherer, Dickerson & Grzankowski, 1996; Frilund, 1997) and in
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presenting a holistic account of patients’ experiences with illness (Sandelowski, 
1996).

This component of the study used standard techniques for posing research 

questions and defining the unit of analysis adapted from the work of Stake (1995) 

and Yin (1993, 1994) in which extensive narrative description was used to define 

the case in the specific contexts under study. The study design focused on 

exploration and description. Yin (1994) argues that case study can be strongly 

associated with qualitative research because of its emphasis on 'real' situations 

and their inherent descriptive qualities. Stake (1995) shares this view, with the 

belief that case study is strongly associated with the uniqueness and wholeness 

of the individual, with the implication that a 'single-case' is extremely important. 

Stake places great emphasis on making a 'case' understandable which has the 

approach of theory building, that is to say, making some attempt to gain a deeper 

understanding of similar cases, thereby widening and deepening our 

understanding of a phenomenon.

Generalisation is a crucial component of experimental research approaches 

and it is possible that case study, and indeed any qualitative approach, will come 

under criticism for not being widely applicable to large populations. Yin (1994) 

refutes the criticism of the lack of generalisability of the case study arguing that 

case study is concerned with analytical generalisation and not statistical 

generalisation. Yin states that with analytical generalisation, theoretical 

propositions are developed to offer theoretical explanations of the phenomenon 

under study and that the concept of generalisation is reconceptualised and 

clarified.

While the information described in the case study does not purport to be 

generalised to all children with HIV, it is an account of an intricate case that can 

best illustrate aspects of the clinical experiences of children with HIV infection.

Yin (1993) emphasises that the case study does not represent a sample perse 

and so the aim of the method is to generalise and develop theories (analytical 

generalisations) not frequencies or statistical generalisations to a wider 

population. Stake ( 1995) acknowledges that case study is inappropriate as a 

basis for generalisation in a statistical sense, but goes on to refine the concept in
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his own way. Stake believes that there are generalisations that occur throughout 

a particular case, factors which lead to the refinement of a generalisation (by 

observing that something happens in a variety of ways).

The selected case (to be introduced at the end of this section) emphasises 

the obstacles to diagnosis when the association of symptoms of HIV infection 

have not been made. According to Yin (1994), the case study design must have 

five components: the research question(s), its propositions, its unit(s) of analysis, 

a determination of how the data are linked to the propositions and criteria to 

interpret the findings.

Yin (1993) has further clarified that multiple sources of evidence, gathered 

by multiple data collection techniques, are typical of the case study. Yin (1994) 

argues that when process issues are involved, multiple sources of evidence and 

case studies offer a holistic perspective allowing for a fuller exploration of the 

issues. HIV disease causes immunosuppression resulting in a variety of 

devastating illnesses affecting many body systems with long-term survival and 

true non-progression of disease unusual without treatment. The main aspect of 

my concern included the complex nature of perinatal HIV disease: complexity in 

the method of diagnosis in infants; the diversity of disease manifestations; 

uncertainty of disease progression and the nature of treatment. These aspects 

are the focus of the study in this chapter. The psychosocial aspects are covered 

later in the study and so are not addressed in detail here.

Method
Figure 6.1 shows the breakdown of the sample in terms of medical records 

available for review. There were 69 Medical records of children with perinatal 

HIV infection available for examination. Twenty-one children had died, and a 

further 37 children had few symptoms of HIV or were less than five years of age. 

Eleven living children had been diagnosed with AIDS, and it was from this group 

that a case was selected.
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Case selected

37 children with few
sym ptoms

Figure 6.1 Selection of child for case study from available medical records

Data were collected from 11 clinical records (medical records, hospital 

admission charts, and emergency department records), pathology reports and 

neurocognitive assessments of each of the children. Information was assembled 

into tables and graphs to assist with the separate analysis of the health trajectory 

of each child.

From the above data, a picture of HIV infection in the 11 children was 

devised by detailing individual aspects of each child’s health under the 

subheadings of clinical symptoms, pathology results (mainly CD4+ counts, viral 

load), height and weight of the children, investigations performed, periods of 

hospitalisation, and medications prescribed.

Ten of the 11 children were born to women undiagnosed with HIV at the 

time of birth; all of whom had at least one hospital admission prior to their HIV 

diagnosis. All 10 children had symptoms of HIV at their HIV diagnosis, and all but 

one (90%) was diagnosed with AIDS within six months of their HIV diagnosis 

(range 0-14 months). The mean age at HIV diagnosis was 30.2 months (95% Cl. 

16-44; median 23 months; range 9 to 78 months). The mean age at AIDS 

diagnosis was 35.8 months (95% Cl. 22.9-46.7); median 30 months; range 13-78 

months. The mean time from HIV diagnosis to AIDS diagnosis was 7.4 months
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(95% Cl. 0.4 -15.1); median 2 months; range 0-36 months. From this data, 

criteria were used for case selection, which included the amount of 

documentation available about their clinical history, the length of time since HIV 

diagnosis and disease progression in the child. Thus cases where there was little 

medical history available, who were recently diagnosed or who had few clinical 
manifestations of their diseased were not considered.

The case presented is characteristic of many Australian children with HIV. 

The medical history compares closely with the common illness patterns seen in 

children with HIV infection before the availability of antiretroviral therapy. It is in 

keeping with evidence noted in the study on epidemiology which demonstrates 

that the majority of children who are not recognised as being at risk for HIV 

infection at birth develop AIDS within months of their HIV diagnosis. It was due to 

the late diagnosis of HIV (and thus lack of appropriate interventions) that 

progression to AIDS with multisystem effects was evident at the time of HIV 

diagnosis. Stake (1995) emphasizes that a case study provides insight into an 

issue and using an intrinsic case study provides a deeper understanding of the 

case. In this situation, the issue is a child’s experience of the physiological effects 

of HIV infection focusing on a particular instance, after having been diagnosed 

with perinatal HIV infection at the age of six years.

In presenting the clinical realities of paediatric HIV, it is acknowledged that 

there are many effects of perinatal HIV on the child, such as the associated 

interactional aspects of the disease. The interactional aspects are important, 

affecting not only quality of life but aiso factors such as adherence to medical 

treatment, which in turn influence physiological outcomes. However, to maintain 

the focus in this study on the clinical aspects of the disease, the interactional 

aspects are left somewhat on the periphery and are in any case covered in 

sections on the effects of chronic illness in earlier chapters.

This study is structured around a background discussion of the natural 

progression of HIV in children to highlight the effects of the disease particularly in 

untreated children. A detailed presentation of the medical history of this young 

girl diagnosed with HIV at the age of six years can be found in Appendix 6.
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Ethical considerations

Permission was sought and granted from the parents of the child whose 

clinical details are portrayed in the case study. Care was taken to substitute small 

details that would protect the identity of the child but which did not detract from 

the essence of the information. These details included the gender of the siblings 

and dates of hospitalisation. Ethics approval was also granted from the treating 

hospital and Area Health Service for permission to examine the medical records 

of children treated as inpatients and outpatients of the children’s hospital. 

Pseudonyms replace the names of the parents and children involved in the 

study.

Anna’s Story

The child chosen for the case study was a young girl whom I shall call 

‘Anna.’ The medical records of her presentation to the emergency unit and her 

two hospitalisations up to her HIV diagnosis were available, as were her clinical 

records since her diagnosis. This allowed for a full description of her health 

before and after her HIV diagnosis. Anna’s story compares closely with the 

normal illness trajectory seen in children with HIV infection before the availability 

of antiretroviral therapy. It was due to the late diagnosis of HIV (and thus lack of 

appropriate interventions) that Anna progressed to AIDS with multisystem 

effects. Anna had been diagnosed with HIV for over five years at the time of 

research.

Although born a healthy baby, Anna was almost constantly ill for the first 

seven years of her life. The first illness involved Haemophilus meningitis (1) 

resulting in severe, albeit transient, hemiparesis and focal seizures. During the 

hospital admission, Anna also contracted severe rota virus diarrhoea (2), which 

resulted in fluid and electrolyte disturbances. Just as she recovered from these 

two illnesses, Anna developed severe, recurrent asthma (3). Now a third body 

system (respiratory in addition to central nervous and gastrointestinal systems) 

was involved with infection.

Anna’s asthma symptoms increased over the two years becoming 

increasingly frequent and severe after the age of four years. She also had
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recurrent tonsillitis (4) requiring tonsillectomy at age four and a half. She then 

developed severe varicella (5) infection six months after the tonsillectomy. Anna 

also had recurrent episodes of otitis media (6). About six months after the 

varicella infection, Anna developed pneumonia (7) and pertussis (8) requiring 

hospitalisation and treatment with intravenous antibiotics and anti-asthma 

treatments. There were two other symptoms noted during the hospital admission: 

Anna was diagnosed with oral Candida (9) and had lost three kilos in weight (10).

Over the next 12 months, Anna remained unwell with respiratory symptoms. 

She lost a further five kilos in weight in three months. At age of six years, Anna 

was diagnosed with respiratory distress (11) and was again admitted to hospital. 

At this time, Anna also had several opportunistic infections: severe diarrhoea 

caused by cytomegalovirus (CMV) (12) and mycobacterium (MAC) (13); she was 

noted to still have oral Candida and large herpetic lesions (14) on her arms. Her 

liver was considerably enlarged (15). The cause of her numerous infections was 

found to be immunosuppression caused by HIV infection. Figure 6.2 illustrates 

the cluster of illnesses in this undiagnosed child.

Pneum onia 

A sth m a

Recurrent otitis media 

P e rtu s si s

A sth m a S e ve re va rice I la

Increased severity of Asthma 

Recurrent tonsillitis

H ib M e n in gitis

# fo ca I se iz u re s

# transient hem iparesis 

Rota v i ru s d ia rrh o e a

Tonsillectom y

Respiratory distress (LIP) 

Severe weight loss (FTT)

O ra I ca ndid ia sis 

Cytomegalovirus - GIT 

Mycobacterium (MAC) - GIT 

Hepatomegaly 

Disseminated herpes
HIV

1 2 3 4 5 6

Age in years

Figure 6. 2 Anna's major illnesses leading up to her diagnosis with HIV
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Anna’s condition at the time of HIV diagnosis

Table 6.1 illustrates the manifestations of HIV that Anna experienced from 

the list of common manifestations of the illness.

Table 6.1

Manifestations of HIV In children

Anna’s illnesses

Recurrent bacterial infections ♦

Failure to thrive (FTT) ♦

Persistent oral candidiasis

Generalised lymphadenopathy

Parotitis

♦

Hepatomegaly ♦

Splenomegaly ♦

Diarrhoea

Development delay

Atopic dermatitis

Immunodeficiency symptoms

Pneumocystis

♦

Candida oesophagitis ♦

Disseminated cytomegalovirus

Disseminated herpes simplex

Toxoplasmosis

♦

Cryptosporidium ♦

mycobacterium

Specific orqan manifestations

Progressive encephalopathy

♦

Lymphoid interstitial pneumonitis

Cardiomyopathy

Hepatitis

Nephropathology

Malignancy

Adapted from Scott (1991)

♦
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Although there is no one course of disease progression in children and 

manifestations of the disease vary widely, Anna’s medical course is broadly 

consistent with many children with HIV infection, in which 50% of untreated 

children develop symptoms by the age of 12 months and 80% develop symptoms 

by the age of three years (Scott 1991). HIV disease progresses to a series of 

diseases involving, for example, in Anna’s case, several opportunistic infections 

simultaneously.

By the time of her HIV diagnosis, HIV had affected many of Anna’s body 

systems: central nervous system (meningitis with sequelae of transient 

hemiparesis and focal seizures); respiratory system (asthma, lymphoid interstitial 

pneumonitis, pertussis despite immunisation); gastrointestinal tract (rota virus 

diarrhoea, CMV, MAI, oral candidiasis, hepatomegaly); ear, nose and throat 

(ENT) (recurrent tonsillitis, recurrent otitis media) and integument (herpes 

simplex). As well as the specific body systems, Anna had lost weight (failure to 

thrive). Anna experienced a severe case of varicella prior to her diagnosis with 

HIV.

Figure 6.3 illustrates the weight loss experienced by Anna from the age of 

four years falling from above the fiftieth centile to below the third centile at age 

six years until the commencement of antiretroviral therapy. Her weight then 

followed the third centile until the age of eleven years.

Anna's Weight from Age Two to Eleven
Years

♦ weight 3rd centile 50th centile

Age in years

Figure 6. 3 Anna's weight up to 11 years
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HIV-infected children are classified into mutually exclusive categories 

according to three parameters, infection status, clinical status and immunologic 

status. Once classified, an HIV-infected child cannot be reclassified in a less 

severe category even if the child's clinical or immunologic status improves.

Children whose HIV status is not confirmed are classified by using the 

above grid with a letter E (perinatally exposed) placed before the appropriate 

classification code (for example. EN2). Anna had symptoms of all three 

categories - non-specific symptoms, immunological symptoms and specific 

organ symptoms. These latter symptoms meant that Anna also had AIDS-related 

illnesses placing her in the Paediatric HIV classification category of C3 - severe 

immunosuppression. The CD4+ count of 0.020 x109/l was significantly low where 

the lower accepted level for a child Anna’s age wouid be 0.500 x109/l. This low 

CD4+ count also placed Anna in the severe suppression category of 

immunologic categories. The immunologic categories are based on age-specific 

CD4+ lymphocyte counts and per cent of lymphocyte counts. Anna’s symptoms 

meant that she fitted Category C - severely symptomatic.

As previously described, Anna was infected with several severe bacterial 

organisms at her HIV diagnosis. To treat Anna’s bacterial infections in her lungs, 

she was prescribed two antibiotics (Ceclor and Augmentum). Later the antibiotics 

were changed to Chloramphenicol.

For her reactive airways disease she was prescribed Ventolin, Atrovent and 

steroids (prednisolone and Pulmicort). Anna’s respiratory symptoms increased in 

severity (most likely LIP) over the following months. Lymphoid interstitial 

pneumonitis (LIP) is another common respiratory disease in children with HIV 

infection, being reported in 40% of symptomatic children with HIV infection 

(Connor et al., 1991). It is caused by the infiltration of lymphocytes into the 

interstitium of the lungs disrupting oxygen and carbon dioxide exchange. LIP is a 

progressive disease, commencing with asymptomatic chronic infiltrate, and then 

causing clinical symptoms such as tachypnoea, cough, and wheeze, with the end 

stage developing into chronic hypoxemia. A list of the medications prescribed for 

Anna following her discharge from hospital is detailed in Table 6.2
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To prevent the development of PCP she was prescribed another antibiotic, 

Bactrim. PCP is the most common opportunistic infection in HIV-infected children 

and is associated with the poorest prognosis. The CD4+ cell count and CD4+ 

percentage have limited value in predicting PCP in infants (Centers for Disease 

Control and Prevention, 1995). Unlike the situation in adults, PCP may result 

from a primary infection in children, which may account for its severity. Reports of 

up to 67% of deaths in the first year of life have been from pneumonia (Duliege et 

al., 1992). The median age at PCP diagnosis is 4 months with 3-month survival 

of 38% and has consistently been the most frequently reported AIDS indicator in 

children at AIDS diagnosis (de Martino et al., 2000; Graham, 2003; Gibb et al.,

2004). PCP is present at AIDS diagnosis in 65% of children developing AIDS in 

first year of life and has caused 82% of infant deaths (Gibb, Walters, Novelli, Mok 

& Davison, 1992).

Implications for Anna

One of the challenges of understanding HIV in children is determining which 

of the biological, psychological, neuropsychiatric, and social factors is most 

relevant at any given moment. The data presented in this component of the 

thesis concentrate on the physiological aspects of HIV disease while other 

aspects will be addressed later. This component of the study explored the clinical 

realities of HIV disease in one child, Anna. We can see through the examination 

of Anna’s illnesses that has been presented in this case study the complexity of 

the clinical realities of HIV disease. When viewed individually the illnesses 

experienced by Anna were not particularly noteworthy. However, when viewed as 

a whole, few children would be expected to experience such a range of illnesses 

as a normal course of events.

Anna’s progress today

Over the years since her diagnosis of HIV, Anna has shown marked 

improvement. After a slow start, with the commencement of double then triple, 

antiretroviral therapy, Anna has thrived. She attends school full-time and, 

although a little behind in her academic progress, Anna’s intellectual ability is 

well within the normal range for her age. Her energy levels have returned and 

she joins in regular activities of other girls of her age. The only indication of her
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past illnesses is her short stature. There have been some discussions with her 

family and paediatrician about commencing growth hormone supplementation 

to improve her growth. Today, Anna is a happy and outgoing member of her 

family.

Discussion

Anna’s story highlights some of the complexities of perinatal HIV infection. 

Firstly there is the problem associated with the recognition of HIV in a child with a 

well mother who had no obvious risk factors for HIV. Secondly there is the 

number of illnesses that Anna endured prior to her diagnosis of HIV. Thirdly there 

are the diagnostic procedures and treatments that Anna had to undergo once her 

HIV diagnosis was made.

In many ways, perinatal HIV infection can be viewed as a silent disease in 

Australia. Because of the low incidence of HIV in Australia and the perception 

that women who are at risk for HIV have engaged in high risk activities or 

originate from an area of high prevalence, only 50% of Australian obstetricians 

routinely test women for HIV during their pregnancy (Elford et al., 1995). Anna’s 

story depicts a case of perinatal HIV infection in which the mother was not 

deemed to be at risk for HIV, was not tested for HIV during any of her 

pregnancies and, consequently, her daughter was not recognised as being 

infected despite several years of symptoms. Like many other mothers of children 

with HIV, Marion was not known to be at risk for HIV during her pregnancy. The 

data from chapter 5 clearly demonstrated that 53% of Australian women who had 

given birth since their infection had no risk factor for HIV other than unprotected 

sexual activity, which of course, would be the case for all pregnant women.

The implications for children born to mothers with undiagnosed HIV are 

twofold. Firstly, they are more likely to be infected than are infants born to 

mothers diagnosed prenatally, and secondly, as they are unlikely to be perceived 

as at risk for HIV, once diagnosed they are more likely to be symptomatic, and to 

also be diagnosed with AIDS within a short period of their HIV diagnosis. Once 

the diagnosis of HIV is made in one family member, especially where the 

diagnosis is associated with severe ill health, more diagnoses are likely to follow 

as the rest of the family is tested for the virus.
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Data from the epidemiology study established that the risk of children being 

infected with HIV was increased when the mother was diagnosed postnatally. 

Even in asymptomatic women, the transmission of HIV to the child can be 

decreased. The trajectory of Anna’s story begins with the failure of her mother, 

Marion, to be diagnosed with HIV before Anna’s birth. Had Marion been 

diagnosed with HIV she could have chosen not to breastfeed Anna. This one 

strategy could have decreased the chance of Anna being infected with HIV by at 

least 14%.

HIV can be difficult to diagnose in children who are not known to be at risk 

of HIV, and where there is no obvious reason for the mother to be at risk of HIV 

although they are likely to develop symptoms of the disease in the first years of 

life. The difficulty in HIV diagnosis arises in that the symptoms of HIV in the early 

stages resemble those of other childhood illnesses, except in their number and 

degree due to dysfunction of the immune system can present as a subtle 

collection of childhood illnesses. Without treatment, the immune system 

deteriorates to an extent that several body systems are affected.

Anna’s medical history fitted the criteria of ‘late’ diagnosis of HIV. ‘Late’ 

diagnosis of HIV, has been cited in the literature with different definitions, such as 

CD4+ count less than 0.50 x109/l (Lee & Fleming, 2003) and less than 0.200 

x109/l (Klein, Hurley, Merrill & Quesenberry, 2003) at diagnosis, and concurrent 

HIV and AIDS diagnosis (Ferreira et al., 2003). In this thesis, late diagnosis of 

HIV is defined as occurring where the diagnosis of HIV is followed by an AIDS 

diagnosis within six months. The close or simultaneous diagnosis of HIV and 

AIDS indicates that the child’s immune system is severely impaired. This means 

that the child endures symptoms, diagnostic procedures and treatments that 

might otherwise have been avoided if earlier diagnosis had been made and 

preventative measures undertaken to maintain the function of the immune 

system. The late diagnosis of HIV had consequences for Anna in that she 

become severely ill, and required many investigations and treatments that 

impacted on her psychosocial development. Her family was placed under 

increased stress in coping with the effects of an ill child, the risk of multiple family 

diagnoses of HIV and increased work required to manage all of the above. This
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chain of events can lead to a depletion of family emotional and physical 

resources.

There is also the psychosocial impact on the child of the ‘late’ diagnosis. For 

example, at the time of her HIV diagnosis, Anna’s parents were told in response to 

their questions that she had only a small chance (less than 50 per cent) of 

surviving one year. Although Anna had little emotional or physical reserve, she was 

required to undergo numerous investigations to determine the cause of her 

respiratory distress, her gastrointestinal infections and weight loss, and skin 

infections. These investigations included chest X rays, chest computerised 

tomography (CT) scan, small bowel biopsy, skin biopsy and numerous blood tests. 

Anna also required a central line insertion for intravenous medications and a 

nasogastric tube for enteral feeding.

As well as the above investigations, Anna also required other treatments 

such the administration of oxygen via nasal prongs and numerous nebulised 

medications and intravenous antibiotics and steroids for her respiratory distress. 

She was also required to have antibiotics for her gastrointestinal infections and 

continued to have several loose diarrhoea stools each day, often accompanied 

by severe abdominal cramping.

One of the complexities in treating patients with HIV is that there may be 

several organisms that might be the cause of a particular symptom. For example, 

oesophagitis may be due to Candida, atypical mycobacterium, herpes simplex, or 

CMV (Frenkel & Gaur, 1994). This was the case with Anna who had severe 

diarrhoea which turned out to be caused by both mycobacterium and CMV. This 

meant that Anna had to undergo a small bowel biopsy to determine the cause of 

her symptoms.

Anna had several large herpetic lesions on her arms that required treatment 

with intravenous antiviral medications. Her failure to thrive and weight loss meant 

that she had no fat reserves and so her skin was at risk of pressure area 

breakdown. Her hepatosplenomegaly made any movement painful and so Anna 

was reluctant to have her position changed frequently to avoid pressure area 

breakdown. She also found it difficult to be comfortable in bed, as she needed to 

lie with her head and chest elevated to assist her breathing and because of her
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large abdomen. Anna was also commenced on antiretroviral therapy to reduce 

the viral load of HIV. She was also commenced on oral antibiotics as prophylaxis 

against Pneumocystis and oral antifungal medication for her oral candidiasis.

Anna was also subjected to vomiting, abdominal pain and persistent fevers.

In all, this was a very complex time for Anna who found it difficult to 

comprehend why it was necessary for her to have the investigations, to undergo 

invasive procedures, the many medications and the constant handling, 

examinations and general disturbance when all she wanted was to be left alone. 

This added to her psychosocial stress, which in turn also added to the stress of her 

parents.

At HIV diagnosis, the symptoms and blood pathology demonstrated that 

Anna also was diagnosed with several AIDS-defining illnesses: cytomegalovirus 

and mycobacterium in her gastrointestinal tract and cutaneous herpes simplex.

The severe immunosuppression caused by the effects of untreated HIV infection 

led to Anna experiencing several AIDS-defining illnesses. In untreated children, a 

low CD4+ (<21% of lower limit) significantly increased the risk of death within 2 

years although some children with low CD4+ had prolonged survival (Butler et 

a!., 1992).

Although the course of HIV disease is shorter in children than in adults, the 

range of clinical manifestations of HIV in children is similar to that seen in adults 

with the addition of failure to thrive, lymphoid interstitial pneumonitis and 

developmental delay (Palasanthiran, Ziegler, Cruickshank et al., 1995). The 

disease does not follow a characteristic pattern of symptoms but, in general, can 

be described in the early stages by non-specific symptoms followed by 

symptoms related to immunosuppression (opportunistic infections and 

malignancies) and, later in the disease, by end organ failure (Scott 1991).

Common non-specific clinical signs and symptoms seen in HIV-infected 

children include recurrent fevers, generalised lymphadenopathy, hepatomegaly, 

splenomegaly, parotitis, chronic diarrhoea and failure to thrive (failure to gain 

weight and height in accordance with standard growth charts for infants and 

children). The impact of HIV on the developing humoral immune system results 

in impairment of both humoral and cell-mediated immunity. The child is
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susceptible to the usual bacterial infections of childhood as well as unusual or 

opportunistic infections. Infected children are likely to have recurrent severe 

bacterial infections that can be life-threatening.

Children with HIV infection, like Anna, may also have severe manifestations 

of relatively self-limited and usually non life-threatening conditions that are 

common in childhood such as severe recurrent fungal skin and nail infections, 

recalcitrant molluscum contagiosum, recurrent and chronic otitis media and 

sinusitis and gingivitis. Infectious childhood diseases such as measles and 

varicella may be fatal in an HIV-infected child (European Collaborative Study, 

1994; von Seidlein et al., 1996), although varicella infection does not appear to 

alter the course of HIV infection (Aronson et al., 1992). Although many normally 

healthy children might experience one or more of these infections, it is unlikely 

that several body systems would be affected in this way without an underlying 

immunological pathology. These illnesses are also more severe than is usually 

found in healthy children and required several periods of hospitalisation.

There is evidence that developmental delay is one marker of the progress 

of HIV disease in children (European Collaborative Study, 1991; Pizzo & Wilfert, 

1993). A vast psychological literature cautions about single determinants of 

development or behaviour and such findings should be incorporated into the 

study of children with HIV (Sameroff & Chandler, 1975). It has long been 

recognised that developmental progress of children can be affected by many 

psychosocial variables, including early deprivation (Bowlby, 1977; Rutter, 1983), 

lack of opportunity or expectation, distorted or disrupted parenting, separations 

and hospitalisations (Rutter, 1966; Rehm & Franck, 2001). Anna experienced 

complications of transient hemiparesis and focal seizures from Hib meningitis. 

She continues to have episodes of seizures which according to her parents are 

more problematic than the HIV infection. In seropositive children, subtle 

neuropsychological deficits may be due to the central nervous system (CNS) 

effects of HIV infection, prenatal insults, other diseases (such as infections, 

strokes, or neoplasm) or environmental circumstances (The European 

Collaborative Study, 1990; Mintz & Epstein, 1992).

Anna stayed in hospital for three weeks following her diagnosis with HIV.

Once her respiratory distress had improved and she no longer required treatment
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for any of her infections with intravenous antibiotics, Anna was able to be 

discharged home. However, she still required many hours of care each day. Anna, 

an ill six year old, was required to take between 12 and 29 tablets, medicines or 

inhalants at home each day. It should be kept in mind that she was six years old 

and unable to fully comprehend the need for the many medications and treatments 

at a time when she was emotionally and physically exhausted from the effects of 

her illnesses. Anna also required special attention to her diet due to the weight loss 

that accompanied her gastrointestinal infections. The side effects from antiretroviral 

medications include nausea and anorexia - a distinct disadvantage when trying to 

encourage a child to eat nutritious food. However, Anna’s parents persevered and 

succeeded.

Anna, like other children with HIV infection, was smaller, shorter, with 

smaller head circumference. These are the parameters that are used to 

determine growth in children (Women and Infants Transmission Study Group,

1996). In untreated children failure to thrive was seen to be an early indicator of 

disease progression (Brettler & Forsberg, 1990). Failure to thrive has been 

thought to be due to a combination of factors but most likely due to 

neuroendocrine dysfunction (Laue & Rizzo, 1990) including thyroid dysfunction 

(Matarazzo et al., 1994). Weight variations between infected and uninfected 

children are significant by three months of age, remaining so until 12 months of 

age, when the infected children are also shorter (European Collaborative Study, 

1995). After one year, weight differences can be partially explained by 

differences in height (European Collaborative Study, 2002). Since treatment with 

antiretroviral therapy, Anna has had a growth recovery similar to other treated 

children (Matarazzo et al., 1994; Miller, Mawn & Orav, 2001; Verweel et al.,

2002; van Rossum et al., 2003).

Many children treated with protease inhibitors develop significant changes 

to body shape due to lipodystrophy in which fat redistribution, fat wasting of face 

and extremities, with fat accumulation in the abdomen and/or dorsocervical spine 

occurring as a side effect of the medications (Amaya & Kline, 2001). These side 

effects place children at risk of aesthetically distressing abdominal fat distribution 

and they appear obese. Where lipodystrophy has occurred many children have 

become self-conscious of their altered appearance and self-consciousness has
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been reported as reasons for non-adherence or a wish to discontinue the 

medication (Wiener, Riekert, Ryder & Wood, 2004). This is a dramatic change 

from the wasting disease commonly associated with HIV.

Her family belonged to a high socioeconomic group with both parents 

working as professionals at the time of her diagnosis so were better able to 

provide Anna with educational assistance. Even in children with HIV who are 

asymptomatic, studies have documented the occurrence of at least some degree 

of neurological impairment such as cognitive and language delays, some of 

which may be quite subtle (Mintz & Epstein, 1992). There were still issues for 

Anna and her family to deal with in the coming months and years. Disclosure to 

Anna and her siblings about HIV was a major concern for Marion and Robert. 

There was also the issue of disclosure to the extended family, their friends and 

the wider community.

In summary, prevention of HIV in children is reliant on prevention in women 

and the maintenance of low prevalence of HIV in women. If diagnosis is made 

during pregnancy, specialised services are required to give the parents correct, 

up-to-date and evidence-based information. Prevention of HIV in children also 

relies on maternal HIV testing during pregnancy so that strategies to decrease 

transmission can be employed.

In this study which focuses on the clinical manifestations of perinatal HIV, 

we have seen how the realities of the physiological effects of HIV disease affect 

one child in terms of symptoms, treatments and psychosocial impact. The next 

study examines the perspectives of parents of children with HIV and how they 

manage a complex illness in multiple family members.
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CHAPTER SEVEN

Interviews with parents and children
The study in the previous chapter examined the clinical manifestations of 

HIV infection in children. The study in this chapter explores some of the day-to

day realities of the disease that impact on the children and their families as one 

of the characteristics of HIV infection that has immense implications for children 

is the multigenerational nature of the disease (Mellins & Ehrhardt, 1994) 

magnifying the consequences of the disease for children and their families (Bose 

et al., 1994). This fits with my observations as CNC during the 1990s that the 

multigenerational nature of the disease affected the functioning of the family and 

the child when both the parent(s) and children are infected.

Apart from the devastating symptoms of the disease, there were other 

effects. The social implications associated with HIV infection can restrict the 

family benefiting from HIV services so that some parents might not wish to 

participate or wish their children to participate in activities organised for families 

with HIV. The psychosocial experiences of children with HIV infection are 

compounded by the multigenerational effects of HIV. Although there have been 

many advances in the medical and nursing management of HIV over the years, 

many of the children with HIV have lived through the experiences of being ill 

themselves or having a parent or parents who died from the disease. The effects 

of all of the above issues can have immense psychosocial effects on the child. 

This study examines how families cope with managing a complex illness in 

multiple family members through interviews with parents of children with HIV 

infection and the children with the disease.

Discussion of chronic illness in Chapter Three illustrated the dependence of 

those with chronic illness on care from family. This is, of course, true for those 

with the debilitating effects of HIV and true for any child with a chronic illness.

The additional complexity in perinatal HIV infection is the multigenerational 

nature of the disease which means that one or both parents are also infected, 

limiting the ability of the family to provide care for all infected members. The other 

complexity of the multigenerational nature is that children are infected because of
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their membership of the particular family. Thus, understanding the dynamics and 

views of parents can aid clinicians in planning appropriate services for the child 

and other family members.

In keeping with the first aim of the thesis of systematically examining the 

complex nature of perinatal HIV infection, this chapter seeks to explore some of 

the realities of the disease for children and families with HIV. The second aim of 

the thesis is to provide clinicians with a model that can be used as a basis to 

provide appropriate care for families. Care becomes person-focused rather than 

disease-focused. This is important in terms of nursing care where patient needs 

can be identified in terms of the individual and their interpretation of events. An 

interpretation of illness has a significant impact upon recovery from illness. Thus, 

this chapter provides an important avenue for the understanding of HIV from the 

point of view of families with the disease.

Aim

The aim of this third empirical study was to explore the concerns of 

Australian families living with perinatal HIV infection. The first set of interviews 

involved interviews with parents (primary caretakers) of infected children to 

explore their views and experiences in managing the disease when several 

family members are infected. An important foundation for planning care for 

children and their families is for clinicians to understand the complexities of 

perinatal HIV infection, how HIV pervades all facets of an infected family’s life, 

with members faced with multiple clinical, socio-economic and day-to-day 

challenges. In order to ascertain the context of HIV in Australian families, 

interviews focused on the family experiences since the HIV diagnosis. The 

purpose of interviewing primary caretakers was to determine the impact of HIV 

on family circumstances of HIV-infected children so that interventions could be 

devised to assist families living with HIV. The second set of interviews involved 

children with the disease.

Through an understanding of HIV from the point of view of the child we, as 

clinicians, can better assist the child to achieve the best possible quality of life. 

Interviews with children were used to explore the realities of HIV for the children, 

the meaning that HIV has for them and to gain an understanding of that
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experience. While acknowledging that the illness experience of the children is 

likely to be contextual, coloured by the children’s families’ social and economic 

as well as medical circumstances, information may be gained on which to base 

future support, education and associated services. Focusing on the child allows 

consideration of a wider range of interventions to assist children living with HIV.

Method

Data were collected through unstructured interviews using open-ended 

questions. The investigator conducted all interviews. The interviews were 

recorded on audiotape and then transcribed as text by a professional transcriber. 

The interviews lasted between one and a half and two hours. The interviews took 

place in either the family home (eight) or at Camp Goodtime (four).

Confidentiality of the nature of the interviews was assured to the parents by the 

investigator, who had had a longstanding relationship with the parents, during 

which confidentiality had been assured and trust had been developed (Dreher,

1994). At the time of the study, the researcher was no longer working in the 

Paediatric HIV Service or at Camp Goodtime.

The interviews commenced with an introduction of the purpose of the 

interview and a brief description of the procedure. Clarification during the 

interviews was done by directly asking for more details of experiences (Kvale,

1983). For example, interview questions to the parents were framed as general 

broad questions which opened up the topics for discussion, such as: ‘What was 

happening to your family just before or about the time of the diagnosis?’ 

Alternatively, Tell me about HIV and your family.’ In this way, the interviews 

allowed openness to new and unexpected themes that could be explored, rather 

than adhering to rigid structures and methods (Kvale 1983).

As the interviews progressed, the parents spontaneously discussed many 

of the topics that have been identified in the literature that might affect parents of 

children with HIV. However, if not mentioned by the parent during the course of 

the interview, probes were used to seek information on such topics. Some of the 

topics identified are included in the following examples. If the need for social 

support was not raised by the parent, the issues could be explored by asking: To 

whom can you talk about everyday problems?’ or ‘If you need extra help with the
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children, on whom can you call?’ In the same way, the area of extended family 

relationships was explored by questions such as: ‘Have you told your family 

about the child’s (HIV) diagnosis? How did that go?’ Discrimination from the 

wider community was explored by asking: ‘How did you go about telling other 

people outside the family?’ The area of effective parenting was explored, for 

example, by asking an appropriate question such as: ‘You brought up problems 

before of being a single parent, can you tell me more about that?’ Appendix 1 

shows how probes were generated from the literature and how themes, both 

common and major, were generated from the interviews.

When parents raised the issue of children and HIV, several questions were 

asked about how the parent saw the effects of HIV on the children. Depending on 

the individual circumstances, questions included: ‘How has (infected child) coped 

with HIV?’ or ‘And how have they coped with the medical side?’ or ‘What do you 

think (infected child) understands about having to take the medicine?’ or ‘And 

what about (affected sibling)?’ or ‘What effect do you think all this has had on 

your child?’

The sense of uncertainty figured in many responses from previous studies 

of families with HIV (Santacroce 2000). When such issues arose in the dialogue, 

in order to get a sense of how families dealt with the issues of uncertainty, 

questions about the family’s future were asked: ‘What about the future’ or ‘How 

do you see the future for you and your family?’

Follow-up questions were used to further probe when a theme was raised. 

This was done through direct questioning of what had just been said. In some 

instances probing questions were used such as: ‘Could you tell me more about 

that,’ ‘Can you describe what happened as a result,’ or ‘Do you have other 

examples of this?’ The investigator here tracked the answers, exploring their 

content but without restricting boundaries for discussion. In order to achieve 

consistency with questions and probes across interviews, the investigator 

listened to the first three interviews in turn, as each was completed, noting 

questions and probes used. When preparing for subsequent interviews, notes 

were reviewed in order to achieve breadth of consistency. The remainder of the 

interview followed in response to the initial questions.
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At times, it was necessary to steer the interview to ensure that interviews 

were completed in a time that did not emotionally or physically exhaust the 

subjects. This required the investigator to curb the course of the interview and at 

times to limit digressions from the subject: ‘So can we go back to... perhaps the 

time when you first found out that you had HIV?’ or ‘Can you tell me about that?’

Silence during the interviews allowed deep emotions to be acknowledged 

by the investigator and the parent. It gave the parents time to reflect on thoughts 

that had been brought to mind in response to the interview. It often signified the 

exhaustion of a topic and provided a conduit into a new topic, or served to invite 

further questioning. Pauses in the conversation and unhurried discussion 

permitted the parent sufficient time to connect with thoughts and emotions. 

Parents were given the opportunity at the end of the interview to raise anything 

else they thought was important: ‘Is there anything else you would like to add?’

The process of being interviewed produced new insights in some subjects 

that had been facilitated by the openness of the interview (Kvale, 1996). Also a 

mere nod, or hmm, or just a pause could indicate to the subject to go on with the 

description. Repeating significant words of an answer could lead to further 

elaboration.

An example from the parent interviews:

*lnterviewee: ‘Well it’s a different thing, it[s] just ... (Laughs) a different

story now. ’

*lnterviewer: A different story?’

*lnterviewee: ‘Yeah you know I’ve seen the end result. And ... I’m not

scared of dying, it’s just the ... the way ...the illness you die of. ’

Therefore data sources consisted of interview tapes, transcribed interviews 

and field notes. Field notes were kept for each interview and memos were written 

to explore categories and themes and to assist in theoretical exploration of major 

content areas of the interviews. An example of the use of field notes is included 

in Appendix 2. The field notes were written up into a coherent story as soon as 

possible following the interviews. Appendix 3 depicts an example of the 

transcription of interviews and the use of generation of themes.
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Audit trail

An audit trail was developed to detail the data from the interviews and field 

notes. The audit trail began with the development of the structure of the 

interviews which included devising questions to be asked of the parents (Miles & 

Huberman, 1994). Topics used to formulate questions for the parents were 

guided by the literature and research on families with HIV. The use of the audit 

trail ensured that there was consistency between the study aims and objectives 

and the questions asked of the parents. The audit trail proceeded throughout the 

interviews, during the analysis and concluded with the determination of the 

results.

Data analysis of interviews

Nurses base their clinical practice on learning as much as possible about 

their patients, detecting commonalities and variations among and between them 

in order to provide individualised care. This fits with an interpretative approach 

which was used as a way of understanding and uncovering or deconstructing the 

data and to transform it into meaningful findings. In this way knowledge about 

HIV disease can be gained through an understanding of how parents and 

children think and feel about the circumstances in which they find themselves. 

Through the intensive study of individual case the underlying structure of the 

experience can be discovered. Through the use of an interpretative approach the 

depth and detail of the experience can be appreciated through an exhaustive, 

systematic, and reflective study of the experiences of parents and children 

affected by perinatal HIV. This process allows for the detection of themes within 

the accounts given by parents and children give about their lives allowing us to 

make sense of their experiences.

The data consists of interview transcripts from open-ended, focussed but 

exploratory interviews and field notes compiled during the interviews. Analysis of 

the data occurs as an explicit step in conceptually interpreting the data as a 

whole using the analytic strategies described below to transform raw data into a 

new and coherent depiction of perinatal HIV. By sifting and sorting through data 

to detect and interpret thematic categorisations, search for inconsistencies and 

contradictions, and generate conclusions about what is happening and why, we
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can discover how parents and children understand and make sense of their lives. 

The following section describes how interview data and field notes were sorted, 

organised, conceptualised and interpreted.

The processing and analysing of the qualitative data were based on the 

techniques and guidelines identified by Thorne and colleagues (1997). Analysis 

occurs as an explicit step in conceptually interpreting the data as a whole, using 

specific strategies described below to transform the data into a new and coherent 

depiction of perinatal HIV. Thematic analysis focuses on identifiable themes and 

patterns of living and/or behaviour. It is generally associated with an approach in 

which it is assumed that there will be a relationship between the outcome of data 

analysis and reality (Savage, 2000).

Data were analysed using an interpretative approach based on data and 

supporting literature. Qualitative analysis of data was undertaken with the theme 

as the unit of analysis, where the theme was defined as units derived from 

patterns such as words, ideas or topics (Polit & Hungler, 1995). The view of 

Thorne et al (1997) p. 173) is that ‘interpretative descriptions of increasing 

complexity and interrelatedness represent the foundation for a nursing theoretical 

structure and its substantive body of knowledge’. Where little research has been 

undertaken about a phenomenon of interest, an interpretative descriptive 

approach allows full exploration of a phenomenon, including clinical knowledge 

as well as formal studies (Thorne, Kirkham & MacDonald, 1997). In order to 

provide information that is comparable with previous studies, a similar research 

approach is needed. An interpretative descriptive approach requires 

consideration of all previous work and knowledge about the topic in order to 

design a study that can be useful and provide meaningful linkages with such 

work (Thorne et al., 1997).

The initial step in analysis of the transcripts was essentially a process of

deconstructing the interviews. Since a theory building approach to interpretation

and transformation is required in qualitative inquiry generally and analysis of

latent content specifically, the types of questions asked of the data should reflect

this. Questions asked of the data included: what is happening here, what does

this say about the impact on children and how is this similar to and/or different

from what is already known? In order to answer these questions, immersion in
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the data was required (Berg, 1989; Thorne et al., 1997). Reading transcribed 

interviews, whilst simultaneously listening to the tapes and doing so on many 

occasions, achieved immersion. This repeated immersion occurred before, 

during and after generation of themes from interviews, leading to clearer and 

more abstract theme development. After such periods of immersion, themes 

progressively decreased in number, whilst becoming more abstract and less 

concrete and descriptive in nature. Text that had originally received multiple 

themes was recorded accordingly as the meaning within the text became more 

apparent, or emerged.

Generation of themes from data

Initial generation of themes commenced during the data collection 

procedure. At the conclusion of each interview, the interviewer compiled 

thoughts, reactions, links and new concepts concerning the interview just 

undertaken. Appendix 4 presents an example of how themes were generated 

from the interviews with parents.

Miles and Huberman (1994) described 13 tactics for generating meaning 

from qualitative data. This was the process used in this final part of the study to 

generate themes. This process involved laying out the findings from the study on 

epidemiology, the case study examining the clinical effects of the disease, and 

the themes from the interviews with parents and the children and issues 

identified in the literature.

The first step was to identify patterns which emerged across the three 

studies, clustering the patterns and finally examining the results for plausibility 

based on clinical experience.

The second step was to identify the patterns from step one to see if they 

were representative of the experience of children and their families. Once this 

step was completed, the third step involved comparisons made from the patterns 

which then add to our understanding of the findings. The fourth step was to 

identify the variables which arose from step three and to develop an abstraction 

of those variables which were congruent with the preceding steps.

The fifth step in the process of developing major themes was to assemble 

the data into major themes that were logical and provided a coherent
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understanding of the data as a whole. Such tactics range from descriptive to 

explanatory and from concrete to abstract and are presented in Table 7.1

Table 7. 1 Tactics for generating meaning from qualitative data

Noting patterns 
Clustering 
Seeing plausibility

Making metaphors 
Counting

Making comparisons 
Partitioning variables

Subsuming particulars into the general 
Factoring
Noting relations between variables 
Finding intervening variables

Building a logical chain of evidence 
Making conceptual/theoretical 
Coherence

Miles and Huberman (1994) pp. 245-246

Data interpretation

There are a number of methods for data analysis in qualitative interpretive 

research. The method used by Morse (1994) offered a logical and data driven 

approach. Four steps were involved in the generation of themes and emergence 

of final categories or themes. These four steps were comprehending the data 

under study, synthesizing the data that accounts for relations and linkages within 

its aspects, theorising about how and why these relations appear as they do and 

recontextualising or putting the new knowledge about the data and relations back 

into the context of how others have articulated the evolving knowledge (Morse, 

1994; Thorne, 2000).

1. Comprehending the data

The analysis process involved making sense of the data in order to learn 

what patterns were emerging. Generating themes facilitates this process, which 

is central to qualitative analysis, as it enables a sorting of data to occur and
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thereby meaning begins to emerge from the data (Morse, 1994). As outlined 

earlier, an interpretative research method was used to provide an approach for 

the study of experiences, reflections and meanings of people in particular 

contexts. In this case, the context was the experiences of children with HIV 

infection or parents caring for children them. In keeping with the interpretative 

descriptive design, the final phase of analysis created links with the literature by 

placing findings into context. Themes were collated until a matrix of sub themes, 

minor themes and major themes was achieved. Major themes were determined 

when no further collapsing could occur. By drawing the themes together to form 

layers, a deeper depiction was achieved (Thorne et al., 1997).

2. Synthesizing the data

During the next phase, data ‘sifting’ occurred (Morse, 1994; Polit & Hungler, 

1995). This refers to the process of merging data across cases based on similar 

patterns (Morse, 1994). In other words, data are abstracted from the specific to 

the more general. During this sifting process, some data were discarded, as the 

central themes began to take shape. Morse refers to this non-essential data as 

‘noise’ which needs to be removed. In this way a series of sub themes were 

identified from each of the interviews. The sub themes were collated for each of 

the participants and then compared across the sub themes to identify 

commonality among all or the majority of participants.

During this phase, a reduction in the number of sub themes occurred as the

first level of abstraction was reached. This reductive process produced the

primary organisers. There were a number of instances where several sub themes

were interpreted as being part of the same, higher level theme. Consequently,

themes were merged, collapsed and renamed to reflect the higher order. This

process continued until the final major themes had evolved. For example, several

parents related difficulties with finance since diagnosis with HIV. Some parents

stated that they struggled to make ends meet because of the increased

expenditure that occurred as the result of several family members requiring

several medications each. Other parents related how they had to give up paid

employment to care for an ill spouse or child; some parents related how they

moved house to be closer to family which took all their savings. Initially these

topics were included in a theme ‘financial worries’ but finally they were merged
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with other themes to a new higher order theme ‘burden of managing complex 

disease in several family members.

3. Theorising the data

During the theorising phase, data were further sorted. Explanations for 

patterns were developed and then tested against the data to determine if they 

would ‘fit’ . In other words, theoretical explanations were developed and tested 

by the data to explain relationships and patterns. A number of alternative 

explanations were developed and tested; this was essential to avoid the problem 

of premature closure, which would result in findings with flaws and gaps that 
would not hold up to scrutiny.

4. Recontextualising

In the final phase of the analytical process, it was necessary to return to the 

literature to create links with what was already known. In keeping with the 

interpretative descriptive approach(Thorne et al., 1997) , this included clinical 

literature as well as results of studies. The aim was to place the findings in 

context, so that linkages with what was already known were made visible, as was 

the new knowledge that had been generated. Discussion of the themes 

generated from interviews with the parents was undertaken in line with Morse’s 

idea of recontextualising the findings with the literature (Morse, 1994). For 

example, the relationship between the functioning of the family and the 

experiences of children has been well described in the literature. Children are 

dependent on their family to provide basic needs (protection, nourishment and 

socialization) to allow them to grow into healthy, well-adjusted individuals (Stuart, 

1992) and family context has implications in terms of child adjustment (Sherwen 

& Boland, 1994a) and responses (Lavigne & Faier-Routman, 1993) to HIV.

Review by experts in the field

The final step in the analysis was through a review of the themes by two 

experts in the field of paediatric HIV as an evaluation by the theoretical 

community with expertise in the literature and in the clinical field (Kvale, 196). 

Peer debriefing was used to discuss insights, thoughts and analyses with peers
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familiar with the content to gather new or different perspectives (Nehring et al., 

2000).

Peer debriefing was held independently with two experienced paediatric 

HIV nurses (an Australian clinical nurse consultant in paediatric HIV and an 

American nurse practitioner from Seattle Children’s Hospital) to ensure validation 

of analyses. Both nurses examined the sub themes and discussed the method of 

classification into major themes and agreed that sub themes and major themes 

had a realistic feel based on their clinical and theoretical knowledge of paediatric 

HIV disease.

Formal and informal discussions were held with medical and social work 

staff at Paediatric HIV Services to establish a relationship between patterns 

generated by the data from the epidemiology, the clinical experiences of the 

children and the themes generated from the interviews with parents and the 

children. The clinicians agreed with the outcomes proposed by the author.

Ethical issues

Ethical clearance for all research components was given by appropriate 

area health and university committees before commencement of the study.

The potential exists for parents to become distressed when talking about 

their circumstances. The investigator is an experienced paediatric HIV nurse 

used to dealing with distressed parents, especially with issues surrounding HIV 

infection. The interviews were conducted in a safe environment, that is, the family 

home or at Camp Goodtime. It was envisaged that distress, should it occur, 

would be dealt with by the investigator at the time. Should it have become 

evident that a parent would benefit from counselling, referral was available. All 

parents had access to counselling services provided by the Paediatric HIV 

Services. Care was taken not to undertake interviews during or soon after a 

family crisis.

Confidentiality of data was protected by storing completed designs and 

interviews in a locked office. In addition, to protect the identity of participants, 

pseudonyms were used in reporting data. The investigator, the investigator’s 

academic supervisor and the tape transcriber were the only individuals with 

access to raw data. Interview transcripts were coded so that no information that
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could lead to identification of any participant would appear on the transcripts; 

database numbers from the National Registry of Vertically Transmitted HIV were 

used to identify all participants. The database is held at National Centre for HIV 

Epidemiology and Clinical Research, Sydney. Computer database files were 

password secured to ensure no access by any individual other than the 

investigator. Tapes and transcripts are stored securely at the investigator’s 

home. After a period of five years, all tapes and computer files will be erased and 

interview transcripts will be shredded.

Ethical Issues in interviewing children

In research, children and adolescents are considered ‘a vulnerable 

population’ (Riesch, Tosi & Thurston, 1999) especially compared with an adult 

population. Therefore, when conducting research using an adolescent cohort, 

informed consent of parents as well as adolescents is required (Riesch et al., 

1999). Although little has been written about what children and adolescents 

understand about participating in research, Weithorn (1983) found that 

adolescents at the age of 14 are as skilled as adults in understanding multiple 

viewpoints. Furthermore, they are able to sift through conflicting information to 

reach a decision. This suggests that adolescents understand the concept of 

participating in research, and have the ability to provide informed (Riesch et al., 

1999). Children have been recognized as having the ability to give assent, or 

agree to participate in research, beginning at approximately 7 years of 

age.(Glantz, 1996;Billick, Edwards & Burgert, 1998). The ability to give assent 

to research involvement is based on the Piagetian notion of concrete operations 

(Inhelder, Piaget & Parsons, 1958). Although significant strides have been 

made to address the involvement of children in research, this effort has fallen 

behind in healthcare delivery. Empirical evidence supports the use of age as a 

predictor of competence to consent (Weithorn & Campbell, 1982; Dickey & 

Deatrick, 2000).

Assent, or dissent, involves the child's ability to develop a rudimentary 

understanding of what will be required of him or her and what will be done, an 

understanding of the basic purpose of the research, and the child's preference 

regarding participation in research.
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Children are not just small adults. It has long been accepted by researchers 

that children have different ways of expressing feelings, different levels of 

understanding (Piaget, 1990) and need different methods for preparing them for 

painful procedures (Melamed & Ridley-Johnson, 1988) hospitalisation (Eiser, 

1990) or separation (Schaffer, 1965; Ainsworth, Blehar, Waters et al., 1978).

More recently, exploring the experiences of children of chronic illness through 

study of the children has been undertaken (Woodgate & Kristjanson, 1996; 

Woodgate, 1998).

Ethical clearance for this research component was given by appropriate 

area health and university committees including the relevant Children’s Hospital 

before commencement of the study. Pseudonyms replace the names of all 

children involved in the study.

Interviews with parents

Participants

Inclusion criteria: Parents or primary caregivers of children with perinatal 

(mother-to-child) HIV infection, where the infected child knew of their HIV 

infection.

Exclusion criteria: Parents or primary caregivers of children with perinatal 

(mother-to-child) HIV infection who had not disclosed the HIV status to their 

infected child. Also excluded were potential informants for whom translation 

services were necessary but unavailable.

All parents and primary caregivers of children with HIV who fitted the above 

inclusion and exclusion criteria were approached either at a paediatric 

immunology clinic or at a national camp for children with HIV and their families. 

Information concerning the aims and procedure of the research was given both in 

verbal and written form. If the parent agreed to participate in the study and their 

child fitted the criteria for the children’s interviews, the child was also asked to 

participate. All parents who were asked consented to participate. Adults signed a 

consent form for themselves and their child and children signed an assent to 

participate (see Appendix 5). The timing and choice of setting was made by each 

participant to maximise their comfort and control, creating an environment
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conducive to relaxed, open discussion. Time of one week to 10 days between the 

initial contact and the interview allowed participants to think through their 

involvement as well as thinking through their experience.

The study population was composed of biological mothers (8) and fathers 

(2), custodial grandmother (1) and an adoptive mother (1). They consisted of city 

(10) and rural (2) dwellers. All but 4 caregivers lived in New South Wales. All had 

disclosed the diagnosis of HIV to their infected child. Although the interview 

group was selected randomly, that is, by who was available at the time, the group 

reflected the parent population in terms of geographical location and maternal 

risk for HIV; there was a balance of parents from intact families and those in 

blended or single parent families and primary caregivers were included who were 

not the child’s biological parent. Families were heterogeneous in that they 

reflected a broad range of cultural, religious, educational and occupational 

backgrounds.

The parents had all known of their HIV status for several years (range 4 to 

11 years) at a time when the prognosis was grim, that is, at a time when the 

average length from HIV infection to AIDS was 10 to 12 years and the time from 

AIDS diagnosis to death was approximately one year. The interviews were 

conducted during 1999.

For some families the time from HIV diagnosis to AIDS was extremely short, 

giving family members little time to absorb many facts about tests, treatments 

and medical terms. At the same time, they were confronted by rapid changes to 

their families, often precipitated by the sudden illness or even death of the 

mother. The emotional impact on all family members was immense.

Both fathers and all mothers interviewed were infected. Neither the 

grandmother nor the adoptive mother was infected. Two of the mothers had lost 

the father of their children to HIV, and had since re-partnered. One mother had 

lost a child. Both fathers interviewed had lost the mothers of their children to HIV. 

Only one mother had an uninfected spouse. In total, the 12 families were caring 

for 32 children - 12 of whom were infected with HIV. All families included at least 

two children - some as the result of blended families. The children’s ages ranged 

from infants to young adults.
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The fathers were infected through injecting drug use (one) and heterosexual 

contact (one). The mothers’ risk exposure was injecting drug use (two), 

heterosexually acquired in a high prevalence country (two) and heterosexual 

contact in Australia (four).

Neither of the interviewed fathers was in paid employment, relying on social 

service benefits for income. Two of the interviewed mothers were in full-time paid 

employment, as was the adoptive mother. Four other families relied solely on 

social service benefits. The remaining families relied on part-time work 

supplemented by family support payments.

Findings

This empirical study examined the experiences of parents caring for 

children with HIV infection in an attempt to conceptualise the experiences of the 

parents. The major themes were vulnerability, being stereotyped, changing 

(growth and changes), adapting to change and looking ahead. While some of 

these themes relate to the parents in a personal way, they affect their ability to 

provide the expected emotional and physical caring for their children.

Table 7.1 presents the major themes generated from the interviews with the 

parents and the minor themes from which they have been collated.
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Table 7.2 Themes generated from interviews with parents

Major themes Minor themes

Theme 1: Vulnerability ■ Encountering HIV
■ Being vulnerable to AIDS
■ Negotiating health services
■ Respite services
■ Financial burdens

Theme 2: Being stereotyped • Previous experiences with HIV
• Minority status of families
• Coping with stigma
• Dilemma of telling others
• School disclosure & going public

Theme 3: Transforming self • Feelings of guilt
• Coping with feelings of isolation, secrecy, uncertainty 

and sadness
Theme 4: Adapting to change • Dealing with changing circumstances

• Parenting issues
• Seeking support / Relationship with family of origin

Theme 5: Looking ahead • Wishes for children
• Wishes for health
• Looking to the future

Theme 1: Vulnerability
Encountering HIV

The interviews covered a range of topics, starting usually with the news or 

suspicion of HIV in the family. The diagnosis came about under several 

circumstances. Some families learnt of the diagnosis at a time of acute, severe 

illness of one of the members where clinical symptoms were indicative of HIV. 

Others learnt of their diagnosis through ‘routine’ screening such as antenatal 

testing during pregnancy, testing for life insurance policies, when donating blood, 

or ‘Lookback’ screening programmes undertaken by the Blood Bank in persons 

who received blood or blood products prior to 1985. For the majority the news of 

the diagnosis was devastating and overwhelming, especially as one or two 

further diagnoses followed the first diagnosis. One of the fundamental aspects of 

HIV disease is its infectivity while being symptomless. Because of the infectious 

nature of the disease and its method of contagion, several family members may 

be infected. Therefore, a diagnosis in one family member is likely to be only the 

first of several diagnoses in the family. The news of the diagnosis was 

overwhelming for some. One father said:
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‘And on that day he told me that (my wife) had AIDS and that she possibly 

only had 1-2 years to live. And on that day he said you know you and your 

two children need to have an HIV test. And we did. And for 2-3 weeks that it 

took us to get those results... was a period in my life which I shall never 

forget...’

At a time when demands were highest, emotional and physical resources 

were lowest. Some parents felt overwhelmed by the news of multiple diagnoses 

and responded by trying to do a normal activity to take their mind off the bad 

news, but the emotional response was not far away. A mother said:

‘Immediately after we were told, the doctor went and the social worker 

stayed with us. And I had this thing about I wanted to go to the bank and get 

some money out and I just walked out of the room. And the social worker 

said ‘Are you sure you're all right?’ and I just went. And it wasn't until I was 

walking across the oval there, opposite the clinic, that I started to get these... 

this sea-like effect in your mind you know you're hit by these big waves. ’

Where the diagnosis was due to the mother’s ill health, the diagnosis came 

at a time of upheaval in the family roles. Families had to cope with the mother 

requiring care (as opposed to her primary family role of caring for others), 

multiple diagnoses of other family members, which required time and energy. A 

father, who was diagnosed with HIV following the recent diagnosis of his ill wife, 

said of the experience:

‘And he told me you know I'm HIV positive, (younger child) is HIV positive, 

(elder child) is negative. He said I had possibly 2-3 years to live, (younger 

child) we didn't know about. ’

The news of HIV diagnosis was not always seen as overwhelming and 

disastrous when it provided an explanation to constant, worrying illness in the 

child. For these families, the diagnosis of HIV had other implications that put an 

end to the worry that had besieged them for a long period. The news of the 

diagnosis in these cases came as a relief, providing answers that had long been 

sought.

‘When they told me she had HIV, I thought...thank God, now we at least we 

know what’s wrong, maybe we can help her get better. She had been just so
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sick for over a year.. .getting sicker all the time and I just couldn’t get anyone 

to tell me what was wrong. I began to think I was one of those neurotic 

mothers with their kid up to the doctor every other minute and they thought it 

was all in my mind. ’

For some parents, who had few prospects in their lives before the 

diagnosis, the news of HIV was just one more aspect in the downward spiral that 

their life had been. A father who had been involved in a loop of illicit drug use, 

stealing and jail said of the news of his diagnosis:

‘When I hear some people talk about when they were told they had it, how 

dramatic it was. It wasn’t like that for me, it was just like you coming in and 

saying to me well you want bad news; you’ve got to get a haircut or 

something. I’d been in jail all my life, I was sick of life sort of thing, so I really 

didn’t give a shit. You know what I mean? Because there was no (child) at 

the time. I got involved with (wife) and I knew when I got involved with her 

that the risk was there. And I mean I thought well if it didn’t work out with 

(wife), I’m just going to go back to jail again... So I really didn’t give a shit. ’

As mentioned above there were many things happening during the time of 

the multiple diagnoses. The parents were dealing with suggestions of aborting a 

pregnancy, coping with feelings of guilt, dealing with issues from their past 

history, and changes to family dynamics.

All parents found managing multiple health treatments for several family 

members an on-going chore - collecting prescriptions, ensuring the children 

were adhering to their treatment regimes, maintaining appointments with several 

sub specialists for themselves and the children. They also had to find time for 

their own health needs. Parents also found at times that attending medical visits 

was time and energy consuming. To counter the predicaments imposed on them 

by the increased workload, parents developed strategies to overcome the 

demands. A mother spoke of the need to be organised so that everything was 

remembered:

I think it's basically organisation. You've got to organise yourself. You've 

got to run yourself like a ... a timetable, a train timetable.’

Another parent reflected on the adaptation required:
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‘Because basically it's pretty simple. But once again I'm in the lucky street, 

giving (child) a couple of tablets three times a day is bloody easy not like 

when you get to these medicines where they've got to be given in a solution 

form. ’

One of the aspects mentioned which affected most in their day-to-day lives 

was the time taken with medications. Not only were parents spending a lot of 

time each day in getting the medications into the children; they also needed to 

find the time to collect the medications. Although the family members were 

required to take many of the medications for years, they were only able to collect 

one month’s supply at a time on each script. As specific HIV medications were 

only available from hospital pharmacies, there was the need to go there each 

time to collect the medication. Other medications, which were available at local 

pharmacies, were not available from hospital pharmacies, so the parents were 

required to make a second trip to procure those medications such as antibiotics 

or respiratory inhalers. When three members of a family were infected, the 

impact multiplied. Some parents gave up and chose not to take their own 

medications as it all became too difficult. Another parent spoke of her frustrations 

with getting scripts filled for herself, her partner and her daughter:

‘There are three of us infected, and getting all our medicines and keeping 

supplied takes time. Some scripts we get at the hospital and some can be 

filled there and others we have to take down to the chemist. That’s a real 

nuisance when we don’t have a car, or if I’m not feeling well... Because it’s 

all the waiting as well. ’

Being vulnerable to AIDS - Negotiating health services

Service provision for newly diagnosed families was irregular. While some 

families felt inundated by the support they received, others felt let down that the 

diagnosis had proved elusive and family members were diagnosed when 

extremely ill or near death.

Another impact on families was that they were likely to be one of only a few 

families in a health area to require services. At the time of diagnosis, many 

agencies may be involved initially in assessing family needs. This can be 

oppressive for families already feeling under siege. One mother said:
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We had the local Family Flealth Clinic they wanted to come around to see 

us, the Department of Social Security wanted to come around and see us. 

And we were absolutely inundated. ’

At a time when parents already felt emotionally overwhelmed by the news 

of the diagnoses, they found themselves in the midst of strangers. They felt 

swamped by support services. Another mother said of her experience with 

support service soon after their diagnosis:

We were one of the first families, but we were... the whole lot of us were 

infected. And I don't know but... it quickly came to a point where we had to 

have a case conference, which (social worker) did. And we had that case 

conference in her room, to give you an example, so many people turned up 

that she couldn't fit all the chairs in there...’

With the complexity of suddenly managing the treatments for several family 

members, parents were also faced with negotiating the health system on a 

number of fronts. One parent said during the interviews

.. Flaving to go over the story again and again; as well as making sure that 

the new doctor understands what I’m getting at can be frustrating. 

Sometimes I think that I know more than they do about HIV, and so I have to 

be on the lookout to make sure they don’t overlook something. Also if they 

want me to give him (the child) another medicine, nobody seems to know 

right off if it’s OK, so it always seems to take extra time, and nothing seems 

straightforward. ’

However, parents worked through the system and decided who could best 

help and how they would find a way through the number of clinicians and the 

sometimes-conflicting advice:

And after a few months of listening to people, I quickly came to my 

conclusion that all I would ever want to know, is what I needed to know up 

until that day and that the only two people I would open up to, would be my 

social worker and for that matter (elder child’s) social worker and (younger 

child’s) social worker. Medical opinion I would get from the CNC from our 

clinic and the CNC at (Children’s Hospital) which at that time was yourself. 

And that's what I've stuck to. ’
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Many of these parents felt beleaguered by the number of new people 

brought into their lives to assist them in coping with the disease. Another service 

problem for families was the difficulty in accessing services that are intended for 

gay men and their particular lifestyle which is often foreign to the culture of 

straight men and women and their children. One parent commented:

‘There’s nothing there at all. It’s basically still gay male or lesbians. Mainly 

gay male even all the medical studies, everything. ’

In their efforts to gain support and feel part of a community in dealing with a 

specific disease, parents tried the local HIV services sometimes with 

disappointing results. One of the mothers commented about her experience 

attending an HIV support group - the Luncheon Club:

7 mean up until I got diagnosed, I wouldn't have dreamed about taking my 

two children to a BBQ or places like the Luncheon Club in Oxford Street.

But, no matter what they say, it is only really for gay people. ’

While support services for HIV tend to be focused on the main target group, 

gay men, family services tend to focus on women with children and the few 

fathers found their needs were being met by sitting around talking. In particular, 

solo fathers whose wives had died found that support services were mainly 

geared towards women with children and not entirely applicable to them.

‘But I do share this perception that most of what's available, as in support 

circles, does lean towards women. ’

The added pressures of time constraints, stress and emotional overload 

meant short tempers when clinicians did not recognise that as patients, parents 

could not wait around. The combination of these strains with an illicit drug use 

background could predispose parents to added tension. As a result, they may be 

less inclined to utilize adult services:

‘My liver has never been working the best. And it’s all because of some silly 

little woman just... had PMT one day and took it out on me... if I weren’t an 

addict, I would have got an apology from her, you know because all I said to 

her was ‘Yes I do mind if I have to wait. ’ And its meant I’ve been thrown out 

and thrown off the clinic. ’
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Some parents felt that clinicians in some medical services had agendas 

other than the best interest of the patient. Some had expressed anger when they 

had been given incorrect information about perinatal transmission from ill- 

informed health professionals. In some cases, the women were persuaded to 

undergo terminations of their pregnancy if they were diagnosed with HIV in the 

first trimester. Other women told how they had been persuaded to undergo 

sterilisation at the time of delivery to prevent further pregnancies. While some of 

the women in these situations were infected as the result of injecting drug use, or 

had an AIDS diagnosis, this was not always the case. They were pressured to 

prevent pregnancy simply because of their HIV status. Information on perinatal 

transmission was often inadequate or incorrect. Women in these circumstances 

sometimes felt pressured by clinicians to opt for termination of the pregnancy. 

One mother said:

‘And then when we were... and we were talking to the doctors and all the 

doctors were saying ‘I’d have to abort, I’d have to abort. ’ But none of them 

would give me an answer about why. ’

Another parent felt unsupported by clinicians when the family was 

diagnosed with HIV and AIDS during a pregnancy:

‘You know I mean if it was because she had AIDS she had to abort it, well I 

just wanted to hear why and in the end the doctor turned around and you 

know I said ‘Why is that? What is the problem?’ And he said, ‘Oh is that how 

you want an answer?’ I said, ‘Yes. ’ He said, ‘Well...you’ll either have... a 

very sick baby and a very sick wife, or a dead baby and a dead wife’.

Another parent who took their young child to get a second opinion on his 

medical treatment was astonished to find that they had met the doctor previously 

in less than favourable circumstances:

7 know we went to another doctor and we spoke with him. And then I 

remembered it was actually...actually, the one who told us that we had to 

abort the first time. ‘

Although accurate numbers have not been kept, clinical experience 

indicates many women diagnosed during pregnancy that chose termination, later 

re-presented requesting information on the prevention of HIV transmission and
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subsequently had one or more children. Many women bitterly resented that they 

had been coerced into sterilisation. A father remarked:

‘And to me it seems as though it happened... virtually with you know within a 

few months, after the abortion, she actually fell pregnant. I’m just aware of 

the timing. You know probably 5 months I think. And you know she was 

pregnant, termination and pregnant again. ’

Respite services

Obtaining respite with help from outside the family is not always 

appropriate. Parenting of the children was required 24 hours a day and could not 

easily be handed over to others. One father spoke of the limitations of respite 

care and his frustration with volunteers to help with the children:

‘See basically you simply can't have a carer come through your front door 

and be expected to be responsible for your house and be responsible for 

your children and be responsible for whatever those children get into and 

involved with. I mean you've got a 14-year-old child that wants to go out and 

come back. When he comes back, sometimes he brings trouble back, like 

police. How can you have a volunteer being responsible for that?’

Even when respite was arranged for parents, it was difficult for them to ‘let 

go’ of the pressures that come with being a parent. On top of these 

responsibilities was the pressure of the changes brought about by their changes 

in circumstances.

Financial burdens

It is no wonder that parents felt overwhelmed in dealing with the changes in 

their lives as the result of the multiple diagnoses. On top of dealing with all the 

above changes, they also were faced with financial worries. Financial resources 

decline with the health of the parent. A two-income family may become a one- 

income family or rely on social services as a health of a parent or child 

deteriorates.

Both out-of-pocket expenses and foregone earnings represent a substantial 

burden for many low-income families with special-needs children. In some 

families, the diagnosis of HIV is precipitated by an acute illness (either in a parent
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or child). In such instances, a working parent may be required to give up paid 

work to care for the ill person. The combination of the need for transport and the 

lack of financial stability mean that in some cases they are less able to access 

cheaper bank loans and have to take out loans that are more expensive from 

alternative financial institutions. This scenario may result in a cycle of poverty 

that is difficult to overcome. One mother said:

'... And that's also another frustration at the moment. The constant 

headache about money. The world doesn't owe me a favour. But it does 

worry me...’

The demands of increased expenditure on health rise with the diagnosis in 

the family. Even commencing one extra medication might be beyond their 

financial ability when the family is on so many medications already. One parent 

spoke of the cost of medications for three of her family:

‘Every week there seems to be something. It all adds up. Even though when 

we get to the limit (safety net), then it’s free, it still costs a lot to get there. 

Each time one of us has a new one added, I find myself asking the doctor,

‘is this one really necessary?’

The burden of providing for the family at a time when costs go up and 

income goes down is always on the parent’s mind. Another said:

Tm going to tell you something now, the last two years a lump sum has 

been deposited in a trust account every 12 months. And that adds up to 80 

bucks a week. That pays for medicine. And all those little... bits of cream on 

the milk. But when that's taken away in July and obviously the kids are 

growing older, I don't know how what I'm going to do. I don't know how I'm 

going to cope. I really don't know and I'm very worried about it. ’

One family, living in a small house with one bathroom, had three members 

with severe diarrhoea and were faced with the added costs of hiring a portable 

toilet to provide access to two toilets for the family to use.

‘The three of us had really bad diarrhoea and only one bathroom which had

the toilet in it as well. We couldn’t get in when we needed to - all us of

needed it at once. Someone said to get a portaloo like they have on building

sites and that. So we did. But then it cost a lot. ’
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To provide a diversion for the family when there have been such drastic 

changes to the family lifestyle also costs much-needed money. However, some 

families, in trying to counter the ill effects of their recent experiences, have 

reached a balance. Another parent said:

‘The only luxury I've got is two Foxtel outlets. That's cost me $55 a month. 

But, if we didn't have that, we'd be going to get videos and they're $5. On a 

rainy day, they've got Foxtel. Yes, it's bad but that's the price you've got to 

pay. That's the only luxury. ’

Theme 2: Being stereotyped

Previous experiences of HIV

The majority of parents had little, if any, experience with the HIV community 

before their own diagnosis of HIV. For most, HIV was a disease that affected 

other people with very different lifestyles to their own way of life. Accessing HIV 

services meant that they also had to confront other lifestyles with which they 

initially thought they had little in common. For example, one of the interviewed 

fathers spoke of his reaction when the volunteer coordinator from Community 

Support Network visited him to offer practical support for him and his family soon 

after their diagnosis with HIV.

‘... and in strode (volunteer coordinator), with two gay guys. And I'd been a 

typical heterosexual. I mean I used to keep gay people at an arm's length. 

You know a typical heterosexual that used to treat gay people as a bit of a 

joke...’

Minority status of families

Although the worldwide experience of HIV infection is that of a disease of 

families, as indicated earlier this is not the case in Australia where infected 

families are in the minority. Once diagnosed, many parents found that support 

services were geared to the gay community, which did not always provide 

support in an appropriate environment for them and their children. The parents 

felt that they were not understood by the general community who associated HIV 

with deviant groups nor by the HIV community who were geared towards the gay 

community. This led to a feeling of isolation and loneliness. A father said:

Page 150



CHAPTER SEVEN INTERVIEWS

7 believe I'm in a minority, of the minority, with the minority. I'm not only a 

heterosexual; I'm a single dad that's positive. I've got a child that's positive. 

Now that is the most minority, minority group that you can come across. ’

Coping with stigma

Fear of stigma associated with HIV infection impacts on many areas of the 

families’ lives. It prevents them from disclosing their HIV status which would 

otherwise give them access to much needed support to assist them in dealing 

with the immediate effects of the disease. The feelings of stigma of the disease 

were never far from their lives:

'... There is a stigma to this virus. A stigma that like used to be there with 

cancer, but now it’s... it’s worse, you know ‘

Even though all the parents had disclosed the presence of HIV in the family 

they had faced the fear of stigma and fear of rejection.

The dilemma of telling others

All families interviewed had disclosed their HIV status to some extent, 

including to the children, about the family infections. Although many parents felt 

supported once they had disclosed, the decision to undertake disclosure was not 

an easy one. The most common practice was for disclosure to be undertaken in 

stages.

‘Initially we... initially it was just too much to... bottle up. So, I persuaded M 

to agree that we would tell our closest friend on both sides. But after a while, 

particularly... I guess it may have been my fault, as... I had a few nights 

where I just couldn't handle things and I was drunk and getting on the phone 

and telling people. The people that I did pick out to tell fortunately were 

loyal, like they didn't go away. Some people did... but very few, very few. ’

While at first, many parents did not tell the children of the diagnosis, all in 

the study had done so to varying extent. The amount of information given to the 

children largely varied with the child’s age and their experience with the disease.

‘Even though he’s only four, he understands that it’s the good and the bad 

bugs that we’re talking about. And I mean, he mightn’t understand all of it,
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but he understands bits and pieces of it, well, I mean because he sat down 

and spoke about it. ’

For some parents it was important that the children be kept aware of the 

progress of the disease so that they were fully aware of what was happening. For 

some parents the reason for revealing to the children was a matter of personal 

belief in being open with them. In one family the parent said:

7 may not necessarily agree about certain things, but I've never hidden 

anything away from the children. ’

Keeping the children fully informed of what was happening was particularly 

evident in families where there had been significant illness or death; the parent 

tried to alleviate the fear of the unknown or further unexpected shocks for the 

children. Another said:

‘See there's nothing I hide and there's nothing I've asked anybody to hide 

from (younger child). He is told everything. Once again, there's nothing that 

(older child) is not told. Every time (younger child) is seen by your unit and 

every time I'm seen by my clinic, I come home and report everything I'm 

told.’

Some parents considered the child had a right to know about their 

prognosis and treatment. They felt that it was important for the child to know 

about their progress with the disease and to keep them well-informed. Another 

parent said:

‘There's no hidden barriers. There's no 7 don't want him to know this. I don’t 

want him to know that. ’ I want him to know everything. ’

One of the disadvantages of being open with the child about the HIV status 

of the family was that many parents feared that the child would disclose 

inappropriately which might cause disastrous results. In families open with the 

child about the disease, the children sometimes surprised the parents with their 

knowledge of the disease and by recognising when they wanted to disclose to 

other people. While disclosure by the child sometimes lead to the parents 

needing to be involved and trying to minimise the effects of disclosing in an 

unplanned situation, some parents were relieved and astounded when the child

disclosed to complete strangers.
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‘He had just turned around and they were having a conversation. ‘Did you 

know my mum died of AIDS and I’ve got HIV and I have to have this and 

that?’ And I mean they were shocked, but the thing was I wasn’t shocked, I 

was amazed at...how much information he was telling them about...this good 

and bad blood, so you know what I mean?’

As parents disclosed their status without provoking the expected 

catastrophe, they changed their approach to disclosure, especially when it 

involved the child, allowing the child more scope in who was told of the disease.

‘If he wants to tell people he can. I now say ‘(son) well do you want me to 

mention to so and so that you have the virus?’ If he says ‘No’ well then we 

don’t, where once I would. ’

All parents who had disclosed outside the immediate circle of family and 

friends had been relieved by the supportive results, although in later years when 

that the overall health of the family had improved, there was less need to 

disclose as widely as before. Parents, who had disclosed initially to neighbours 

when the diagnosis was made or a death occurred in the family, found that when 

they moved house and the family members were well, there was less need for 

emotional and practical support and they did not choose to disclose in their new 

environment:

‘When we first found out (husband) was really sick, so I told the neighbours 

on one side who had been quite close to us, about us having HIV. There 

were no problems, of course they still know and are friends. But when I 

moved out here, I didn’t really tell anyone you know because I didn’t really 

see the need. The kids and I are well and I have a new husband who is 

negative. So I didn’t tell the kids’ new school either, although the teachers at 

the old school all knew. ’

Parents also disclosed to the school to protect their children from infectious 

diseases that their child might be exposed to. With the changes in treatment, 

there was less need to disclose.

7 told the preschool and primary schools when she was there because she 

had been so sick for so long and I didn’t want her to catch anything going
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around. But now she’s well and at high school well she can take better care 

of herself now, she doesn’t catch things the way she used to. ’

Other reasons to disclose to the schoolteachers were due to the symptoms 

of HIV. In one case, the mother felt compelled to disclose to the schoolteacher as 

her child had developed idiopathic thrombocytopenia purpura, which left him 

covered in bruises. Initially, she was reluctant to send him to school for fear that 

the teachers might think she had been maltreating him.

7 had to go up to the school to explain why he had bruises all over him. I 

didn’t want them to think I’d been hitting him or anything. At first I kept him at 

home, but then I thought it wasn’t getting any better and he couldn’t stay at 

home forever because of it. So I asked the doctor to write a letter about it 

and I asked the nurse to come with me to explain. ’

In some cases school disclosure was undertaken at the child’s request. 

While parents were initially reluctant, they considered the child needed to be able 

to talk to school friends about their experiences at home or in hospital.

‘They wanted to be able to say why they were away from school sometimes, 

how they had to have blood tests. One of them also wanted to explain to his 

friends that there weren’t boy-germs and girl-germs, but real germs that can 

make people sick. ’

The process of school disclosure was a controlled and planned event with 

support from hospital services. Disclosure at all the schools and preschools 

provided a positive and welcoming experience for all the families that had 

disclosed. Teachers and parents of classmates alike had offered support to the 

family. While the lead-up to the school disclosure was a nerve-racking 

experience, the outcome was justified in the view of the parents. The parents felt 

that the school community accepted them and their child despite their HIV status.

‘Well you know, the disclosure at preschool, I mean that was brilliant. And I 

mean... I still have the card you know where all the families signed it. There 

was just the one and then... the next day there was a whole page of them. 

But, I mean, you know, disclosure, I mean, one of the best things I ever 

done... was that disclosure. There’s been no bad from it at all. ’

Another parent said of their school disclosure:
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‘It’s something that, once you get me going on the subject, it is because I do 

I get real passionate about it, that disclosure to me is something that I get 

very emotional about, because it was such a very important event.

Especially in mine and (child’s) life you know? And nothing but good’s come 

from it. ’

In cases where disclosure had been made only to the teaching staff at the 

school, the parents found support was offered from the teachers in areas outside 

their usual capacity. The parents who at times felt isolated in their efforts to 

provide for the children warmly welcomed this offer of support.

‘And I was very impressed and the same teacher came up to me the 

following day and said that he and a few of the teachers had been to see the 

principal and told the principal that if there was anything that they could do 

for us, they would do it. ’

As circumstances changed for the family, so did their need for support. For 

most families, once their emotional needs were lessened after the diagnosis, ill 

health became a distant reality and, as the children grew older, fewer reasons 

were necessary to continue disclosure. A common theme in the interviews was 

the change in disclosure pattern when the children moved to high school. In 

these cases, fewer parents and children saw the need to disclose as they had 

done earlier.

‘When they were at primary, we had a school-wide disclosure. The kids 

were treated as ‘stars’ you know, they had been on telly and enjoyed the 

publicity. But when they went to high school they didn’t want to be different 

so we didn’t tell. Only the principal at their new school knows there. Also 

they can handle things like cuts and things now themselves, so there’s 

probably less reason for everyone to know about it. ’

Some parents disclosed outside the family because they could not keep up 

the pretence that all was well with the family even though they were not sure of 

the reaction to their disclosure:

‘but then I've gone down to the newsagency and told the newsagent that I'm 

HIV positive. Bullshit that she kept her mouth shut. I did that a couple of 

weeks ago, I went down and they've been trying to put two and two together
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for months, if not years. And I said ‘you keep on saying why am I always so 

down. ’ I mean. But I told them, I said that's what's been going on. ’

School disclosure and going public

All parents who had gone public at their local schools or in the media spoke 

of the positive experience that they gained through going public. Parents who 

disclose because they believe in being open will disclose wherever they go. 

Interestingly, many families did not continue to disclose their HIV status when 

moving to a new area, even though the disclosure was a positive experience for 

them. There may be several reasons for this decision. Firstly, the stress 

associated with HIV tends to be greatest around the time of diagnosis and 

around the death of a family member. Disclosure is likely to take place at times 

when the need for support is greatest. Once the family stabilises the need for 

external support may not be as great. Some parents disclosed publicly and found 
to their surprise that the local community could be very protective, with one 

newsagent withholding the morning edition because a ‘local’ was on the front 
page:

7 just didn’t expect to be on the front page and it to be all around and people 

to do it and recognise that. The newsagent and you know he took the 

papers all aside and when I came in there he said ‘Are you aware of this?’

The response to going public in the national media was overwhelming 

positive. This was unexpected by parents who had undertaken this venture. The 

support from the general public boosted their morale. For some parents it was 

the most encouraging experience of their lives since diagnosis.

‘But that...I was quite shocked. I didn’t expect you know letters from people 

in South Australia, New Zealand, Western Australia. You know the reaction I 

got from that article it was Australia-wide and there was talkback radio for a 

week, you know what I mean? That really blew me out. But I mean ... I’ve 

not I’ve not seen one bad thing come from any we’ve done.’

The decision to go ahead with public disclosure was not an easy one as 

there was no going back if the outcome was disappointing. One of the major 

reasons for public disclosure was concerned with informing the public about their 

circumstances:
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well I want people to know what it’s like for a male with the virus. And an 

addict you know? And like someone whose life had been in jail, robbing 

people, drugs that’s it. And nothing but drugs and drugs and drugs in jail, 

(laughs) And now I have a little boy. And I’ve got a life, you know what I 

mean? I want people to know that. ’

In families where the mother was aware of her HIV status before a 

pregnancy, major themes were concerned with the decision to have a child (the 

right to bear a child; intense longing for a child). Another father said of his wife’s 

decision to ‘go public’ to promote her cause:

‘Well there was a big issue there (going public) which (partner) believed 

in...you know what the issue was someone saying pregnant women with the 

virus shouldn’t have kids, well... you know. I mean why shouldn’t they?’

For most families the process of disclosure was a continuum, disclosing 

initially to close family or friends from whom they expected support and 

understanding of their circumstances. They used several methods to perceive 

likely acceptance from those chosen to hear their confidences. Other families 

decided from the outset that they would be open in their disclosure. On the 

whole, the ‘open’ families had been diagnosed for a longer period of time and 

found little in the way of stigma directed towards them.

Theme 3: Transforming self

Feelings of quilt

About one-third of Australian parents in infected families have previously 

used or presently are using illicit drugs and experience the associations and 

deleterious consequences of doing so, that is, poverty, prostitution, criminal 

activity, family dysfunction and ill health. The diagnosis of an infected child may 

make a parent vulnerable to returning to or increasing addictive behaviours in an 

effort to cope. A parent may feel guilty about their drug use and it being the 

‘cause’ of their child's illness. Their own illness may be progressing to a point 

where they are less able to care for themselves or the child.

7 sometimes feel so bad that I might have caused all this.... (daughter’s 

illness)’
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The indirect effects of previous or present addiction on parents, including 

alcohol and illicit drugs, will influence the standard of parental care and parenting 

skills. Previous criminal activity of parents may result in imprisonment, causing 

disruption to the family by the absence of a parent. This is particularly so in 

provision of adequate nutrition for the children, adequate housing, appropriate 

uses of health facilities and availability of social support systems:

7 know this is related to the HIV and drugs, you know, but I always get 

compliments on how well and how clean and how well he’s dressed and 

that. So I mean ... I know I’m doing alright with him...’

Guilt surrounding the risk of infection in the child was especially evident. 

Particularly difficult for many of these mothers was watching their infants 

undergoing blood testing and the long anxious wait (up to 15 months) for final 

clearance of maternal antibody. One mother said of her experience:

7 dreaded every visit to the clinic until she was cleared. The dread would 

build up for about a week beforehand. I hated the blood test most; hearing 

her cry and thinking that it was all my fault. And then afterwards, waiting for 

the call to say what the result was...’

Many parents, irrespective of the circumstances around their own HIV 

infection, had these feelings of guilt.

Feelings of isolation

By perceiving themselves to be in the minority, finding access to 

appropriate services difficult and experiencing a lack of extended family support, 

many parents felt isolated and depressed:

‘My biggest problem is the loneliness. ’

Many parents felt that they were unsupported with the added stresses from 

HIV and had to bear the burdens on their own. One parent said:

‘And I think that's what gets me down more than anything. The fact that I've 

got no one to share any of these problems with. The police come to the door 

about (older son). I've got nobody else to talk to about it. ’

With the loss of a partner to HIV, the resultant loneliness was a further

liability. A mother remarked:
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7 pray sometimes for another adult to talk to. Like where I can have a no- 

holds-barred conversation. ’

Most adults found it difficult enough to manage their emotions concerning 

their own diagnosis, let alone cope with the implications of their partner’s 

diagnosis and that of their child. Thus, amidst their sudden realisation of mortality 

and overwhelming feelings of anger, guilt and sadness, they were not necessarily 

able to provide nurturing to the children. Many of the parents reported feelings of 

depression which also impacted on their ability to nurture the child as well as 

they would have liked to do so. All parents had felt lonely and depressed at times 

- several still were. They found these periods very difficult and worried that they 

had no energy for the children. One parent said:

‘Some days I just stand and stare out the window feeling sad and alone; just 

staring, not really looking at anything or thinking about anything in 

particular. ’

In the longer term, it may well not be beneficial for either the adult or the 

child if parents avoid seeking appropriate care for their own health and emotional 

needs. A father said:

‘And I've never yet met anybody I can get on with. And I've got to this point 

now where I'm 44 years of age, I've got no family, there's nobody...’

All parents were concerned for the future of their children - both the 

infected and affected children; concerned about the impact that HIV had on the 

children; worried that they might not know how the children were coping. Many 

parents, although still emotionally vulnerable at times, felt that they had become 

stronger since coming to terms with the disease. At times, nevertheless, the 

feelings of hopelessness arose:

A.s I say the only problems I've got is the fact that there are times that I just 

can't cope.’

Families who are separated from family and social networks are particularly 

prone to feelings of isolation. Financial constraints imposed since the HIV 

diagnosis meant that some families had to move to cheaper accommodation.

With the move away from established kinship and friendship networks were
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feelings of separation. One of the parents who relocated to cheaper 

accommodation due to reduced circumstances found:

'... whilst I'm saying all this positive stuff, there's a reverse effect too. It's 

enclosed my world too. My social life has changed completely. ’

Another parent spoke of the isolation that she felt:

‘I'm now living in the western suburbs where I hardly know anybody, except 

for my neighbours. There's nobody really that I still that I'm that close to 

around this way...’

Yet, another parent felt isolated by distance from old relationships when she 

spoke of friends in her home state:

‘Now the only ones I've got left are STD phone calls away. ’

Some parents had changed their lifestyle since the diagnosis and found that 

they now had little in common with previous friends and acquaintances who had 

continued in the old lifestyle patterns. One of the fathers spoke of the changes in 

his life in caring for the children since the death of his wife:

‘Changes yes in my lifestyle, because now I'm now four years on. And 

preceding the diagnosis, I was gaining more of the job of looking after the 

two children, because (wife) was getting sick and I was staying home 

because I wasn't working anyway. You know as I say four years on now, the 

changes that have occurred are that /... have a job to do, which is bringing 

up these two children and the way I approach it. And I take it very seriously.

I do not drink as much as I used to and have nothing in common with my old 

mates who spend most of the time at the club. ’

The feelings of isolation predisposed some parents to feelings of 

depression and that they were on their own in their difficult circumstances.

Feelings of uncertainty

Given the immense changes in their lives, how do parents cope with the 

feelings of isolation, guilt and depression? The sensation of uncertainty pervades 

all aspects of the families’ experience through the course of the disease - from 

diagnosis, through deciding about disclosure to the children and to other family
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members, to the health of individual family members, to the future where the 

continuing efficacy of medications provides further cause for concern.

For some with babies under 18 months the uncertainty is focused on 

whether the child is infected. For others there is uncertainty about who will care 

for the child in the future. Day-to-day management also causes uncertainties, 

sometimes surrounding normal childcare issues, sometimes to do with disclosure 

and dialogue about HIV, illness and death (Sherr, 1991; Jewett, 1982; Miller et 

al., 1989). Uncertainties often extend beyond infected children to other siblings in 

the family especially when the parent contemplates their own future and possible 

ill health and death. Planning is often very difficult in these situations and whilst 

the majority of the parents tend to put the child's physical and medical well-being 

before their own, most find it impossible to address the more difficult emotional 

issues surrounding their own and their child's future.

Parents coped in different ways. For some parents the feeling of uncertainty 

about the future was evident. One parent said:

‘Yes I am very frustrated about the whole situation with the insisting that I 

can't get on with my own life. I just can't, there's just no way because I never 

know what's going to happen. And it's not a cop out excuse. It's not. I just 

can't get on with me own life. ’

Although all parents spoke confidently about HAART, they expressed 

concern that the treatments may not work forever, or perhaps not for the long 

period that their children would require. Feelings of uncertainty pervaded the 

families’ lives from the very beginning.

Feelings of sadness

Feelings of sadness pervade many areas of the surviving family members’ 

lives. The tragedy of losing a daughter to HIV was exacerbated now there are 

medications that might have prevented her death. A grandmother said in the 

interview of her daughter who died at age 24 with two children aged three years 

and two years:

‘The new medications came too late for (daughter). It makes me so sad to 

think that if she’d lived a bit longer, she might be well and healthy today’.
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Surviving parents felt the sadness of the children who lost a parent to HIV in 

their early years. With the death of the parent, some younger children had few 

memories of their parent. A mother said of her son:

‘Like he can’t remember (father) but he has memories...of doing things with 

him. ’

Theme 4: Adapting

Diagnosis first in the mother had in some cases been due to acute ill health 

followed shortly by her death. One mother was diagnosed with HIV and died two 

days afterwards. Both her children were infected. Two other mothers died within 

five and seven months of their HIV diagnosis. Multiple diagnoses in a family at 

one time can be overwhelming for the entire family members, even for uninfected 

family members

The effect of death of a parent often came at unexpected times for the 

children. This imposed additional emotional burdens on the surviving parent 

when they thought they were all getting on with their lives:

‘(Younger son) did cry a couple of times, particularly in the first few months, 

particularly at school and that sort of thing where... teachers would say, ‘Oh 

well you're going to go home and see your mum now. ’ And then (younger 

son) would realise, ‘Oh, I've got no mum. ’

And of the older son:

‘He didn't cry in public. I've only ever seen him cry when he's had a fight and 

that's very rarely. He cried in the church, the day of the funeral, I believe. I 

think I... I've noticed that. He's admitted to... to certain people that he's cried 

occasionally at night, but that was after the first few months after his mum 

died.’

Previous experiences with HIV and the way it affects those infected are a 

reality for many of the children who have witnessed a parent die from the 

disease. One of the fathers stated:

7 mean you couldn't want for a better education about HIV/AIDS, other than 

seeing your own mother die from the bloody thing. ’
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Nevertheless, despite the realities of the disease, many parents tried 

particularly hard to screen as much of the physical effects of HIV from the 

children as possible. Another father said:

‘And every day they saw her, day-by-day up until the last day, you know 

they saw her the two weeks before, when the body shut down. They seen 

me walk into that room, giving her shots of morphine every four hours. They 

didn't see their mother having her nappy changed; they didn't see her 

coughing that much that she coughed her teeth out of her mouth and it was 

horrible. They weren't here the day when she was sprawled out on the 

shower floor, because she passed out and things like that. They didn't see a 

lot of the ugly things that I saw... so there you go. I think... if they'd have 

seen the more uglier things of it, that may have affected them, but they 

didn't. When they went in to see mum, mum was just lying there. ‘

Parents are placed in many difficult quandaries in caring for the children. 

While they try hard to tell the children the truth about their circumstances, in 

some instances the truth is too hard to bear. An adoptive mother spoke of the 

dilemma of being honest about the future for her child when she said:

‘Just after his mother died he asked me if that was going to happen to him. I 

just put my arms around him and held him tight and said ‘No, it’s not. ’ I know 

I should always be honest with him, but how could I say ‘yes?’ I just couldn’t 

bring myself to say it. ’

The grandmother told of a query by one of the children soon after both 

parents had died from HIV-related disease:

‘Just after he came to live with me, out of the blue, he said: ‘Is anyone else 

going to die?’ I was stumped, I didn’t know how to answer that he had HIV 

tool’

Children are also often realistic in their responses to parental death and 

may be preoccupied with practical day-to-day functioning and activities - they 

worry about who will care for them and what the process will be. One mother 

related a conversation that took place between herself and her son:

‘He said to me one day about a month after his father died: ‘What will

happen to me when you die?’ I said: ‘You will go to live with Aunt Sally. ’ He
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then said: ‘No, I mean what will happen to me when you die? Will I have to 

ring Aunt Sally to tell her to come and get me?’

Dealing with changed circumstances

The loss of the mother in the family places extra responsibility on the 

surviving father, who may not have been closely involved with care of the 

children and household previously. One of the fathers said:

‘And the 80's bust and boom... hit us and after that, I was retrenched and 

retrenched and retrenched. And in the end it was (wife) that was working 

and I was at home. And it wasn't that I was drinking beer every day, it was a 

case of... I would drink beer every day to get drunk and wine would put me 

to sleep and I was waking up at 3 or 4 o'clock in the morning, finding 

whatever I could in the house to drink. And you know what it's like getting 

up... getting the kids up at six or seven o'clock in the morning and you can't 

stand up. ’

Caring for an infected child has brought changes to the parenting role. One 

father remarked:

‘But I basically left it to (partner). And it seems because of that, I just sort of 

let it go, but as I mean now, I’m finding that well I want to know more day-to

day things, but I want to be told in his presence, because it’s his virus. ’

Previous relinquishment of children and/or previous reproductive losses 

may influence parents who need to arrange care for their child/children in the 

event of them becoming ill or dying. Life-threatening illness of the parent requires 

preparation for the future especially where children may be orphaned - this 

confronts parents with their own death and so they may delay making final plans, 

or committing them to paper. Where there is no custody plan made, children are 

more likely to be separated.

Parents may find themselves in the contradictory roles of needing care and 

needing to provide care. Children with HIV have additional worries over and 

above that of their own health fears: they are also concerned about their parents’ 

health, especially about the parents dying first. Many of the mothers of these 

children have periods of tiredness and lack energy, which are likely to affect
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parenting abilities. Their own illness may be progressing to a point where they 

are less able to care for themselves or the children:

‘Sometimes I feel so sick that I have to lie down all weekend and he takes 

care of me, you know, bringing me a washer to put on my head and that... ’

In some cases, parents find it easier to respond to the role of parent and 

nurturer and more readily respond to paediatric services, neglecting or avoiding 

their own needs:

‘There are two issues at the moment... not only have I got HIV, I’ve had 

AIDS-related illnesses and quite a lot of them especially the PCP one, but 

that’s something... of my slackness... ’

Together with the changes in their families as the result of multiple 

infections, parents are also faced with the dilemma of providing for themselves 

and the children.

Parenting issues

Effective parenting may be hampered by the physical and emotional 

consequences HIV brings. These include guilt, uncertainty, anxiety, panic, mood 

fluctuations, grief for loss of future, fear and the cloak of secrecy (Melvin & Sherr, 

1993) . At other times, feelings of tiredness and lethargy may hamper parents in 

carrying out their usual activities:

‘He understands that... dad needs a rest. But of course on weekends you 

don't really get a rest. I mean I couldn't not go down the road to get some 

milk. ’

Parenting roles are often made more difficult for these families by financial 

worries and poor support. The notion of ‘normal parenting’ or ‘normal family life’ 

in these situations must be questioned. The impact on the family functioning with 

the loss of the mother’s pivotal role was immense. One father confided:

When you say family or family unit, ... that always sounds strange to me, 

because I can't see that me and my 2 children are a family unit...’

Yet, earlier, the same parent described the family before the HIV diagnosis:

7 mean, up until we were diagnosed, we were a normal family.'
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Issues other than HIV are a problem for the surviving parent, which affects 
their ability to parent the children.

‘Since I've been diagnosed, HIV has got less and less a problem for me... 

the problem with me now is that I'm a single parent. And the problems 

associated with being a single parent. And I think that's what... separates 

me from lots of people that I meet. ’

The cumulative effects of the changes to the family are apparent in many 

ways. While for some parents the passing of time increased their ability to cope, 

for others the memories persisted into the present. Another parent said:

‘It's not getting better for me. I'm still only... I can remember in so much 

detail the last few months before (partner) passed away, all these things that 

happened. They're not nightmarish but they just won't go away. ’

Parenting is a full-time occupation and gaining respite from the duties of 

parenthood was never really possible. Parents were concerned about the effects 

of the family situation on the uninfected children who, they felt, were without the 

same support systems that the infected children had. A father said of his older 

stepson:

‘He'd only been here 11 months and he got hit with all this. He'd never 

known his dad and now he knew his mother was going to die and his step 

dad was going to die and his brother was going to die. ’

Another parent remarked on the effects on her younger uninfected 

daughter:

‘You see, the infected children have loads of support... camps and support 

groups...going away and that. But for the others (uninfected children) they 

don’t really have anything that makes them special, you know. So for her 

(younger daughter) she mucks up something terrible sometimes. Not 

wanting to go to school and that in case she misses out on something. She 

knows she’ll be the only one (in the family) that she doesn’t have it, and 

she’ll be left on her own sooner or later. ’
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Seeking support - Relationships with family of origin

While some families found support from their family of origin, others were 

without extended family support. This tended to be due to distance where the 

extended family was resident overseas. Others were estranged from their 

families because of their choice of partner (mainly from east Africa and from 

South East Asia). Other families were isolated from their extended families long 

before HIV became a factor in their lives because of the estrangement brought 

about by the use of illicit drugs. One father said of his circumstances that 

reflected the isolation of the family:

‘But I've got no family in this country... my wife has got no family in this 

country. ’

And later he said that the ramifications of this included reliance on clinicians 

to act in the role of extended family:

‘So that's why... sometimes when people ask me, have I got any family, I tell 

them on neither side. I mean one of the things I felt when (social worker) left 

was, what I didn't realise, was that I'd put (social worker) down on a few 

things as my next of kin. ’

Australians who had married black Africans found that their new partners 

were not entirely accepted by the extended family and that HIV would only make 

acceptance more difficult. One parent related:

‘How can I tell my family that the children have HIV when they can’t accept 

my husband being black? They would just blame him for everything. ’

Another mother related her story of finding out that she was pregnant and 

infected with HIV. She felt particularly unsupported by her family as her husband 

was unable to migrate to Australia because of his HIV infection and had great 

difficulty in getting a visa to visit:

‘They just told me it was all my own fault, going off to Africa and marrying a 

black man. ‘You’ve always been stupid and now you’ve been stupid again’. 

Even my sister who’s a doctor couldn’t understand how I’d got myself in this 

mess!’
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Once the child was born, however, the family mellowed and accepted the 

child into the family.

‘When he was born he was quite light and they said ‘Are you sure he’s 

black?’ but now they know him he’s just another grandchild who’s loved and 

spoiled by them all...even though he’s now quite dark! (laughs)’

Others had been alienated from their families before their HIV diagnosis 

and expected little support from family. The reason for this was mostly due to 

lifestyle choice. A parent said in response to a question about receiving 

assistance from extended family:

‘. ..I’ve never had a family relationship, as being part of the family, that’s all 

new to me, you know what I mean? Because as I’ve said, I’ve never been 

part of a family unit. My family’s strange, you see, believe me, I know you 

better than I know them. ’

Another parent spoke of a poor relationship with extended family that had been 

evident before the HIV diagnosis and which did not improve with the change in 

family circumstance:

There were just problems with the generation gap between my parents and 

my two children, where the pair of them were concerned. But with my 

brother and sister-in-law, it was just a personality clash between me and my 

sister-in-law. It has nothing to do with HIV. ’

The majority of parents received emotional, practical and sometimes 

financial support from the extended family.

‘My family have all been great. My mum will help out in any way she can, 

and believe me I need her. ’

Another parent said:

‘My dad has been there for me every day since. From when I first found out 

that (husband) infected me, through his death and everything. I can’t say too 

much about them all and how they have all helped me and the kids. ’

Extended family members were mostly found to be sources of support.

However, some parents found they had to rely on HIV services and community

support to survive the ordeal of living with HIV.
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Theme 5: Looking ahead

Planning is a difficult task when there are many unknowns. However, many 

parents had looked for positive signs that would allow them to hope for a future 
with their children:

‘It was something that was said with (doctor) in conversation years ago. And 

it’s just stuck. It was something about... it’s much better once they get to 

four. For some reason whether it was to do with anything, but whatever it 

was it seems to have stuck in my head. So, the moment he turned four, I 

now can think and talk about the future. Before then, I never really could 

take ... our futures seriously. Well put it this way, I now know that... when he 

turns eight, if he’s still healthy, he’s going to be. You know touch wood, he’s 

going to keep on going like he is. ’

Several of the parents spoke cautiously of hope for the future:

.. and look at the future and actually having control of my life for once and 

it’s falling into place and under control again. ’

Despite the many negative experiences that the parents were faced with, 
many looked to the future with hope. Another said:

‘Well when he turns 10, well I’ll be thinking then of... being a grandfather.’

Despite their optimism, many parents were faced with the reality of the 

effects that changes to them had wrought on the children.

Discussion

The experiences of parents caring for children with HIV infection, although 

varied, demonstrate the complex nature of HIV. Once diagnosed with HIV, 

parents find themselves undertaking a fine balancing act during which they must 

negotiate to strike the right equilibrium for their family to endure the 

circumstances as best they can. They are faced with contradictory decisions in 

which, for example, they must disclose their HIV status to others to receive the 

support necessary to survive the emotional turmoil created by the disease.

However, data on the families of the interviewed children presented several 

common themes. There was open communication in all the families. This was
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especially so about the disclosure of HIV to the children. Once any reluctance to 

disclose to the child had been overcome, all parents were relieved and glad that 

they had disclosed about the family HIV status to the child. As a result of the 

disclosure to the child, most parents were keen to have the children learn about 

HIV and the treatments associated with the disease.

In most circumstances, parents found the news of multiple diagnoses of HIV 

in the family to be devastating. The combination of the complexity of the disease 

and its manifestations, together with the consequences of maternal risk, 

produces a complex set of family circumstances. Although there are variations 

between family experiences of HIV, in general the diagnosis of HIV was a 

disturbing event. The circumstances around the diagnosis also affected the 

parents’ ability to cope. For example, when the diagnosis was brought about 

through the sudden ill health of one parent, there were sudden changes required 

in the roles of family members.

In some cases, the news of the diagnosis brought relief from searching for 

the reasons for a child’s ill health. In these cases, the parents felt let down by the 

medical services in that the diagnosis was not made in a more timely fashion. For 

other parents, the news of their own infection was just more bad news in a life 

that did not seem to be going anywhere. Other parents who were diagnosed at 

the time of a pregnancy were faced with clinicians counselling them to terminate 

the pregnancy.

An onerous burden is imposed on parents at the time of diagnosis to make

decisions for themselves and the children. This is a time when the emotional

burden is at its heaviest. They may need to provide additional support to children

who have lost a parent as well as make difficult decisions about whom to tell and

how to tell about their HIV status and perhaps even where to live. At a time of

feeling emotionally overwhelmed, parents have to contend with new information

about the disease itself and to learn how to monitor themselves and the children

for potential symptoms. They need to learn about the medications for themselves

and their children, when the medications need to be taken, if they need to be

taken with food or on an empty stomach. They need to monitor themselves and

the children for side effects or signs of intolerance of the medications. They need

to be aware of interactions between various medications or other substances
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such as alcohol or complementary therapies. Parents and children may need to 

undergo an assortment of diagnostic investigations, all at a time when they are 

still coming to terms with the emotional responses of themselves and the 

children.

Several of the interviewed parents spoke of the effect of HIV and the 

disruption to the family as having negative effects on the children, especially on 

the children without HIV. This is more likely in older children and adolescents 

serious behaviour problems have been reported among adolescents; whose 

parent (most often the mother) had AIDS or had recently died of AIDS (Draimin, 

Hudis & Segura, 1992). In this study a third of the adolescents reported acting 

out behaviours at school or at home and parents reported that, as their illness 

progressed, they found it increasingly difficult to control their child's behaviour. 

Multiple risk factors in the family environment such as overt parental conflict, 

poor parenting and economic hardship operate conjointly predict youth problem 

behaviours (Gerard & Buehler, 2001).

Many of the HIV-infected parents reported periods of tiredness and lack of 

energy, which are likely to affect parenting abilities. There is a comprehensive 

literature on the quality of parenting and its effects on developmental and 
emotional adjustment (Rutter, 1979; McCubbin & Patterson, 1983). There can be 

no doubt that, for families with HIV, parenting is often seriously disrupted both by 

the direct effects of HIV and its associated illnesses and by secondary factors 

such as separation, hospitalisation and environmental stress. Here we have a 

situation where parents’ lack of energy due to emotional overload or due to the 

illness itself occurs at the very time when there is a need for increased activity to 

deal with the increased work associated with caring for several family members 

with the disease. This increase in work includes activities such as visits for their 

own health maintenance, their children’s health, getting children to take their 

medications, obtaining scripts and coping with the added demands from the 

children who need more support to cope with changes in family circumstances. 

Feelings of isolation and depression make it even harder to respond to the 

additional care required by the children and/or partner.

Several parents reported that HIV had changed their lives in a positive way.

For some parents it meant a change of life style, for others it meant a new
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outlook or a reaffirmation of beliefs. At the conclusion of the interviews, several 

parents mentioned that, in relating their story about HIV, they realised how 

difficult life had been for them at times, but also how they had come through it all 

as stronger people. For some, this was the first time they had realised the 

progress they had made.

Combined with the burden of infectiousness, HIV is also characterised by 

stigma from the community. The effects of stigma and discrimination on the 

infected person can be considered on two levels. On one level infected people 

fear rejection and exclusion by the community which might impact on their 

employment prospects, housing and access to community life. The fear of 

rejection may lead those infected to withdraw from everyday community life or 

not to disclose their status. On another ievel, the stigmatised person internalises 

the perspective of the stigmatisers, taking on those negative values and 

developing a sense of shame. They are thus reduced from accepted (‘normal’) 

persons to rejected (‘abnormal’) beings. By internalising the values of the 

stigmatised, the infected person changes the way they view themselves and are 

viewed by others. When parents are diagnosed with HIV, they can find 

themselves overwhelmed by being in an unexpected situation, something that 

happens to others and not to people like them.

The associated stigma and discrimination is related to the behavioural risk 

factors associated with HIV acquisition in the parents and other adults. Because 

of the stigma associated with HIV, families may adopt one of three tactics to 

protect privacy and to avoid stigma. In some cases, the child is not told that they 

have HIV, or that any family member has HIV and any reference to illness is 

avoided. In other cases, the child is told of the diagnosis but is carefully 

instructed not to mention the facts to anyone outside the home. Finally, some 

children are told that they are ill or the parent is ill, but the illness is attributed to 

another disease such as asthma, anaemia, cancer or a vague immune or blood 

problem.

All parents were aware of the risks associated with disclosure. In order to

avoid rejection most parents used the strategy of disclosing within a small

friendship network initially, and then disclosing further only if the benefits

outweighed the potential risk. For some families, obvious ill health required an
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explanation; for other families, the pressure of keeping secrets and making 

excuses became too onerous. Again, other families believed in being open about 

their circumstances despite the perceived consequences of doing so. City 

residents were more likely to disclose to the wider community, including the 

school, than were rural residents. All parents who had disclosed to their child’s 

school or preschool were delighted with the support and acceptance they 

received from the staff and from some parents. All school disclosures were 

undertaken as part of a structured program. Some school disclosures were 

undertaken because of the child’s desire to tell their school friends.

In choosing to whom and when to disclose, many parents decided to 'target' 

selection on the basis of relationship quality and/or by checking how the target 

felt about associated issues before they decided to disclose their HIV status to 
them.

All parents who participated in the interviews had disclosed the information 

about HIV to their children which was a condition of inclusion for the interview. 

Parents reported they had decided to disclose the diagnosis of HIV to their 

children for a variety of reasons. Many parents believed in being open with the 

children from the beginning and that the child had a right to know what was the 

cause of their symptoms and the reason for taking medications. This was more 

likely to be the case in families where a death or serious illness had occurred 

because of HIV. Some parents, who were concerned about the reaction of the 

child, were more likely to disclose to the child after meeting with other families 

who had successfully disclosed to their children or when a significant event 

occurred. Some parents had disclosed because the child had asked about the 

cause of their ill health or when the parents feared that the child might find out 

from someone else. None of the parents found disclosing to any of the children 

an easy task and some agonised over performing the task. However, all parents 

expressed relief after telling the child and none reported any deleterious effects 

on the child from doing so. Some parents found that it brought them closer to the 

children and that giving medications to the children became easier as they 

shared a similar experience in taking their medications together. Parents went 

about disclosing to the children in several different ways. Some parents disclosed 

initially to older children or to the infected child first and told the other children
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later. Some parents disclosed to the child from the very beginning and the 

children grew up knowing about HIV in the family. The literature on chronic 

illnesses suggests that disclosure of developmental^ appropriate facts about 

illness improves the child's psychological adaptation (Cohen 1994).

In many cases, disclosing HIV status also means disclosing the cause of 

their infection. Maternal risk for HIV has important social consequences for the 

family. For example, where maternal risk for HIV was injecting drug use, families 

are likely to experience the deleterious consequences and associations of doing 

so, that is, poverty, prostitution, criminal activity, family dysfunction and ill health. 

In such families, children may become parentified and assume adult 

responsibilities while the parent takes on the dependent role. Parents in this 

situation may feel marginalised and isolated from the wider community and have 

difficulties establishing relationships with people they perceive to be in authority, 

including doctors, nurses and social workers.

Several parents decided to ‘go public’ by appearing in the media. Most 

parents did so to educate the public about issues for HIV-infected families. 

Disclosure to the wider community disappointed none of the parents and all felt 

supported by the process.

The parents interviewed in this study reported that health services were not 

always appropriate for their needs and the needs of their children, with some 

parents suspecting that clinicians had agendas other than the patient’s best 

interests. While still in the stages of disbelief or denial, parents have to contend 

with meeting numerous clinicians who will be involved in the medical care of 

themselves and the children. Many parents spoke of being overwhelmed by 

numerous strangers in their lives: the social workers for themselves and for the 

children, a number of medical practitioners for themselves as well as for the 

children, staff from social services, dentists, dieticians, counsellors, volunteers 

and community support workers.

Australia's public health system currently provides substantial funding to 

ensure access to hospital, medical and pharmaceutical services by all families 

irrespective of income (Department of Health, 1991). Taxpayer-funded public 

medical insurance is provided through Medicare and the Pharmaceutical Benefits
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Scheme. These programs heavily subsidise the cost of ‘basic’ health items, that 

is, medical practitioner services, hospital services and pharmaceuticals. There is 

a need to determine whether existing public services are distributed so that they 

are easily accessible to residents of low socio-economic areas (Schofield, 1999). 

Children do have access to free dental care through the School Dental Service.

It has been reported that ‘universal coverage has been instrumental in 

removing barriers to access of health services’ and that ‘access to basic health 

care services provided under Medicare is equitable’ (National Health Strategy, 

1992). There is a small but growing body of evidence which suggests that 

although programs such as Medicare address potential inequality of access to 

‘basic’ health services, there is still a serious inequality in terms of access to 

some health services (Schofield, 1999).

Existing adult HIV in-patient and outpatient environments are often 

inappropriate and too formal for young children. Over the past few decades much 

research and policy has been geared to demystifying hospital environments for 

children (Eiser, 1985). The need for play, security and preparation are essential 

to help children cope when they are exposed to medical procedures and 

environments.

HIV infection creates a dilemma for parents who have not only a parenting 

role, but may need nurturing themselves. In some cases, parents find it easier to 

respond to the role of parent, nurturer and they more readily respond to 

paediatric services, neglecting or avoiding their own needs. Thus, they may be 

less inclined to utilize adult services. In the longer term, it may well not be 

beneficial for either the adult or the child if parents avoid seeking appropriate 

care for their own health and emotional needs. Because of the multigenerational 

nature of HIV there is a high level of care-giving among women with HIV which 

further depletes their emotional and physical energy(Social Affiliates in Injectors 

Lives Study, 1996).

Families with HIV face complex psychological and emotional issues 

(Pequegnat et al., 2001). At times of great need, not all families in this study 

could draw on the extended family for support. Those families that could did so 

and many felt well supported by their own parents and extended family.
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Disclosure within the extended family was related to the perception of support 

from the family. Again, those families who had experienced a death due to HIV 

were more likely to have disclosed to all the extended family. Relationships 

between parents and their family of origin varied, although the majority had some 

family members who supported them in some way. For many, however, 

acceptance by their family took time. One group who had a difficult time being 

accepted by their family was white Australians who had married black Africans. 

Those whose families lived in rural areas of Australia where racism appeared to 

be more common especially noticed this. The double stigma of colour and HIV 

was seen as an obstacle for disclosure to the extended family. A family is viewed 

as a source of social, emotional and physical support when a member has an 

illness, but HIV/AIDS disrupts this normal pattern of support.

Many parents interviewed spoke of their guilt in that their behaviours had 

brought harm directly (in vitro infection) or indirectly (leaving orphans through 

death) to their children. When trying to cope with the emotional toll of being 

infected they also harboured feelings of guilt that the children were infected. The 

feelings of guilt hampered the parents in caring for the children and lead to 

feelings of depression and low self-worth. Isolation has been reported by women 

in other studies as a strategy to limit the effects of stigma, to avoid rejection by 

others and as a coping strategy to protect themselves and others (Hackl et al., 
1997).

The feeling of uncertainty appeared throughout the dialogues. Uncertainty 

pervaded all aspects of the families’ lives. Firstly, with the initial diagnosis, there 

was uncertainty about who else was infected in the family, how each of those 

infected would be affected by the disease, how they would cope with the 

decisions that needed to be made in these extraordinary circumstances. They felt 

uncertain about how the how long the medications would work, if they would be 

able to tolerate side effects of the medications, if resistance would develop. This 

has been described as the ‘Lazarus Syndrome’ where people questioned how 

long the positive effect would last and how long the medications must be taken 

(Gregonis, 1997). Many parents expressed uncertainty about dealings with the 

wider community. The feelings of uncertainty may be a result of the lack of 

support that many parents perceive.
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Also involved in the balancing act was the conflict between increased 

expenses at a time of decreased income. Expenses were increased in direct 

ways such as purchasing medications and travelling to attend numerous clinic 

visits. The costs were significant when three or four medications were multiplied 

for three family members. Other expenses were incurred through hiring of 

medical equipment such as nebulisers or infusion pumps. Indirect costs soared 

for the infected family with the need to provide adequate nutrition for children 

who had little appetite during certain phases of their illness. Meals were cooked 

and remained uneaten, or the children fancied something different to eat after the 

meal was cooked.

The family income was often reduced especially in families where the 

diagnosis was in conjunction with severe ill health. If the ill health was evident in 

a parent, usually that parent had to give up paid work for least a period of time. 

Where the ill health occurred in the child, a parent, usually the mother either had 

to give up paid employment or cut back to part-time employment in order to care 

for the child. In some instances this meant that the family had to move house to 

cheaper accommodation. The consequence of moving to outer suburbs of large 

cities meant that they were located further away from paediatric services and 

hospitals. Transport also became an issue with the move as access to medical 

services was needed more than ever. The move also meant that at time of much 

needed support, some families relocated away from kinship and friendship 

systems.

Throughout the world, in both underdeveloped and developed nations, 

poverty is a major barrier to both HIV prevention and treatment of those infected 

with HIV. In one study of 124 HIV-positive adults in Australia, for example, most 

participants reported severe financial pressure and almost half were living below 

the poverty line (Ezzy, De Visser, Grubb, & McConachy, 1998). In the United 

States, inner-city families from minority backgrounds often lack social support 

and face multiple health threats. One study of minority, inner-city families found 

that infected parents felt more isolated and reported fewer financial and support 

services than uninfected caregivers (Mellins & Ehrhardt, 1994).

In this section the effects of HIV on parents and families has been

explored. The burden of managing a complex disease in several family
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members was a full-time undertaking at a time when emotional energy was at 

its lowest. The next section deals with interviews with children
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INTERVIEWS WITH CHILDREN
Participants - Children

Participants were school age children with perinatal HIV disease. 

Participants were recruited from the outpatient Paediatric Immunology Clinic or 

from attendees at the annual Camp Goodtime for families of children with HIV 

infection. Participants were selected for study using the following inclusion and 

exclusion criteria:

Inclusion criteria: 1) school age children, between the ages of five and 

sixteen years, who are HIV infected, who speak English, who know of their HIV 

diagnosis and who give assent to participate in the study.

Exclusion criteria: 1) HIV-infected children who have not been told of their 

HIV status and their parents and primary caretakers, 2) children with progressive 

encephalopathy, who are unable to participate at the level of discussion required 

by the interviewer and 3) potential participants for whom translation services are 

necessary.

Participants were recruited from both genders and all available ethnic 

groups. Forty-eight per cent of infected Australian children are female and 52% 

are male. Research participants were eight children aged between the ages of 

six and 14 years who met the above criteria. The mean time since diagnosis in 

the family was seven years (range four years to 12 years). All children were 

diagnosed in infancy or early childhood.

Three of the children had lost their mother to HIV/AIDS; two children had 

lost their father as well. One other child had an infected father as well as an 

infected mother. All children knew of their HIV serostatus, were presently 

attending school and had had at least one period of hospitalisation due to HIV- 

related symptoms.

Structure of the interviews with the children

After gaining approval and consent from parents who participated in 

interviews for the previous study, children with perinatal HIV infection were 

approached by the interviewer at a paediatric immunology clinic or at a national

camp for children with HIV and their families. Only one child refused to
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participate in the interviews. Information concerning the aims and procedure of 

the research was given both to the children in verbal and written form.

The author conducted all interviews which lasted for between half an hour 

and one hour. If the child’s attention wavered during the interview, the child was 

asked if they would like to conclude or take a break. The interviews took place in 

either the family home (six children) or at Camp Goodtime (two children). These 

locations were chosen to provide a more relaxed environment for the children to 

facilitate the relationship between the child and the researcher (Bricher 1999). 

Confidentiality of the nature of interviews was assured to the children by the 

author, who had had a longstanding relationship with the children where 

confidentiality and trust had been assured (Dreher, 1994).

In order to counter the power imbalance between the researcher and the 

children, several strategies were adopted. First the children were given control of 

the tape recorder and were able to start and stop the recorder when they wished 

(Mahon, 1996). The children were given the choice of being interviewed with a 

hand-held microphone as if they were on television (Bricher 1999). The children 

were also asked if they would like to interview the researcher at the end of the 

process. After the completion of the interview, the children were able to listen to 

the tape. The children were also given the option of drawing while the interview 

took place.

It was explained to the children that the aim of the interviews was to allow 

the researcher to have a better understanding of what it was like to be a child 

with HIV. This was to give the children a sense of the importance of their 

experience to the researcher (Baumann 1996). The interviews commenced with 

an introduction of the purpose for the interview and a brief description of the 

procedure. The researcher then explained to each of the children how the 

interview would proceed and asked the children if they were still prepared to 

undertake the interview. In working through the interviews, general broad 

questions opened up the topics for discussion (Kvale, 1996).

The use of the interview allowed the researcher to pursue specific topics 

with each child and to allow the child to express their thoughts and ideas as the 

interview progressed. Open-ended questions were used through the interviews.
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The questions were interspersed with other conversation so that the children did 

not feel that they were being interrogated with a series of questions. In order to 

prompt some of the experiences, the type of open-ended questions asked 

included: ‘Can you tell me what HIV is?’ ‘Can you tell me how you got HIV?’

‘What is it like to have HIV?’ ‘Who can you talk to about HIV?’ ‘Do you think that 

having HIV makes you different to other children in any way?’ ‘What are the 

worst things about having HIV?’ ‘Are there any good things about having HIV?’

In this way, the study allowed openness to new and unexpected themes 

that could be explored, rather than adhering to rigid structures and methods 

(Kvale 1983). Follow-up questions were used to further probe a theme raised. 

This was done through direct questioning of what has just been said. In some 

instances probing questions were used such as: ‘Could you tell me more about 

that?’ ‘Can you tell me what happened after that?’ ‘Do you know if this happened 

to other people?’ The study here tracks the answers, exploring their content but 

without restricting boundaries for discussion.

The remainder of the interview followed in response to the initial replies. ‘So 

can we go back to... perhaps the time when you first found out that you had HIV? 

Can you tell me about that?’

Pauses in the conversation and unhurried discussion permitted the child 

sufficient time to connect with thoughts and emotions. Children were given the 

opportunity at the end of the interview to raise anything else they thought was 

important: ‘Is there anything else you would like to say about having HIV?’

Findings

Most of the children responded well to the interview process. All the children 

had known the researcher as their HIV nurse for some years standing. Only one 

child was difficult to draw out, answering in few words or nodding or shrugging at 

times. The other children were talkative and enjoyed being interviewed with the 

hand-held microphone, often interspersing their answers with commentary or 

telling jokes. The younger children tended to play or draw during the interview, 

while the older children concentrated on the interview at hand.
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All of the children in this study are expected to live with HIV for the rest of 

their lives. Children’s experiences of living with perinatal HIV infection are 

diverse. The findings are based on the children’s experiences describing the 

realities of HIV in their lives. Some children have experienced good health for 

most of their lives, while other children have had periods of severe illness. All 

children had had at least one hospitalisation due to HIV symptoms. Several 

children lived in families where everyone was well and in good health. Over half 

the children had lost their mother to HIV while some children had lost both 

parents. Two of the children worried about the deteriorating health of their 

fathers.

There were three major themes generated from the interviews with children. 

These were incorporating HIV, dealing with HIV within the family, and dealing 

with HIV outside the family. The major and minor themes are presented in Table 

7.3

Table 7.3 Themes generated from interviews with children

Major themes Minor themes

Theme 1: Incorporating HIV ■ Owning the virus
■ Always there
■ Feeling ‘Yuk’
■ Rattling around
■ Body image
■ Lagging behind

Theme 2: Dealing with HIV within the family ■ Death of a parent
■ Missing Mum

Theme 3: Dealing with HIV outside the family ■ Staying silent
■ Telling tales
■ Starring roles
■ Staying alive

Theme 1: Incorporating HIV

The children were receptive to talking about their experiences of HIV 

infection and circumstances. In response to questions relating to knowledge of 

HIV, all children had a basic understanding of the disease - that it is infectious, 

that it is a serious disease, and that treatment is necessary to maintain health.
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Owning the virus

Healthy children’s reasoning about HIV/AIDS as an illness follows the same 

developmental path as their reasoning about illness in general (Walsh & Bibace, 

1991). However, these studies do not tell us about sick children or children with ill 

parents. Three of the children referred to HIV as ‘the virus.’ They showed 

ownership and control of their illness; for example, one child said,

‘It’s my virus and I have to keep the virus (load) down. ’

Another child drew a picture to explain how the virus attacked T cells in his 

body and how the virus escapes around the body if the viral load rises. The 

children acknowledged that HIV was responsible for making them ill:

‘I’ve got this problem with my blood... ’

HIV infection is a prime illustration of a disease in which advances in 

medical technology have transformed an acute, terminal illness into a chronic 

disease. The spectrum of the disease has changed through innovations in 

medical treatment, in particular, but not confined to the development of highly 

active antiretroviral therapy. In addition, the children spoke of changes in body 

image (too short, too thin, abdomen too big) and that ‘people die’ as the worst 

things about HIV.

‘Did you know that some people have died from it?’

Many of these children are faced with extra stress from multiple family 

infections which can add to an already vulnerable situation. Children have been 

shown to make better adjustment to and recovery from illness if surrounded by a 

secure family, who are open and supportive, and who have adequate sources of 

help and support themselves (Eiser, 1985; Lask & Fosson, 1989). All the children 

in this cohort knew that their mother was also infected. One child thought all his 

family acquired it at the same time. One child did not comment about the timing 

of the illness in her family. Six of the children knew that their mother had acquired 

the virus first and it was passed on to them.

‘First my Dad got the virus, then Mum and then me’

The consequences of HIV for infected children impact on all areas of their 

lives. Everyday there are the reminders of the disease because of the need to
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take medications. This can cause anxiety to the child if help is offered without the 

helper taking barrier precautions, and the child has been told not to disclose their 

HIV status. Participants were aware of the infectious nature of HIV infection, and 

are taught to take care of blood spills such as a bleeding nose or an open cut. 

Several children cited blood spills (nose bleeds, cuts) as a worrying situation.

‘When I was in the hospital, the nurses didn’t have gloves on (when they 

took blood from a cannula) so I just yelled at them “Put on gloves before you 

touch my blood”. ’

Always there

In response to questions about what it was like to have HIV, the common 

feeling was ‘Yuk.’ The reasons given were constant medication, blood tests, 

missing school or friends for clinic visits or when they were unwell, feeling unwell, 

and having invasive investigations especially when they felt unwell. The feeling 

that HIV would not be cured was evident in some of the children’s responses.

7 think I might always have the virus in my blood. It’s just there... but the 

tablets help to stop it spreading’.

Another child said:

‘When you get HIV you always have it’

The children spoke of the constancy of chronic illness and the constant 

need for treatment; reminders that they have HIV were reinforced each time they 

took medications:

7 never forget I have HIV. I take tablets in the morning, tablets when I come 

home from school and tablets before I go to bed!’

In addition, another child remarked:

‘It’s always there and there’s always tablets, tablets and more tablets. ’

The reaction of children to pain and bodily injury is affected by previous 

experience, separation from parents, restraint and preparation (Peterson, 1989; 

Salmon & Periera, 2002). Most children react to any intrusive procedure whether 

it is painful or not. The preschooler fears mutilation as they have a general lack of 

understanding of bodily integrity. They may be afraid of intrusive procedures
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because they interpret words literally. Children’s imagination may become 

overactive when they are ill and they may believe they are ill because of 

something they did or thought. Of the constant blood tests one child said:

7 hate having the blood tests, even though I have a patch (EMLA) I still don’t 

like it much. ’

Feeling ‘Yuk’

Coping with the effects of HIV was more difficult when the child did not feel

well.

‘It’s worse having needles and things when you feel really yuk, and they 

come and do it anyway. ’

One of the children realised that she had some resilience to the constant 

blood tests and accepted that they were part of her life.

‘When I was little I used to always cry when I had tests but now I’m more 

used to it. I hold my arm out and hope they get in first go’

The complications, which may arise from HIV disease, require visits to other 

sub-speciality practitioners. For the child and family this means attending 

unfamiliar clinics, with unfamiliar staff, relating the child’s medical history once 

more, undergoing more investigations, undertaking new treatments, and the 

possibility of medication incompatibilities. These are stress-inducing incidents for 

both the child and parents. The children were also aware that the information 

stream was one way with some health professionals.

‘They always ask questions, questions and then they don’t tell you anything. 

Next time I’m going to write a big sign ‘GO AWAY!’

Rattling around

As previously mentioned the children reported that medications were a

constant in their lives. An Australian study (Goode et al., 2001) found that

adherence in children with HIV was dependent on parents, even though the

parents’ beliefs in the benefits of HAART were not always aligned with self

medication beliefs. This finding was enforced by another Australian study into the

attitudes of HIV-infected persons about the use of antiretroviral treatment in

which infected women were less likely to use antiretroviral therapy than were
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men, more doubtful about successful treatment and reluctant to associate their 

future with the use of antiretroviral therapy (McDonald et al., 2001).

Many children found that the oral suspensions were unpalatable and 

therefore unacceptable. Many of the younger children were unable to swallow 

tablets and were thus dependent on oral suspensions. These barriers included 

the taste of the liquid preparations.

7 hated the medicine most...it tastes foul! So disgusting I wouldn’t give it to a

dead dog! Now I take tablets and that’s quicker. ’

The children presented some of the barriers to adherence to the complex 

regimes. The administration of medication was difficult for children when 

disclosure had not taken place, either to the children themselves, or to others 

with whom the children may spend time. This was a particular problem for school 

age children, who wished to stay overnight at the house of a school friend and 

were required to take medication. Thus if the infected child wishes to stay 

overnight at a friend’s house, there was the dilemma of taking the medications 

without explanation.

‘When I stay at (friend’s) house, Mum puts them (medications) in my wash

bag and I have to remember to take them. ’

In the Australian study by Goode et al ( 2001), children used temper 

tantrums to avoid taking medications, and placed the parents in the difficult 

position of trying to persuade them to take the medication day after day. Many 

children, especially those who did not know of their disease status, were 

reluctant to take the medications. Despite these results, there were high levels of 

adherence in children with 89% of infected children adhering to the required 

regimens. Meanwhile, the adherence rate among infected parents was much 

lower at 58%. There is questionable sustainability of medication adherence 

because of the difficulties experienced (Goode et al., 2001). Self-reported 

antiretroviral adherence and quality of life are significantly associated (McDonald 

eta!., 2001).

Another barrier for children is the size of the tablets that they are expected 

to swallow. The tablets are adult size as the majority of patients with HIV 

infection are adults.
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‘Some of the tablets are really, really big. Mum just says ‘down the hatch’ 

and down they go. ’

Some of the families had developed strategies for the children to take 

responsibility for remembering to take the medications.

‘Dad puts all the tablets in a box and I have to take them every day. The first 

row on Mondays, the second row on Tuesdays...’

The children are required to take the antiretroviral medications to reduce the 

virus. Some of the children spoke of the methods used by clinicians to coerce the 

children into taking the medications.

‘They said if I didn’t take the medicine they would put a tube down my nose! 

No way would I let them do that!’

Treatment regimes interfered with the children’s education, their 

relationships with their peers, and relevant developmental tasks. New treatments 

such as the development of protease inhibitors have raised expectations of better 

health and an increased life span for children. Although the improvements in 

medication is welcomed as ‘good news’, it has brought further uncertainty about 

how long the medications will work and has resulted in families and children re

evaluating their future.

Body image

Although the children were well at the time of interview, the effects of 

hepatosplenomegaly (large liver and spleen) were not lost on the children.

‘My tummy was so big and fat. It looked like I was having a baby or 

something. ’

Several children remembered times when they were not so well and had 

suffered effects of HIV.

‘When I was little I was really sick and had to stay in hospital because of it. ’ 

Another child reported:

7 was so, so sick in hospital I could hardly breathe’.

Many children with symptomatic HIV have failure to thrive which may leave

them shorter and thinner than their peers.
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7 am so, so short. Even my (younger) brothers are taller than me now.’ 

Lagging behind

Underachievement at school has been attributed to absenteeism due to ill 

health, behavioural problems and neurocognitive compromise. Two of the 

children mentioned difficulties they had at school. One child reported difficulty 

because of absenteeism due to her previous illness:

7 used to miss school when I was sick - so now I am always having to catch

up’.

Another child reported:

‘I’m not very good at school or at sport. I like drawing best and being in

plays’.

Theme 2: Dealing with HIV within the family

Six children interviewed had lost parents to HIV. Two of the children had 

lost both parents, both sets of parents dying within a short period of each other. 

Two children had lost their mother and were now living with their father. Two 

children had lost their father, and were living with their mother and her new 

partner. Two children were living with their biological parents.

The child in families with HIV may suffer high levels of stress caused by 

prolonged tension, distressing opportunistic infections in infected family 

members, and the inevitable, often distressing death that follows. The length of 

illness makes it more likely that anticipatory grief, for more than one family 

member, will overlap with previous deaths and ongoing AIDS-related illness. If 

HIV was kept a secret, the child may have difficulty in expressing feelings about 

the death of the parent. It may be especially difficult if accompanied by factors 

such as use of illicit drugs, abuse or neglect. In response to the question, about 

‘Who knows that you have HIV?’ One child answered:

'Only me, Mum and Dad know. The others (younger brother & sister) don’t

know about it. ’

While another child observed that she has the same disease as her mother:

‘Mum has it, takes the same tablets as me. So I only talk to her about it’.
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Another child spoke of her concerns for her father:

7 don’t think that Dad takes his tablets, and when he gets sick, I worry that 

he might not get better. ’

All but one child saw that there was something positive about having HIV, 

citing special holidays, appearances in the media, and making new friends with 

the disease. An example of the ‘good things about HIV’ was given by one of the 

interviewed children:

We went to Dreamworld for a whole week. It was great. Every day we could 

go.

Missing Mum

Children’s mourning tends to be more intermittent than that of adults in that 

children are more limited in their capacity to confront and manage the emotional 

impact of loss (Doka, 1995; Worden, 1996). Children may be sad and weepy but 

later act as if nothing has happened. Wolfenstein ( 1966) referred to this 

phenomenon as ‘short sadness span’ and suggested that it would be inaccurate 

to assume that the child did not feel the same pain and hurt or grief. The young 

child cannot sustain sadness to the same extent as an adult. Several of the 

children had lost one or both parents to HIV.

7 miss Mum. Sometimes I watch her on the video so I can remember how 

she looked. ’

The hopelessness of some of the children was evident:

‘Every night I prayed to God that my mother wouldn’t die: but she just got 

sicker and sicker....’

Another child reported wistfully:

‘Mum died when I was little - so did my Dad. So now I live with my Nan. ’

Theme 3: Dealing with HIV outside the family

The issues around disclosure to the infected child of their HIV status, a 

stigmatised illness, are not always clear. Some parents may be reluctant to 

disclose the HIV status of the child to the child for various reasons, involving

protection of the child, worry that the child might blame the parent for the
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infection, fear of the child disclosing to others inappropriately, and not wishing to 

disclose to the child the circumstances around the parent’s own infection. 

However, all the children in this study had been told of their HIV diagnosis, but 

not all were encouraged to speak about it freely with friends.

Staving silent

Each of the children was asked to whom they could talk about HIV and 

things associated with HIV. The children included family members such as 

parents, uncles and grandparents in their support network. They also included 

other children from the support group as support persons.

7 can talk to my Mum and Dad. My uncle, (social worker) and (friends at 

Support Group). But I’m not supposed to tell any others without asking Mum 

first. ’

While some children had wanted to disclose their HIV status when they 

were younger, they chose not to as they grew older.

‘When I was at primary (school) everyone there knew I had it, but when I 

went to High School I didn’t want anyone to know. ’

Other families were more open in allowing the children to talk about HIV. 

Even so, the children did not often disclose indiscriminately.

‘Dad says I can talk to anyone I want to about it, but mostly I don’t. ’

The interviewed children had attended support groups as part of their 

treatment. Some children felt restricted regarding whom they could talk to about 

their HIV status but found freedom at the camp and support groups.

‘At Camp I met (friend) and we talk about stuff like HIV and stuff. I can’t talk 

about it much with my friends at school, but at Camp and at (Support 

Groups) we can if we want to. ’

Telling tales

Most families used the strategy of selective disclosure outside the family. 

Parents perceived that silence about HIV preserved their ability to be treated 

normally and to blend in with others. They notified school and social contacts 

about the child's HIV infection on a ‘need to know’ basis (Rehm & Franck, 2001).
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When some children disclosed to a friend, they were advised by their parents to 

change their diagnosis.

7 told (friend at school) that I had HIV but then Mum said I had to tell her I 

only had asthma instead. ’

Starring roles

Some families had ‘gone public’ about their HIV status. For some this was 

at the local school or preschool, for other families it was in the national media. 

Some of the children wanted to disclose their HIV status when they had seen 

other HIV positive children in the media. It made them feel special and none of 

the families reported negative responses from the community because of their 

media appearance.

7 was on TV and they asked me about what it was like and everything. ’

Many children were treated as celebrities following their media interviews.

7 was a TV star. Mum and Dad were on too. At school all the kids saw it and 

it was good fun. ’

Staving alive

Uncertainties about the future occur for all the families. For some there is 

uncertainty about who will care for the child in the future. Day-to-day 

management also causes uncertainties, sometimes surrounding normal childcare 

issues, sometimes to do with disclosure and dialogue about HIV, illness and 

death (Jewett, 1982; Miller et al., 1989; Sherr, 1991). Uncertainties often extend 

beyond infected children to other siblings in the family, especially when the 

parent contemplates their own future and possible ill health and death.

All the children presented options for the future. When asked what they 

would like to see happen, four children mentioned better tolerated, more 

palatable medications, or no medications or blood tests.

‘No tablets, no medicine and no tests! Just nothing!’

Three children spoke of occupations that they might follow in the future.

7 want to be a mechanic at the car races, and make the cars zoom around 

faster and faster. ’

Page 191



CHAPTER SEVEN INTERVIEWS

7 might be an artist or on TV. ’

7 think I might be a teacher or a bus driver’

Two girls wondered about having babies of their own in the future. The 

statements also demonstrated that neither of the children expected a cure for 

HIV.

7 heard that there is something that mothers can do so the baby doesn’t get

it. So I might have one. One day. ’

Another of the girls spoke in very hushed, confidential tones as she asked:

‘Is it true that mothers, if they have HIV and that, can take something,

medicine or something, to stop the baby getting it too?’

Summary of themes

The development of highly active antiretroviral therapy during the 1990s has 

had an immense impact on the lives of HIV-infected children with decreased 

hospitalisation rates and decreased opportunistic infections, compared with 

1980-89. Death in infected children has also decreased. In many aspects, 

children appear to have better lymphocyte reconstruction in response to HAART 

than do adults. Overall, the interviewed children appeared to be coping well with 

the effects of their HIV infection. This may be because they are a group of 

children whose parents had disclosed their HIV status to them, and they were 

involved in support groups with other infected children. In such cases, the 

children are well-supported in comparison to other children whose parents have 

not yet come to terms with HIV and have not disclosed their HIV status to them. 

These children do not attend support groups or know other children in similar 

circumstances.

Even so, the children described a range of experiences where HIV did 

impact on their lives. The direct effect of HIV on the children was confined to 

blood tests and medications. In the past, this had not been the case for some of 

the children who had been seriously ill or incapacitated in some way as the result 

of HIV. The children had an understanding of HIV, possibly due to their attending 

support groups where HIV had been discussed and explained. Several of the 

children had lost a parent to HIV and some worried about their parents becoming
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ill. All the children had known of their HIV status for some time and appeared to 

accept the situation. However, in many cases they were constrained by their 

parents from being open about their status to friends.

Discussion

The children interviewed in this research component were not entirely 

representative of all Australian children with HIV. All the children interviewed 

knew of their HIV status and that of any other family members. All had attended 

support groups and camps organised specifically for children with HIV. There are 

some, although a minority, of Australian children with HIV for whom this does not 

apply. As part of the support groups, the children had been exposed to 

educational sessions on HIV. Many, if not all, of their parents had also explained 

many of the intricacies of HIV to them. In several families, HIV was an open 

subject that could be talked about freely. Therefore, the children were able to 

describe HIV in age-appropriate ways. The children knew of the necessity of 

taking medication to remain healthy and well and that as yet there was no cure 

for HIV. Most of the children had known about HIV in the family for as long as 

they could remember and could not recall being told of their diagnosis. They all 

knew that HIV was a serious disease with several of the children remarking that 

one could die from the effects of HIV, while two of the children stated that they 

had been sick in the past from HIV.

Children’s experiences of living with perinatal HIV infection are an ongoing 

process. Most of the children who were interviewed for this study had been 

affected by HIV either through severe ill health or by the death of one or both 

parents. Thus, for all the children, HIV was a very real entity even though at the 

present time all were now well and attending school full time.

Studies of adults and the effects of HIV following the development of 

HAART remain inconclusive, especially among groups who did not perceive 

themselves to be ‘at risk’ for HIV (Low-Beer, Chan & Yip, 2000). Studies which 

followed adult research participants pre and post HAART have found only a 

modest decline in psychological symptoms over time with no significant 

difference in hopelessness or improvement in quality of life (Low-Beer et al., 

2000; Rabkin, Ferrando, Lin & Sewell, 2000; Judd et al., 2000). While there have
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been many studies on the physiological effects of the new treatments on children 

(Resino, Bellon, Sanchez-Ramon & Munoz-Fernandez, 2002), there have been 

few studies if any on the psychological impact of the new treatments on the 

children. While the treatments have delivered undetectable levels of viral load, 

without continued use of the treatments the viral load will increase and leave the 

child open to symptoms and disease progression. The treatments are complex 

requiring several medications to be taken on a rigid schedule. At the same time, 

the benefits of the treatments are not equal in all patients.

Despite their good health, HIV had a direct effect on the lives of the 

children. Children spoke of the need for ongoing medical care, changes to their 

health, the thought of death, pain and discomfort, undergoing painful or 

embarrassing procedures and disruption to their usual activities. The latter may 

include a range of reasons such as medication side effects, the effects of mild 

intellectual disability, problems associated with lack of growth, or practical 

problems associated with non disclosure of their illness, such as the taking of 

medications while staying overnight at the homes of school friends. Children with 

HIV experience procedural anxiety and pain in addition to acute and chronic 

disease specific pain (Oleske, Czarniecki & Boland, 1993).

One of the children thought that all the family acquired HIV at the same 

time. This child may have been confused between becoming infected and being 

diagnosed with HIV. Another of the children was quite clear about the sequence 

of infection in the family.

The children described the effects of HIV as blood tests, clinic visits and 

occasionally hospitalisation. In general, having HIV was seen as a negative 

experience described in terms such as ‘Yuk’ and the necessity of continuous 

medications.

The children understood that medications were required to prevent 

exacerbation of HIV, although they hoped that they would not be required in the 

future. They also showed a preference for tablet over liquid preparations, 

although several remarked on the size of the tablets. There was an underlying 

sense that taking medications was onerous and burdensome for the children. 

While some of the children reported a system organised by their parents to
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remind them of the medications, there was also the burden included taking 

medications when away from home. Children in this study found taking 

medications was a reminder that they have HIV. This finding is supported by 

Brown, Schultz, and Gragg (1995) who found a significant degree of distress 

reported in response to HIV reminders even after years of knowing about their 
infection.

As with other children living with chronic health all the children mentioned 

changes to their physical image. They thought they were too short, mentioned 

slow growth spurt and delayed puberty, had distended abdomens, and some had 

experienced living at home with medical equipment such as nasogastric tubes or 

central venous lines.

Prior to the introduction of HAART, growth failure was a useful prognostic 

indicator in assessing the progression of the disease. HIV-infected children show 

persistent and, in some cases increasing deficits in measures of attained growth 

despite antiretroviral treatment (McKinney Jr & Wilfert, 1994; van Rossum et al., 

2003). Several of the children reported that they were smaller than other children 

of the same age, and in some instances, shorter than younger siblings because 
of their HIV infection.

Many factors are brought to bear on adherence to complicated antiretroviral 

regimens (HAART). Rigorous adherence is important because a decrease in 

blood levels may cause viral resistance. Some factors that might affect 

adherence are caregivers, their environment, the ability and willingness of the 

child to take medications, the level of disclosure. Social stigma and fear of 

disclosure might be more influential than other factors such as socio-economic 

status and high-risk lifestyles. Since the development of HAART, children (and 

adults) have developed significant changes to body shape as a side effect of the 

medications placing children at risk of aesthetically distressing abdominal fat 

distribution. One of the significant side effects is lipodystrophy syndrome which 

involves fat maldistribution, placing children at risk of aesthetically distressing 

abdominal fat distribution. The physical effects of lipodystrophy syndrome have 

been reported as reasons for non-adherence or a wish to discontinue HAART.
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There was a divergence of experience at school with some of the children 

achieving at school and other children finding academic work more difficult. 

Although there are reasons for children with HIV doing less well at school than 

their peers, such as absenteeism due to illness, clinic visits, disruption to family 

circumstances and neurocognitive effects of HIV, another reason that might 

impact on the children is short stature which might mean disadvantage in sport 

and other physical aspects of school.

The children were concerned about the health of their parents in that they 

feared that their parents might die before them, and worried about what would 

happen to them. Several of the children had already lost their parents to HIV and, 

because of the support group, other children were aware of this situation. Many 

of the children had experienced changes in the nature and predictability of 

nurturing and disruptions to routine because of family disease. While most 

children lived in families that were uneventful, other children were not so 

fortunate. Some children lived in families where there was chronic alcoholism or 

illicit drug use; where family violence and depression were present; and where 

several children (siblings of the infected children) had conduct disorders.

As HIV is a multigenerational disease, children may experience multiple 

losses due to the death of one or both parents, or mother and sibling, which may 

result in bereavement overload. Unsatisfied emotional needs in the children 

where parents may be ill for many months, followed by separation at death of the 

parent, may result in anxious attachment to their new carers in young children.

There was no uniformity in who was told, except usually it was someone in

the immediate family or the extended family. Close friends also were usually told.

In almost all cases, those being told were supportive, which sometimes surprised

the subjects. In most situations, the reactions from the people they told were

positive - if not initially, then later. This is consistent with the literature (Weiner et

al., 1996a; Simoni & Cooperman, 2000) and for many family members of

biological mothers, who confirmed that shock and disbelief often were the first

reactions, then support (Serovich, Kimberly & Greene, 1998). Children found

support from within their family, naming family members that they could talk to

about HIV. However, an interesting relationship was that between the children

and their social worker or nurse from whom they could receive information about
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HIV. Most of the children named other children at the support groups as 

someone who understood their situation. Where children had disclosed their HIV 

status outside the family or HIV community, they felt there had been no 

repercussions, even though one child was told by her mother to change the 

diagnosis to asthma. Several of the children had wanted to disclose their HIV as 

a way of receiving support from their school peers or to correct 

misrepresentations about HIV or illness.

Where there is no custody plan made, children are more likely to be 

separated. After the death of a parent to AIDS, if there are several children, it 

may be difficult or impossible to place them together. Siblings who develop 

strong interdependence during their mother's HIV illness may be separated late 

in the mother's illness or after her death, compounding their feelings of fear, grief 

and abandonment (Siegel & Gorey, 1994; Hudis, 1995). Adolescents, who often 

assume early care giving responsibilities for the sick parent, may not want to 

surrender those responsibilities and return to a dependent role. Stein and 

colleagues (1999) explored the construct of parentification in adolescents living 

with an HIV positive mother and found a relationship between stage of illness 

and extent of role reversal. As the illness progressed, the role reversal increased 

(Stein, Riedel & Rotheram-Borus, 1999).

The issue of disclosure for children and adolescents with HIV is complex 

and multi-faceted, interrelated with other psychosocial concerns. HIV infection 

carries stigma and shame, affecting the family, school, community and 

institutional network of relationships. Stigma and shame lead to further ostracism 

and the child's sense of emotional well-being and competence can be further 

impaired. There is no single, easy guide to deciding when and to whom HIV 

infection should be disclosed. Several important issues inhibit disclosure and 

others promote it. It has been reported that disclosure of HIV may cause a child 

to become distressed and anxious (Funck-Brentano et al., 1997), but there was 

no evidence of this in this study. The reason might be that where disclosure to 

the wider community had taken place, an education program had also been 

included in the process. Where children had been involved in open disclosure in 

primary school, they wished their privacy to be maintained when attending high 

school. The children who had been on television felt like celebrities and enjoyed
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the experience. Therefore, while parents might initially withhold disclosure from 

the children, the children appeared to cope with the knowledge.

There was a certain ambivalence expressed by the children in terms of the 

future. On one hand, the children were overall optimistic albeit cautious about the 

future. They were able to talk about the future in terms of occupations and two of 

the girls spoke in confiding tones of the ability to have uninfected children of their 

own. The children also hoped that a cure would be found to allay the need for 

continual medications and blood tests.

The findings provide insight and understanding for clinicians about what it 

means for children and their parents to live with perinatal HIV and how they 

manage on a daily basis. These findings fulfilled the first major aim of this study 

which was to provide a systematic examination of the complex nature of 

perinatal HIV infection in Australian children.
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CHAPTER EIGHT 

Discussion
This section builds on the previous chapters to synthesise across 

studies and is derived from those findings as the theory building exercise of 

the thesis. The themes and figures in this section are constructed and 

discussed to demonstrate the complexity of perinatal HIV by bringing 

together issues identified in the literature and data from each of the three 

empirical data sets to demonstrate how HIV infection pervades all aspects of 

an infected child’s life. This approach was undertaken through the merging 

of data from the findings of the three empirical studies together with issues 

identified in the literature presented in the earlier chapters. From this 

collation of themes we can see that families will demonstrate some if not all 

of the aspects discussed in the previous chapters. With this knowledge and 

understanding of the issues, clinicians, especially nurses can paint the 

family’s picture with them and to exercise the craft of care to adequately 

shepherd the family through difficult periods they are likely to encounter. In 

this way this chapter pulls together the relevant findings of the previous 

studies to present a broad picture of the effects of perinatal HIV and its effect 

on children with the disease and their families rather than a repetition of 

previously discussed work.

Development of top level themes

Seven top level themes were identified from the findings of the earlier 

chapters. The themes were generated as described in Chapter Seven. The 

top order themes are the cumulative effect of perinatal HIV, coping with 

multiple family infections, the burden of managing a complex disease in 

multiple family members, the competing needs of parents and children, 

increased family work, the depletion of family resources, and, striving for 

normalcy. Figure 8.1 presents the relationship between the minor and major 

themes in the previous chapters the top level themes that developed as a 

result.
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CHAPTER EIGHT DISCUSSION

My experience as a nurse caring for children with HIV highlighted the 

view that some clinicians may not be aware of all the issues facing a 

particular family, especially in times of crisis such as at diagnosis of HIV.

The family may appear to be coping on the surface, but underneath falling 

apart. By the time it is evident that the family is no longer coping, serious 

implications for the children may have already developed. Clinicians may 

also be faced with conflicting or competing concerns within the family. The 

fate of the children is closely tied to the functioning of the family and its 

ability to satisfy their emotional and physical needs. For example, parents 

may be reluctant to avail themselves of HIV services or reluctant to disclose 

their HIV status to the children thus denying access to appropriate support 

services for themselves and their children. In circumstances where parents 

choose not to disclose the HIV status of the child to the child, many 

clinicians are faced with a dilemma of respecting the parents’ wishes, but 

also observing the effects of secrecy on the child. The following discussion 

focuses on the top level themes generated from the literature review in 

chapters two and three and findings of studies presented in chapters five, six 

and seven.

1. Cumulative effect of perinatal HIV

Findings from the epidemiological data showed the small number of 

children with HIV is attributed to the low seroprevalence in women of child

bearing age. Low seroprevalence in the heterosexual population is reflected 

in low seroprevalence in the injecting drug using population. This in turn can 

be attributed to the public health prevention strategies adopted in the early 

1980s in Australia (Loff & Wodak, 2002). The most successful of the public 

health policies in reducing or preventing HIV disease in adults has been the 

harm minimisation approach combined with targeted education and 

prevention programs aimed at specific subpopulations (Strang & Farrell, 

1992; Des Jarlais et al., 1995; Robertson, 1998). Thus, prevention of 

perinatal HIV infection in children is reliant on prevention of HIV in women.
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In assisting our understanding of perinatal HIV the epidemiological data 

helps us to understand the dynamics of perinatal HIV. Fortunately, mother- 

to-child transmission of HIV is a rare occurrence in Australia due to the low 

prevalence among women of childbearing age. Even so, the small number of 

children infected and the widespread geographical distribution of the disease 

has serious implications for management and provision of support services 

to families and the children. The wide geographical distribution of the 

families throughout mainland Australia has implications for service delivery.

It becomes difficult for nurses, physicians and counsellors to gain wide 

experience through professional association with several children and 

families. For family members, it may mean that there is little opportunity for 

ongoing support from other infected families within their local area.

As the virus is acquired from the mother, strategies to prevent and treat 

women of childbearing age directly affect whether or not the child is infected. 

The prevention of HIV disease in children is reliant on testing of women 

during pregnancy. When diagnosis of HIV in the mother is delayed until after 

the birth of the child precautions to prevent transmission cannot be 

undertaken.

As only half the obstetrics hospitals in Australia have protocols for 

testing for HIV in pregnancy and only half of the obstetricians offer HIV 

testing during pregnancy it is no wonder that some women continue to give 

birth to infected children despite the low prevalence rate of HIV among 

Australian women. Offering HIV testing to pregnant women based on self

assessment for risk results in over half the infected women not assessing 

themselves as being at risk for HIV. Leaving women to determine their risk 

for HIV will not capture the majority of women with HIV. The data from 

chapter five in this thesis showed that over half the women had unprotected 

sexual intercourse as their sole risk for HIV - a risk that is shared by all 

pregnant women.

The infected child is likely to be younger than an exposed, 

seronegative child when the mother succumbs to an AIDS-related illness. As 

the child is dependent on the mother for psychological and physical care, the
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emotional and physical care of the child may be impeded when the mother’s 

health is in decline. Thus at a time when the child’s illness may be 

accelerating through the unstable and downward phases, the mother may 

not be available to assist the child emotionally and physically. The impact of 

the morbidity and mortality of the mothers on infected children is immense. 

There are serious implications for the emotional health and development of 

the children given the young age at which their mothers died.

Findings from the case study show that families with perinatal HIV have 

to contend with a myriad of issues. Firstly, there are the physiological effects 

of the disease. Without treatment, the immune system deteriorates to a point 

where the infected person is unable to mount an immune response to 

infections or cancers. This is exacerbated in families where more than one 

family member is likely to be infected. Where treatment is available, the 

infected person requires strict adherence to the regimen, lifelong medication 

and monitoring.

The physiological effects of HIV are compounded by the social context 

of the disease. Largely, health and disease are seen on one hand as a 

confidential, personal issue but on another level, they have implications for 

relationships and social interactions. Infection with HIV is no exception. 

Families with HIV have more than the physical symptoms to manage. The 

effect of multiple diagnoses impinged on every aspect of parents’ lives, from 

the day-to-day caring of themselves, their spouse and the children, through 

to juggling finances and their time. The parents found that even though there 

might be few physical symptoms of HIV, managing to undertake the 

necessary steps to keep the family well was time-consuming. Procuring 

medications for several family members, ensuring that the children took their 

medications, as well as constantly monitoring themselves and the children 

for symptoms and side effects was a constant battle, which left the parents 

with little energy.

Findings from the interviews with parents showed that the implications 

of HIV disease for an individual are inextricably linked to the societal context 

where prevention, infection, illness, treatment and care occur. HIV infection
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presents additional stressors that stem from discrimination, stereotyping and 

social ostracism. Adverse social reactions may be found not only from the 

community but even from within the family.

The effects of HIV were manifested in the experiences of parents 

coping with the stigma associated with HIV infection. Many parents 

expressed a feeling of belonging to a minority where their needs were not 

addressed either through mainstream services or dedicated AIDS services. 

This was a new experience for many, especially those parents infected 

through blood transfusion or who had contracted the virus through 

heterosexual activity. Unlike many members of the gay community who may 

have had some experience with HIV before their diagnosis, for many parents 

experience with HIV was an unknown factor.

Discrimination and stigma exist and without careful explanation and 

education, disclosure to the family and general community might not always 

go smoothly. Stigma and discrimination against those with HIV can be just 

as strong within the family as from the community. Issues for families post- 

1997 include stigma and discrimination that has decreased in the wider 

community, but not always amongst some sub cultures. In clinical 

experience, I have found families with HIV from a similar ethnic background 

who I would have assumed to be able to support one another. However, 

they are unable to do so because of the perceived discrimination they may 

endure within their own community if it was known that either family had HIV. 

Therefore, neither family was willing to disclose their HIV status to the other.

The reciprocal impact of the illness may be extended even further in 

some cases. For example, employment prospects may be reduced in some 

circumstances in people known to have HIV infection, perhaps as an indirect 

marker of racism or homophobia. Infected health workers may also feel that 

their employment is at risk if their HIV status is known. There have been 

instances of HIV infected people in the United States of America who lost 

employment as a result of their HIV status. The loss of employment 

culminates in the loss of health insurance, reduction of access to medication 

and/or health services (Nokes, 1991). Although there is only one
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documented case of an Australian child being refused access to a 

preschool, parents of infected children were often reluctant to disclose the 

HIV status of the child. However, interviewed parents in this study who had 

disclosed the HIV status of their child found that the support they received 

from other parents and the school staff was a major bonus.

Family members are faced with a difficult state of affairs in which they 

have increased family work in managing chronic illness in several family 

members at a time of increased family stress due to multiple family 

diagnoses. Thus, they find themselves in a situation with more work to do 

but with less emotional and physical energy. Other findings that affected the 

parents’ ability to manage multiple family illnesses included the fear of 

stigma that made disclosure to the child, other family members and the 

community problematic for the parents. Parents in this study also reported 

feelings of isolation, guilt, uncertainty and sadness that often affected their 

functioning as parents.

All families were severely affected by the multiple diagnoses. However, 

in some instances there was relief when answers to failing health were 

provided by the diagnosis. The burden of managing a complex disease in 

several family members was reported by all the interviewees. Service 

provision in some cases was irregular. Some parents felt overwhelmed by 

the number of new health providers with which they had to deal, while other 

parents felt unsupported and angry at incorrect information they had been 

given. Relationships with family of origin were mixed. While some parents 

felt well supported, others were on their own with only clinicians to rely on.

The effects of HIV on the parents ranged through feeling of isolation, 

guilt, uncertainty and sadness. There were issues with their children, with 

parenting when unwell or stressed. Financial worries were constant for most. 

Parents worried about their children. They worried about the effects of the 

disease on the infected child and worried about what would happen to their 

uninfected children in the future. Planning for the future is often very difficult 

in these situations and whilst the majority of parents tended to put the child's 

physical and medical well-being before their own, most found it impossible to
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address the more difficult emotional issues surrounding their own and their 

child's future.

All parents had been through periods of extreme stress. The high 

stress periods were associated with the diagnosis of HIV, sudden severe 

illness, and death of a family member. In some families all the events 

occurred within a very short period of time. At times of high stress, parents 

said that they required practical assistance, such as transport, especially to 

medical appointments and child care or to collect medications. Another 

burden that was particularly irksome for parents at times of high stress was 

waiting, especially for medical appointments, medical procedures and/or 

medications.

The emotional toll on the parents was immense, with many having lost 

a spouse to the disease. Before they had a chance to restore their emotional 

energy, they found themselves drained by the effects of the disease on the 

children. For many families there was little family support. When confronted 

with community support, many parents found that it was inadequate or they 

felt overwhelmed by the reminders of the disease that HIV services brought. 

The lack of social support and feelings of grief and loss combined to add to 

the many burdens of the parents. They wrestled with the grief and loss 

issues that accompanied their own terminal illness while also grieving for the 

loss of their family unit.

2. Coping with multiple family infections

While examining the individual illness course is a valuable tool to assist 

clinicians with the management of the illness, the concept does not fully 

meet the needs of children with perinatal HIV. This strategy is limited to 

providing a response to only one illness, that is, the illness of the child. 

However, as the data presented in Chapters Five, Six and Seven have 

demonstrated, children and families living with perinatal HIV are exposed to 

the effects of multiple illnesses. Family members infected with HIV each 

have an illness course of their own which is likely to be different to other 

family members. As reported in Chapter Five, one of the fathers remarked:
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And on that day he told me that (my wife) had AIDS and that she 

possibly only had 1-2 years to live... He said I had possibly 2-3 years to 

live, (younger child) we didn't know about. ’

In trying to plan for a family in the period following multiple diagnoses of 

HIV, there are many competing priorities. Therefore planning for these 

families becomes increasingly complex. The health status of parents needs 

to be considered at the same time as plans for the child. This may present 

problems when the parent is ill or hospitalised. Extended family members 

may be unable or unavailable to assist with the care of multiple family 

members as the providing for several family members may be outside their 

scope. In looking briefly at one family’s experience with HIV, it becomes 

apparent that there are several trajectories occurring simultaneously.

3. Burden of managing complex disease in multiple family 

members

Multiple diagnoses of HIV in the one family occur primarily because of 

the silent nature of HIV. The initial clinical symptoms of HIV are subtle, and 

may be indistinguishable from other commonplace illnesses. It may only be 

in retrospect that the number and diversity of illnesses in the child (or parent) 

lead to a suspicion of HIV. This was the case with Anna where HIV was not 

considered as a possible diagnosis as there were no apparent risk factors 

for HIV evident in her mother’s lifestyle. Most Australian children infected 

with HIV were not identified as being at risk of HIV before their birth. Without 

appropriate preventive treatments to the woman during the pregnancy, the 

risk to the infant of being infected is higher. This scenario is depicted in 

Figure 8.2 and is based o the findings from the chapter on epidemiology and 

the case history.
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“Silent” nature of HIV disease
i

Failure to identify mother as HIV +ve 
prior to birth

i

Increase infection risk of infant

Figure 8.2 Missed diagnosis of mother increases risk of infection in the infant

Again, the cumulative effects of missing the diagnosis of HIV in the 

mother, leads to missed diagnosis of HIV in the child. Due to the ‘missed’ 

diagnosis of HIV in the mother, not only is the child more likely to be 

infected, but the diagnosis of HIV may also be delayed, as the child is not 

perceived to be at risk and symptoms may be misinterpreted. The child has 

missed opportunities to be treated and may have experienced multiple 

infections as a result of their compromised immune system (see Figure 8.3) - 

the child is confronted with multiple investigations for diagnosis and multiple 

treatments.
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“Late” diagnosis of child
I

Severe immuno-depression at diagnosis
I

Multiple infections at AIDS diagnosis 

Multiple investigations 

Multiple treatments

Figure 8.3 Implications of ‘late’ diagnosis

Without a cure, persons infected with HIV and with access to the new 

treatments must continually manage their disease by being alert for the 

development of symptoms; as well they must undergo constant monitoring 

and arduous treatments with significant side effects for the rest of their lives. 

They also live with the social and psychosocial consequences of a 

potentially life-threatening disease.

In some instances, the parent or child died at their initial presentation 

causing further devastation to the family who were previously unaware of 

HIV infection in their family. In circumstances where the mother, and in some 

cases the father, were diagnosed with HIV and AIDS simultaneously the 

family is likely to be overwhelmed by the combination of acute severe illness 

in the parent and the emotional toll of multiple family diagnoses. The parents 

not only experience the burden of HIV but it was also evident in the 

experiences of the children. Despite their present good health, HIV had a 

direct effect on the lives of the interviewed children. Children spoke of the 

need for ongoing medical care, the need for ongoing care, changes to their 

health, the thought of death, pain and discomfort, undergoing painful or 

embarrassing procedures, and disruption to their usual activities. The latter
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may include a range of reasons such as medication side effects, the effects 

of mild intellectual disability, problems associated with lack of growth, or 

practical problems associated with non disclosure of their illness, such as 

the taking of medications while staying overnight at the homes of school 

friends.

Parents also complained that sub-specialists gave conflicting 

information, seemed unaware of HIV issues, saw the child only in the light of 

the subspecialty; that there seemed to be iittle coordination between 

treatments and tests; and that there was poor communication between sub

specialists. They also complained about the time taken to fit in all the clinic 

appointments for themselves and their child. One mother expressed her 

frustration:

7 wait at (child’s) clinic, then I pick up his medicines; I wait at 

my clinic, then I wait to pick up my medicines. I then have to 

go to the chemist to get medicines we can’t get at the 

hospital. There just seems to be waiting everywhere I go and 

it’s a rush to make sure I can get home in time for the kids 

getting home from school. It just seems everywhere there’s 

waiting, waiting, waiting. Then next time it’s the same all over 

again. ’

4. Competing needs of parents and children

Clinicians may also be faced with conflicting or competing concerns 

within the family. The fortunes of the children are closely tied to the 

functioning of the family and its ability to satisfy their emotional and physical 

needs. For example, parents may be reluctant to avail themselves of HIV 

services or reluctant to disclose their HIV status thus denying they and 

children access to appropriate support services. In circumstances where 

parents choose not to disclose the child’s HIV status to the child, many 

clinicians are faced with a dilemma of respecting the parents’ wishes, but 

also observing the effects of secrecy on the child.
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Uninfected siblings

Although this study did not include uninfected children in the interviews, 

their needs cannot go unmentioned in the study of families with perinatal HIV 

infection. As with siblings of children with other chronic disease, uninfected 

children belong to families where attention is not equally divided amongst all 

siblings. In the case of perinatal HIV infection, they may have the added 

burden of being the only survivors of their family (Cruickshank 1992). Frank 

spoke of Paul, his uninfected stepson in the interview:

‘He'd only been here 11 months and he got hit with all this. He'd never 

known his dad and now he knew his mother was going to die and his 

step dad was going to die and his brother was going to die. ’

Uninfected siblings are also affected by the disruption to family life 

(Lovrin, 1995; Mahon & Page, 1995; Drapeau, Simard, Beaudry & 

Charbonneau, 2000) and may react to the situation by emotional withdrawal 

and social isolation or conversely, they may exhibit behavioural problems, 

conduct disorders and even engage in criminal activity. Adolescents with 

school problems are particularly vulnerable, at least in the short run (Lester, 

Stein & Bursch, 2003). They may fee! left out of the ‘normal’ family activities 

of having blood tests which often form the basis of family conversation.

‘But for the others (uninfected children) they don’t really have anything 

that makes them special, you know. So, for her (younger uninfected 

daughter) she mucks up something terrible sometimes. Not wanting to 

go to school and that in case she misses out on something. ’

Behavioural problems in the uninfected siblings add to the overall 

stress of the parents. There is a perception by some parents that there is 

less psychosocial support for the uninfected children when, in some ways, 

they have more to deal with in the long term, watching all their family die 

from a disease and being left alone at the end.

‘She knows she’ll be the only one (in the family) that she doesn’t have 

it, and she’ll be left on her own sooner or later. ’
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Other parents expressed difficulties in coping with the uninfected sibling:

7 mean you've got a 14-year-old child that wants to go out and come 

back. When he comes back, sometimes he brings trouble back, like 

police. ’

The effect on the siblings and their reaction to the effects add to the 

stress of the family. This may cause a reciprocal effect of giving parents less 

energy to deal with the needs of the siblings. Thus, the needs of the siblings 

take less precedence in the priority of the parents, further adding to the 

isolation of the uninfected children.

Another example of the different perspectives of parents and clinicians 

is the implications for the children taking HAART having significant side 

effects. This may be an important consideration for some parents in 

determining whether or not they or their children take the medications 

recommended. This is further complicated by a lifelong commitment to the 

medications, as there is no cure for HIV. Once the decision is made to take 

the medications there is the requirement of frequent visits to health 

providers, the need to take multiple pills each day, to adjust their activities of 

daily living, adjust food intake around medications, and monitor for side and 

toxic effects. If the recommendation to take medication is based on declining 

immunocompetence, the parent may be in a quandary as they or the child 

may ‘feel well’ but side effects of the medication to assist them to ‘stay well’ 

make them ‘feel sick’. On the other hand, if the choice is made by the 

infected person not to take medications, they may shorten their or their 

child’s life span and experience more symptoms. All these issues impact on 

quality of life for the infected person and may be of prime importance to 

them whereas the issues of improved longevity may be the overriding factor 

for the clinician in recommending medication.

An example of one family’s experience can clearly illustrate the 

competing needs of parents and children. In this example, I will call the 

mother “Linda”, the father “Frank”, the infected child “Jack” and an older, 

uninfected child, “Paul”.
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The mother, ‘Linda’ is diagnosed with HIV during an acute, severe 

illness. This stage is known as AIDS and is due to the effects of 

immunosuppression. Although there was a six-month period in which her 

health stabilised, the mother progressed through an unstable phase and 

then a downward phase. She died 14 months after her HIV diagnosis.

‘Frank’, Linda’s husband, was tested for HIV as the result of Linda’s positive 

diagnosis and he too, was found to be HIV-positive although he was without 

signs or symptoms. His health remained stable for about five years when he 

died suddenly of an accidental injury.

Jack, their son was diagnosed with HIV at the same time as his father, 

in response to his mother’s positive diagnosis. With treatment, his health has 

remained stable. There was also an older brother, Paul, who was uninfected.

While Linda required urgent medical attention for her own health crisis, 

Frank and Jack also required investigations and treatment. Frank, 

overwhelmed by the implications of the multiple family diagnoses, was 

required to provide emotional support for Linda, wash her nightwear and 

return it to her in hospital each day or so; he also had to support Jack 

through blood tests and meet with various paediatric medical, nursing and 

social work personnel. Frank also needed to explain Linda’s illness to her 

sons and support them through the period of their mother’s absence.

Frank had to visit his own HIV specialist for investigations and 

treatment. Meanwhile, he had two sons to feed and send to school; two sons 

worried about and missing their mother. There were also house-keeping 

chores such as washing, shopping and paying bills that could not be 

postponed. Just getting through each day was a challenge for Frank, let 

alone understanding and remembering the complexities of diagnostic 

results: What were CD4 counts? How many were you supposed to have? 

What did it mean if you did not have many? If Linda only had 20 CD4 cells 

would she ever have any more? What were the likely signs of deterioration 

for either he or Jack? What were the side effects of the medications he and 

Jack were taking? How often did each of them have to visit the clinic? Who
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did they contact if either became sick, the general medical practitioner or the 
hospital?

As clinicians how can we best assist Frank, Linda, Paul and Jack? How 
do we support them when they are already feeling overwhelmed:

‘And we were absolutely inundated... ’

How can we clinicians best support parents such as Frank, when he 

already had problems dealing with everyday life before the family was 

diagnosed with HIV? He stated in the interviews that prior to the HIV 

diagnosis:

... / was waking up at three or four o'clock in the morning, finding

whatever I could in the house to drink...

Jack’s family experience provides an example of the complex needs of 

families with HIV. Unfortunately, there are many families with HIV whose 

circumstances are as complex as that of Jack’s family.

5. Increased family work

Family members are faced with a difficult state of affairs in which they 

are faced with increased family work in managing chronic illness in several 

family members, at a time of increased family stress due to multiple family 

diagnoses, which may leave them emotionally overwhelmed and drained. 

Thus, they find themselves in a situation with more work to do but with less 

emotional and physical energy. Other findings from this study that affected 

the parents’ ability to manage multiple family illnesses included the fear of 

stigma that made disclosure to the child, other family members and the 

community problematic for the parents. Parents in this study also reported 

feelings of isolation, guilt, uncertainty and sadness that often affected their 

functioning as parents.

The impact of simultaneous multiple family diagnoses increases stress 

experienced by the family members. Once Anna’s diagnosis of HIV had 

been relayed to her parents, they were encouraged to be tested for HIV.
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That same evening, her mother was told that she too was HIV-positive. 

Fortunately, her father was uninfected. The parents were faced with a 

seriously ill child, now with a potentially terminal illness and an infected 

mother whose health was very good, but at that time with a limited 

prognosis. There was still the possibility that Anna’s younger siblings might 

also be infected. The youngest child was still being breastfed which 

increased his chances of infection. However, fortune was on their side, and 

the two younger children were uninfected.

Figure 8.4 presents a graphic depiction of how the issues identified in 

the previous studies impact on the family to increase family stress.

Multiple infections at AIDS diagnosis

Multiple investigations
Multiple treatments ^

Multiple family diagnoses

, 1

l
Psychosocial impact on child

Increased family stress

_ , ... .... . .............. ....... - ...

Figure 8.4 Increased family stress caused by severely ill child and impact of multiple
diagnoses of HIV within the family

Also influencing the family is the severe illness of the child, 

compounded by the psychosocial effect of the late diagnosis of the child. 

This was a very difficult time for Anna’s parents who had to learn unfamiliar 

medical terminology. These terms included other infective organisms that 

might affect Anna or potentially affect her, medications, treatments and 

investigations. They had to meet many medical specialists and sub 

specialists; there was a constant stream of hospital personnel into Anna’s 

room, such as three shifts of nurses each day, a number of paramedics,
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social workers, play therapists and other hospital personnel such as ward 
clerks and cleaners.

Marion, the mother, also had to have her own health monitored. This 

required her to meet a second set of doctors, social workers and other 

health professionals. She had to undergo a series of medical investigations 

to determine the effects of HIV on her health. At the same time, Marion had 

to wean her youngest child who until this time was breastfed and who did not 

adjust well to weaning under the circumstances of family disruption. Anna’s 

parents were also faced with many decisions about Anna’s health and 

treatments, how they were going to organise their lives around a chronically 

ill child; and if Marion was to continue in paid employment or remain at home 

to care for Anna.

As described in the above paragraph, there is increased family ‘work’ 

caused by an extremely ill child and multiple family diagnoses. Caring for an 

ill child involves considerable work to be done by the family - work which 

might appear invisible to clinicians (Strauss, Fagerhaugh, Suczek et al.,

1985) but which involves considerable time, effort and complicated 

adjustments to their normal routine. Increased time and effort is required to 

attend medical appointments, to collect pharmaceutical prescriptions, to 

change basic aspects of normal daily living such as diet, to increase rest 

periods and at the same time to decrease stress. All these increased 

activities are required at a time of decreased ability for the parent and often 

the child as well. At a time of increased stress, the increased work also 

further depletes family resources.

Young children have difficulty in taking tablets - they instead depend 

on powders and liquids that are not always palatable. This causes difficulties 

in families, which already operate under a high burden of caring for several 

family members with the disease. Older children can be taught to take 

tablets beginning with small tablets and increasing the size as the child gains 

confidence. On the other hand, children can refuse to take their medications 

in an attempt to manipulate their parents (Goode et al., 2001). This may 

develop into a potential problem for parents with already poor coping
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mechanisms leading to poor adherence in the child and parents may simply 
give up.

The treatment regime is often further complicated in that some 

medications are required to be administered with food while other 

medications are to be taken on an empty stomach and without food 

afterwards for a period of time. This factor can be troublesome when young 

children are involved who need to eat frequently, when children feel 

nauseous from the medications, or when parents are trying to encourage 

children to eat. Where possible it is preferable to avoid a drug regimen that 

involves taking some medications with food and some without, as it is hard 

enough to give medications to children without further complicating the 

issue. For school-age children, it is often preferable to give medications that 

are required to be taken twice a day, rather than those medications that 

require a three times a day regime. This is important if school disclosure has 

not taken place and the child may be unwilling or unable to take medications 

without drawing attention to their disease status while at school or while with 

friends.

Although very few drugs are licensed for use in children less than 12 

years old in Australia, there is increasing experience with most of these 

drugs and all can be used in the appropriate situation. Limiting factors for 

many children are that most come in capsule or tablet form; some need to 

be taken three times a day which can be difficult if at school and some need 

to be taken on an empty stomach which can prove difficult with the erratic 

eating habits of children. In addition, children will refuse to take unpleasant 

tasting medications and they do not tolerate unpleasant side effects. Almost 

all the drugs have significant side effects and most are taken two or three 

times a day. Thus, a child on triple combination therapy may be taking up to 

14 tablets or capsules a day with all the associated side effects.

The challenge for Anna’s parents involved coaxing her to take the 

medications day in, day out. Fler parents were also faced with the 

complications of the changes in her medication schedule - with new 

medications being added and doses changed. There were also challenges in
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encouraging Anna to eat a nutritious diet given the side effects of many of 

her prescribed medications included gastrointestinal upset. While there are 

four protease inhibitors available in paediatric formulation, they are 

unpalatable and have potential side effects. The problems of cross

resistance can mean that therapeutic failure of one protease inhibitor 

eliminates the whole class as effective treatment. The Australian National 

Council on AIDS and Related Diseases 1999) warns that there are only two 

attempts at treatment: thereafter it is salvage treatment. The main side 

effects of the medications are gastrointestinal intolerance (nausea, vomiting) 

and bone marrow suppression (anaemia, neutropenia). Also of concern are 

potentially life-threatening drug interactions.

6. Depletion of family resources

Family resources become depleted as members struggle with the 

implications of the multiple diagnoses, the stress of caring for an ill child, the 

physical and emotional demands involved with testing for HIV in the parents 

and other children. Figure 8.5 presents the relationship of the interaction of 

increased family work which impacts on the emotional resources of the 

family and family stress.

Increased family stress

Depletion of emotional resources <4——— Increase “family” work

Figure 8.5 Increased work increases family stress and further decreases 

emotional resources of the family
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Parents often find it impossible to balance all the demands imposed on 

them. Anna’s parents were faced with the difficulty of wanting to spend as 

much time with her as possible during her hospitalisation. Their presence 

was necessary to provide emotional support for their daughter and to get her 

to cooperate with the many investigations and treatments that were required 

to restore her health. At the same time, they also needed to spend time with 

their other two children providing the usual parenting the children required. 

They also had to keep the family home running undertaking the usual chores 

of shopping, cooking, cleaning and paying bills. Neither parent had family in 

Sydney who could help during this period. Both sets of grandparents lived 

some hours’ drive away in country towns and were too elderly to assist them 

with the care of their other young children.

On the other hand, in families where the maternal risk factor for HIV 

was origin from a country of high prevalence, the family is unlikely to benefit 

from extended kinship networks or community support due to geographical 

separation. A parent said during the interview:

“So that's why ... sometimes when people ask me, have I got any

family, I tell them on neither side, ”

Where the extended kinship networks are overseas, the lack of 

available treatment in countries of high prevalence makes a return to the 

country of origin an unlikely choice for the family. Bringing family such as 

grandmothers from overseas to assist with caring for the children is also 

fraught with frustration. Lengthy delays are assured with any ‘family reunion’ 

programme and time is often short when illness is sudden and unexpected. 

Once in Australia, access to financial support, access to Medicare and other 

federal services are denied to family members who do not have permanent 

residence visas. Neither are they allowed in many cases to take up paid 

employment. This puts further strain on an already stressed and vulnerable 

family. Obtaining support from local ethnic communities necessitates 

disclosure of their HIV status, which they may be reluctant to do for fear of
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stigma. Parents who are political refugees are likely to face added 

psychological stress and economic stress regarding adequate housing and 

access to health care for themselves and their children. Without coverage by 

Medicare, the cost of care at public hospitals will be beyond their capacity to 

pay, unless arrangements are made with welfare institutions to cover the 

cost of treatment, hospitalisation and clinic visits.

7. Striving for normalcy

One of the objectives of the clinician to assist the family to integrate the 

issues that the child and family face as the result of perinatal HIV is to 

achieve a certain level of normalcy. Although the family might never be the 

same again after the discovery of HIV, parents moved through stages of 

sadness, realism and, finally, acceptance. Three examples of families 

moving through these stages are illustrated below.

Example 1.

For example, one of the parents spoke of the family transition:

7 mean, up until we were diagnosed, we were a normal family. ’

However, since his wife had died he was not able to see that he and 

his children were a family without the wife/mother:

'... When you say family or family unit, ... that always sounds strange to 

me, because I can't see that me and my two children are a family unit...’

And yet, at the end of the interview he observed:

7 didn’t realise until I talked to you about all those things (early 

experiences of HIV) how far I’d come. I used to be so overcome by 

everything, but now I can see my way through - like a tunnel is coming 

to an end and one day soon I might even get through to the other side. 

That’s something that I thought would never happen. ’

Example 2.

The father who thought that his life was a waste early on:
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‘I’d been in jail all my life, I was sick of life sort of thing, so I really didn’t 

give a shit. ’

could now see his future as:

.. actually having control of my life for once and it’s falling into place 

and under control again. ’

Example 3.

Several parents described their determination to maintain normalcy 

despite the circumstances they faced. Other families did not realise the 

difficulties under which they managed until further along the illness course. 

One of the parents who had lost a child to HIV observed:

‘Normal! We tried all those years (while child was ill) to be a normal 

family. We weren’t normal! We had a sick, very sick, dying child.

There’s no being normal in that!’

Summary

The previous sections have considered specific questions related to 

the experiences of children with HIV by exploring some of the day-to-day 

realities of the disease that impact on the children and their families. To 

some extent my research was about how childhood chronic illness places a 

family under stress, the effects of which are enhanced for the child with 

perinatal HIV infection and their family with challenges that are not always 

seen in combination in other childhood illnesses. The additional stresses 

are, in the main, due to the combination of the clinical aspects of the 

disease, the multigenerational nature of the infection and the social effects of 

stigma and discrimination associated with HIV which impact on the child and 

family. Added to these stresses is that many families living with perinatal HIV 

do not possess the usual strengths and support systems of other families. 

This is particularly relevant as it is often the result of this latter factor (for 

example, injecting drug use) that predisposes the parents to HIV in the first 

place. Given the complex factors involved with HIV infection, its 

management and the provision of appropriate services it is often difficult for
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clinicians to manage all the issues and remain focused on the needs of the 

child. Therefore, a model which contributes to the provision of services for 

the child and family, given the many constraints that perinatal HIV infection 

imposes on family functioning, was required.

The changing nature of HIV treatments also impacts on those infected 

with the disease. While a cure remains elusive, there has been an increase 

in life expectancy and a decrease in symptoms associated with the new 

treatments and a characteristic uncertainty associated with the efficacy of 

the therapies and their side effects. There is increased family work with the 

need for constant on-going monitoring of the health of several family 

members. The burden of managing complex disease in several family 

members places a strain on many parents, due in part to the strict 

adherence to lifelong medication. They are faced with side effects from 

medications that may in some cases be worse than the disease symptoms. 

Uncertainty about the future is underpinned by the uncertainty of continued 

efficacy of the medications and whether the medications will continue to 

keep HIV suppressed in themselves and the children. Family members 

taking the medications may be faced with body image changes that may 

impede their willingness to continue with the medications when symptoms 

are not severe.

With the change from acute to chronic iilness, there remain new and 

complex concerns for the children and their families faced with the 

complexity of a disease that still has remnants of stigma associated with 

high risk activities.

How this research has informed my practice

Undertaking this research has informed my practice as a nurse in 

two major ways. The first has taught me to listen to what parents and 

children are saying. The most poignant example was when one of the 

fathers told me about his wish to move to northern Australia. When I 

heard him say this when I was involved with the family my first instinct 

was to try to dissuade him from this action as there were no paediatric
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services available in that locale, let alone paediatric HIV services and I 

had spent a lot of time and energy linking him and his son into a variety of 

services that they needed. However, the interviews taught me to listen 

and reflect upon the meaning of what was being said. At the end of the 

interview with him my thought was ‘let me help you pack!’ Listening and 

hearing are two very different concepts and I was not aware of those 

differences prior to conducting the research.

The second major change to my practice has been to realise my 

role as a nurse in caring for children. I am now more able to see my role 

as one which supports and educates parents to care for their children. 

Nurses have a unique role in that we often come into contact with families 

at a time when their world has turned upside down. We are able to offer 

our knowledge and skill which parents do not have at that particular time. 

However we can impart much of this knowledge and skill to the parents 

so they can continue meet their children’s needs. This is true even when 

parents have few skills themselves.

Limitations of study

This study represents the beginning of a systematic approach to the 

examination of the complexities of perinatal HIV infection. While the study 

has focused on providing an account of those complexities additional work 

could focus on improving data sources, updating indicators as evidence 

changes, and continuing to develop indicators for children that might provide 

earlier intervention. It is hoped that this research will provide health care 

providers, managers and researchers with beginning on which to measure 

and guide their practice.

Although a systematic approach was used it is possible that evidence 

that could have informed alternatives were missed. As new literature 

appears about the management of HIV, these findings may need to be 

refined.

Another researcher who did not have my level of involvement with the 

families who were interviewed may have reached different conclusions from
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those presented in this study. However, a level of expertise gained during 

my work with the families provided some insight that might not have been 

available to a less experienced clinician.

The children who participated in the interviews had been followed on a 

regular basis by the investigator though not for several years prior to the 

research was conducted. While this may have made them comfortable and 

able to express themselves more freely, the existing relationship may also 

have lead them to the bias of responses given because they were socially 

desirable, or to interpretations by the investigator that were based more on 

my knowledge of the clinical situation over time than on the data presented 

in the interview.

The analytical techniques used with the epidemiological data; are 

descriptive and not complex. However given the small number of children 

with perinatal HIV in Australia more complex analysis was not possible.

Recommendations

Several recommendations for clinicians can be proposed. The findings 

of the present study suggest a way forward for clinicians who seek to assist 

children with perinatal HIV infection and their families. Four major 

recommendations are offered.

The first is obvious: to prevent transmission of HIV from mother-to- 

child. The outlook for infants born to HIV-positive mothers in high income 

settings has improved dramatically. Most pregnant women with HIV 

infection in Western Europe or North America can expect an infection risk 

for their infant of less than 2%. This ability to interrupt perinatal 

transmission of HIV is, of course, only possible if the mother’s status is 

known. Overall, almost half the women in Australia with HIV infection 

known to have completed a pregnancy were unaware of their status 

before the birth of their baby. With this ignorance, no interventions can be 

offered.
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Despite the ready availability of prevention strategies, it appears 

that a small number of Australian infants continue to acquire HIV infection 

unnecessarily. The solution to this calamity is to prevent HIV infection in 

women and, when it does occur, to identify it before or during pregnancy. 

Unfortunately, national policies on antenatal screening are flawed. HIV 

antibody testing is now recommended for all pregnant women in the 

Northern Territory, New South Wales and Queensland, but the national 

guidelines continue to be followed in South Australia, Western Australia 

and Victoria. However, the facts show that existing practice fails to 

identify a number of preventable cases of mother-to-child transmission.

The second recommendation is for clinicians to remain focused on the 

needs of the child given the clinical and psychosocial impact of the disease 

on other family members. Clinicians can use their knowledge of the family 

event model to anticipate the likelihood that certain needs may arise. In this 

way, strategies may be put in place ahead of time and not in response to a 

crisis.

The third recommendation is that clinicians should involve parents and, 

where the child is old enough, the child as well in setting goals.

The fourth recommendation is that clinicians evaluate the action plan. 

Given the dynamic nature of HIV disease, the circumstances the family 

members’ experiences, and the changing individual and family needs, one 

strategy does not meet the needs of all families and so assessments of the 

family and their circumstances must be ongoing. Clinicians must be alert and 

responsive to the changing needs of the families.

Future research directions

This study was an attempt to provide clinicians with a multi-layered 

picture of the reality of perinatal HIV infection rather than an in-depth 

account of the individual issues that impact on the child and family. Through 

the illustration of the cumulative events that affect children and their families 

living with HIV infection it is anticipated that clinicians can best support them 

in a timely and appropriate manner.
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This leaves one more question: What other areas should be the focus 

of further investigation? As the scope of this study was limited to providing 

an overview of the cumulative effects of perinatal HIV infection, further study 

should concentrate on the detail of the cumulative effects of perinatal HIV 

infection on children. This study did not purport to provide an in-depth 

account of the individual issues that have arisen with the development of 

treatments which have had such an impact on the lives of those infected with 

HIV. Further research is required on the cost-effectiveness of care and the 

impact on the length and quality of life of those being served by 

comprehensive social health care models. As the children grow into 

adolescence and adulthood, they are faced with new issues which require 

investigation. These issues include those surrounding the prevention of 

exposure of HIV to others including their spouses and unborn children.

Some children with HIV have mild intellectual impairment which was 

somewhat disregarded when survival to adulthood was not certain, but 

which now attains urgency. Evaluation of strategies that assist children and 

families to deal with all the issues they encounter because of perinatal HIV 

infection should also be investigated.
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Appendix 1

Example of probes used during interviews
1. What was happening to your family just before or about the time of the 

diagnosis?

2. How did you start getting your life into some sort of order after being told 

that incredible news?

3. So there’s been a lot of changes in your family since that time?

4. Have you told your family about the diagnosis? How did that go?

5. When you decided to tell other people outside the family, how did you go 

about it?

6. And at school?

7. How has (infected child) coped with HIV?

8. And what about the medical side?

9. What do you think (infected child) understands about HIV?

10. And what about (affected sibling)? What effect do you think all this has 

had on him?

11 .You brought up problems (such as being a single parent) that has been 

difficult for you, would you like to expand on that?

12. What about the future, how do you see the future for you and your 

family?

13. Is there anything else you would like to add?
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Appendix 2

Example of field notes at the end of an interview
END OF INTERVIEW

M just asked me to put a note on the end of this tape, to say that it’s just 

two years since K died. And that was one of the reasons why he was so glad to 

be able to talk, because he felt that there were a lot of things that he wanted to 

say about now.

He also said too how hard it was K’s dead, because K died the day before 

N’s birthday and he just expressed how for him, one day was the anniversary of 

K’s death and although he likes to try to celebrate her life, rather than think about 

her death, come midnight at that night, it’s then Nathan’s birthday and he finds 

that quite difficult I think, that change in emotions to celebrate life I suppose in 2 

different ways. For him it’s really difficult.

There’s some other things too that he talked about when we turned the 

tape off, that he wanted me to include.

He also just talked about P, K’s mother. And said how much he feels part of 

P’s family now. And that that’s a family that he never had and how good that is 

for him.

And he also said too that the person that has taken K’s death the hardest is 

M - her eldest son. And M is now in a refuge and has restraining orders taken out 

against him.

In addition, M feels that that is because he didn’t spend enough time with K 

when she was alive. And that he feels so angry with J his father that J kept away 

him away from K. And that he’s having a lot of trouble with that. He also said how 

he was concerned about E, K’s daughter who is only 14 but living with her 

boyfriend who is 19, and how he worries about what life holds for her, but she is 

not his responsibility now. He has enough caring for N.

END OF INTERVIEWER’S COMMENTS
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Appendix 3

Example of initial themes from interview transcriptions

Diagnosis

• ...and he told me you know I'm HIV positive, J is HIV positive, G is negative. He said I 

had ... possibly 2-3 years to live, James we didn’t know about. M was urn ... you know 

once again I was reminded that ah .. she only had one year to live, possibly even 2 

years.

• I mean I think K was more upset about it than me, 'cos .... I I don’t know why ... my 

attitude was and I think a lot about it now but.. I mean my whole thing was well ... I’d 

been in jail all my life, I was sick of life sort of thing, so I really didn’t give a shit. You 

know what I mean? Because there was no Nathan at the time. And .. I mean I 

thought well if it didn’t work out with Kathy, I’m just going to go back to jail again. So 

I really didn’t give a shit.

• .. this sea-like effect in your mind you know you're hit by these big waves. And .. I just 

and and I think it was that day that really ... it's something that's lived with me ever since 

I've been diagnosed that no matter what happens to me as an individual, that life just 

goes on.

• Yeah you’ve got the virus. Yeah well you know I I if they had have said to me, “You 

didn’t have it.” It would probably would have been more of a shock.

• but I mean I was quite content .. to spend the time with her and if I got it, well I got it.

. I mean I virtually .. knew it was going to come and I mean I made a conscious

decision to take a condom off so ... you know

• I knew about HIV AIDs... I would have left that condom on, not not saying just 'cos 

like it seemed like it could possibly be different for me. Well it’s a different thing, it 

just.. yeah that’s ah (laughs) yeah a different story now yeah.

• But as I said, the way I looked at it and the way my life was at the time, I just really 

didn’t give a shit if I got it or not, you know? What was I going to do just.. you know 

(inaudible) saying about (inaudible). Well I thought (inaudible) 6 more years of .. 

getting in and out of jail or somewhere along the line I can pull the pin and go out 

and run amuck and not go to jail and (inaudible).
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The pregnancy• she kept it to herself because she was just determined to have it

• I’d seen my other son born, so I knew the joy of watching a birth that ... when the 

other when my first son was born I watched (inaudible) more. When N was born, I 

was .. part of it. I was part of him being born, because of all the hassles and 

everything you know what I mean so ..? Yeah but I’ll never forget it.

Home life (family of origin)

• I left home when I was 16, the day after my stepfather came home, said hello to my 

mother but kissed my 15 year old sister hello. I just wanted to get out fast when I 

realised what was happening.

• ...I’ve never had a family relationship, as being part of the family. But ... I mean ah 

(inaudible) make sure that I’m aware and I’m part of that family and are an important 

part, which ... yeah that’s all new to me, you know what I mean? 'Cos as I’ve said, I’ve 

never... been part of a family unit.

• Yeah that, because I've got no family in this country.

• Ah but I've got no family in this country. Urn ... my wife has got no family in this country.

Present home• .. when you say family or family unit, because that always sounds strange to me, 

because my I can't see that me and my 2 children are a family unit.

Children

• He'd only been here 11 months and he got hit with all this. On the day we got

diagnosed, he told he was told that mum had 1 or 2 years to live, I had 2-3 years to live,

we didn't know about his brother. He'd never known his dad and now he knew his .. his 

mum was going to die and his step dad was going to die.

Changes for the children

• Urn .. J did cry a couple of times, particularly when he .. he .. the first few months, 

particularly at school and that sort of thing where .. teachers would say, "Oh well you're 

going to home and see your mum now." And then J would realise, Oh I've got no mum.

How HIV changed life

• So we got diagnosed that day, it brought us together.. like that. And that's the way we 

remained, until she died.
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. I would ah drink beer every day to get drunk and wine would put me to sleep and I was 

waking up at 3/4 o'clock in the morning, finding whatever I could in the house to drink. 

And you know what it's like getting up .. getting the kids up at 6/7 o'clock in the morning 

and you can't stand up. So that was affecting our marriage. But as soon as that day 

came when we got diagnosed, it all basically stopped.

Others with HIV• You know a typical heterosexual that used to treat gay people as a bit of a joke.

. Urn .. and I'd been a typical heterosexual. I mean I used to keep gay people ... ah at an 

arm's length.

Other factors

• And urn .... up until that day, what was affecting our marriage, I'd become a very, very 

heavy drinker.

. And I've never yet met anybody I can get on with. And I've got to this point now where 

I'm 44 years of age, I've got no family, there's no nobody ...

• you know I really didn’t have any life, other than just in and out of jail and so .. so 

yeah

Services

• And we were absolutely inundated. Whether that was because we were one of the first 

families in this area, I don't know.

. but ... I I believe I'm in a .. minority, of the minority, with the minority. I'm not only a 

heterosexual, I'm a single dad that's positive. I've got a son that's positive. Now that is 

the most minority, minority group that you can come across.

• There’s nothing there at all. It’s basically still gay male or lesbians. Mainly gay male 

(inaudible) even all the medical studies, everything. You know what I mean so ... 

that’s the only thing about what is there to access.

Life since diagnosis

• Urn ... since I've been diagnosed, urn HIV has got less and less a problem for me. Urn 

... the problem with me now is that I'm a single parent.

• It's something I wouldn't have dreamed of. So obviously it's opened my .. my horizons. 

For six months I've worked at my clinic, doing one on one talks with my peers. Opened 

up my horizons and made me realise that ah ... ah this is a crazy mixed up world .. ah 

to put it in a nutshell. Yes I it's it's opened up my world. But in another world .. way, the 

change the other change in the, the big one of the biggest changes that occurred, whilst
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I'm saying all this positive stuff, there's a reverse effect too. It's enclosed my world too. 

My social life has changed completely. I'm now living in the western suburbs where I 

hardly know anybody, except for my neighbours. There's nobody really that I still that 

I'm that close to around this way and that basically the only few friends I've got left that I 

feel close with. The sort of people that when you're in their house, you don't ask if you 

can go to the fridge.

. Or whether it was me that my personality has changed that much because I was no 

longer drinking ah that I'd cleaned the act up. Urn .... I'm not saying that's spots don't 

change. I still like a beer, but it's not the same.

• Ah my biggest problem is the loneliness.

• And I get this incredible loneliness.

. I know (inaudible) people have got these problems, but it's not the same as me. I've 

got two kids. Urn I can't (inaudible). And I I think that's what gets me down more than 

anything. The fact that I've got no one to share any of these problems with. Ah the 

police come to the door about G. I've got nobody else to talk to about it. I mean up 

until we got diagnosed, we were a typical family.

• Well ... what .. you see because I have to worry about my health now... and I have 

to laugh at it because I mean ... I should have come to that realisation years ago. 

yeah I’ve got to .. ah watch my health. And I mean not just saying it, but actually 

doing it.

• Even paying a bill. It’s a big achievement to me. And that I can do now, so .

Reaction of family to diagnosis

• No problem. No problem. They they accepted it, they realised that ah .. knowing I 

wasn't to blame. They realised that it wasn't me that ah ... I mean nobody is to blame 

about any of these things, but they realised that Marilyn wasn't to blame. They realised 

that I wasn't to blame because I hadn't gone around chasing every woman.

• The problems we had were nothing to do with HIV, they were just problems with .. the 

generation gap between my parents and my two children, where the pair of them were 

concerned. But with my brother and sister-in-law, it was just a personality clash 

between me and my sister-in-law. It has nothing to do with HIV.

disclosure• Initially we ... initially it was just too much to .. bottle up. So I persuaded M to agree that 

we would tell... urn ... our closest friend on both sides
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• But after a while, particularly ... I guess it may have been my fault, as .. I had a few 

nights where I just couldn't handle things and I was drunk and getting on the phone and 

telling people.

. ... I I guess I did sit down and tell a couple of people, but not that many. I mean most

people were ... were shocked.

• Ah .. the people that I did pick out to tell, fortunately were pretty loyal, like they didn't... 

go away. Some people did. Ah ... but very few, very few.

. I've gone down to the newsagency and told the newsagency that I'm HIV positive. 

Bullshit that she kept her mouth shut. I did that a couple of weeks ago, I went down to 

(inaudible) and they've been trying to put 2 and 2 together for months, if not years. And 

(inaudible). I said you keep on saying why am I always so down. I mean ... But I told 

them, I said that's what's been going on. And the fact that it's just the frustration. I 

mean I don't talk about it every day, but ... yeah urn ... yeah. But do you know what I 

mean?

School disclosure

• And I was very impressed and the same teacher came up to me the following day and 

said that he and a few of the teachers had been to see the principal and told the 

principal that if there was anything that they could do for us, they would do it.

. Urn ... ah and it went off pretty well. The teachers were all pretty supportive.

• Well you know I mean that was brilliant. I mean and that to me is only because you 

... the people who done it, like yourself. You ... were professional about it. You went 

there with .. you know what I mean? You just done it so well. And I mean ... it did 

because ... yeah I mean I still (inaudible) you know where all the families signed it. 

There was just the one and then .. the next day there was a whole page of them.

• yeah you know like disclosure, I mean one of the best things I ever done ... was that 

disclosure.

• .. that disclosure to me is something that i get very emotional about, because it was 

such a ... a a very important event. Especially in mine and Nathan’s life you know? 

And ... nothing but good’s come from it.

professionals

• Ah so that's why .. sometimes when people ask me, have I got any family, I tell them on 

neither side, because I don't consider ... I mean one of the things I felt when Julie
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Brooks left and I didn't realise, was that I'd put JB down on a few things as their next of 

kin.

• the people who were there when he was first born, to me ... that you that yous are like 

extended family in a way.

• with L it’s just a matter of saying well you know going home and saying to your sister 

“Look this is the problem.” You know what I mean? And it’s nice because I didn’t 

realise, well I did, but... it’s all extended family here...

• Yeah I mean with talk I find it a lot easier to talk to you than with say .. someone

else, because I mean you you ... you’ve been there from the beginning. You know

you only had .. I find it hard to explain but I think you know what I mean.

• L’s been there you know (inaudible) with his birth, virtually from his birth, from our 

marriage, through all Kathy’s sickness, death, the lot. You know what I mean?

. Because as I find new people that come in here, I’m wanting to know more. I’m not 

accepting as much.

. Chris has been there from the beginning. I believe that she would do nothing ... and

nothing against my wishes. But like ... if you get a new doctor, well then you sort of 

want to know because I’m not very trusting of doctors.

respite care & volunteers

• See basically because you simply can't have a carer, carer come through your front 

door and be expected to be responsible for your house and be responsible for your two 

children and be responsible for whatever those 2 children get into and involved with.

• I mean you've got a 14 year old son that wants to go out and come back. When he

comes back, sometimes he brings trouble back, like police. How can you have a

volunteer being responsible for that?

why HIV is different

• I mean everything about HIV is completely different. The virus itself, the medicine is 

different, the people are different, we're all just... just so different.

• there is a stigma to this virus. A stigma that iike used to be there with Cancer, now 

it’s (inaudible) but it’s worse, you know?

the unit

• Because I mean yeah I I do I put a lot of faith .. in the hospital and that. If I suppose 

if I didn’t put so much faith and I had to worry ... 'cos I really I (Inaudible) I get that
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way if I’ve got nothing to stress out about. You know if you’ve got some problems, 

can you give it to me and I’ll stress out over your problems.

• but I basically left it to Kath. And I it seems because of that, I just sort of let it go, but 

as I mean now that he’s getting older, I’m finding that well I want to know more day 

to day things, but I want to be told in his presence, 'cos ..it’s his virus.

. yeah I mean when we first came, we were a mess and I mean ... you overwent the 

boundaries of the normal ... how it should bewhat the children know• And I mean .. even though he’s only 4, he ... I ... he understands that it’s the good 

and the bad bugs that we’re talking about. And I mean .. he mightn’t ... understand 

all of it, but he understands ... bits and pieces of it, well ... you know well I mean 'cos 

he ... sat down and spoke about it.Public disclosure• ... only good came from those articles, I could not.. I’ve never seen one bad thing 

come from it.

. .. . I just didn’t expect to be on the front page and it to be ... all around and people to

see it and recognise that like ... the newsagent he took them all aside and when I 

came in there he said... “Are you aware of this?” and I said yeah and he was going 

to not put the newspaper out

• I was quite shocked. I didn’t expect that to be front page in The Australian and I 

didn’t expect ... you know letters from people in South Australia ... New Zealand, ah 

not New Zealand, Western Australia. You know the reaction I got from that article it 

was Australia wide and there was talkback radio for a week, we were ... you know 

what I mean? Err that that really blew me out. But I mean ... in I’ve not I’ve not seen 

one bad thing come from any we’ve done

• ... well I want people to know what it’s like for a male with the virus. And and and an 

addict you know? And like someone who was ... who’s wife had been in jail, robbing 

people, drugs that’s it. And nothing but drugs and drugs and drugs in jail, (laughs) 

And now ... (inaudible) little boy. And I’ve got a life, you know what I mean? I want 

people to know that.the future
• I never used to think of the future I didn’t want to. Because my greatest fears are ...I 

Nathan will get sick and die. And I’ll be alive to see that. I couldn’t.. oh oh I’ve even 

the thought of it. It’s ... you know I don’t even want to think about. So ... yeah I
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mean ... I’ve never really looked at the future. I mean every now and then I’ve 

thought about it, but... now he’s 4, I’m willing to look at... at the future. You know 

what I mean? I’ll be honest with you. I’ve always just been waiting for that magical 4 

for some reason. Because I just think well ... ah it was something that was said with 

Dr Z and .. and the conversation years ago. And it’s just stuck. It was something 

about.. it’s much better once they get to 4. For some whether it was to do with 

anything, but whatever it was it seems to have stuck in my head. So the moment he 

turned 4, I now (inaudible) and talking future. Before then, I never really can ...

• ... oh you know I mean I think nice things, not only .. I think beyond .. preschool. 

Where before I just thought of... the year in preschool.

• Yeah and look at the future and actually having control of my life for once in ... and 

it’s ... and it’s ... falling into place and under control again.
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Appendix 4

Except from theme generation

Parent Themes

Minority status of families

Amongst people infected with HIV the most common context is that of a disease of 
families. As indicated earlier, this is not the case for high-income countries such as 
Australia where infected families are in the minority.I believe I'm in a minority, of the minority, with the minority. I'm not only a heterosexual, I'm a single dad that's positive. I've got a son that's positive. Now that is the most minority, minority group that you can come across.

Father 1.But yeah I do share this perception that most of what's available, as in support circles, does lean towards women. Father 2
The implications for families include difficulty in accessing services that are

intended for gay men and their particular lifestyle that is often foreign to the culture of
straight men and women and their children.

... and in strode (Volunteer Coordinator), with 2 gay guys, and I'd been a typical heterosexual. I mean I used to keep gay people... ah at an arm's length. You know a typical heterosexual that used to treat gay people as a bit of a joke...
Father 1.There’s nothing there at all. It’s basically still gay male or lesbians. Mainly gay male (inaudible) even all the medical studies, everything. Father 2I mean up until I got diagnosed, I wouldn't have dreamed about taking my 2 children to a BBQ or places like the luncheon club in Oxford Street. But, no matter what they say, it is only really for gay people. Mother 2

Another impact on families is that they are likely to the one of a few families in a
health area to require services. At the time of diagnosis, many agencies may be involved
initially in assessing family needs. This may be overwhelming for families already feeling
under siege.We had the local ah Family Health Clinic ah they wanted to come around to see us, the Department of Social Security wanted to come around and see us. And we were absolutely inundated. Father 1....we were one of the first families, but we were... the whole lot of us were infected. And I don't know but., it quickly came to a point where... we had to have a case conference, which (Social Worker) did. And we had that case conference in her room, to give you an example, so many people turned up that she couldn't fit all the chairs in there.. Mother 1
Impact of Multiple Diagnoses on Family
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One of the fundamental aspects of HIV disease is its infectivity while symptomless. 

Because of the infectious natures of the disease, and its method of contagion several 

family members may be infected. Therefore a diagnosis in one family member is likely to 

be only the first of several diagnoses in the family.

end on that day he told me that ah... (my wife) had AIDS and that she possibly 
cnly had 1-2 years to live and on that day he said you know you and your 2 
children need to have an HIV test. And we did. And... for 2-3 weeks that it took us 
to get those results,, was a period in my life to which I shall never forget...

Father 1.
The diagnosis may come about under several circumstances. The circumstances 

under which the first diagnosis was made may impact on the functioning of the family 

and its ability to support all family members through this difficult time. Diagnoses were 

made following a blood test for HIV antibody. Reasons for testing for HIV were for 

screening purposes (antenatal testing during pregnancy, testing for life insurance 

policies, when donating blood, or, “Lookback” screening programmes undertaken by the 

Blood Bank in persons who received blood or blood products prior to 1985). Persons 

were tested for HIV because of symptoms that suggest HIV infection, or through contact 

tracing because a previous sexual contact has been diagnosed with the disease. 

Information regarding HIV in families is available only for women who have given birth to 

an exposed child and for exposed children.

Figure 1.

Timing of diagnosis in the 

family produced different 

implications_ The most common 

scenario was for the mother to be 

diagnosed with HIV after the birth 

of the first exposed child (44% of 

cases), followed by maternal 

diagnosis before the birth (31%), 

and diagnosis during the 

pregnancy (25%). Even during 

1995 - 2001 thirty six percent of 

women are not diagnosed until after the birth of the first exposed child, resulting in the 

infection of.

In families where the mother was aware of her HIV status before a pregnancy, 

major themes were concerned with decision to have a child (the right to bear a child; 

intense longing for a child).

Maternal HIV diagnosis in relation to birth 
of first exposed child

Number of maternal diagnoses

90

1982-2001 1982-91 1992-2001 1995-2001

Year of maternal HIV diagnosis

£3 before 
■ during 
□ after
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Well there was a big issue there (going public) which (Partner) believed in., .you know what the issue was .... you know... someone saying pregnant women with the virus shouldn’t have kids, well.. you know. I mean why shouldn’t they.
Father 2

Guilt surrounding the risk of infection in the child was especially evident. Especially 
difficult for many of these mothers was watching their infants undergoing blood testing 
and the long anxious wait (up to 15 months) for final clearance of maternal antibody.

In families where the mother was diagnosed during pregnancy, many were 
confronted with the realisation that there infant might also be infected whilst still coming 
to terms with their own diagnosis and the implications for their future. Information on 
perinatal transmission was often inadequate or incorrect. Women were sometimes 
pressured by health professionals to opt for termination of the pregnancy.And then when we were... and we were talking to the doctors, and all the doctors 

was saying I’d have to abort, I’d have to abort. But none of them would give me an answer about why. Mother 4You know I mean if it was because she had AIDS she had to abort it, well I just wanted to hear why and in the end the doctor turned around, and you know I said “Why is that? What is the problem?” And he said, “Oh is that how you want an answer?” I said “Yeah”. He said, “Well.. you’ll either have .. a very sick baby and a very sick wife, or a dead baby and a dead wife”.
Father 2But I think I’m well I’m entitled to ... there’s nothing wrong with me saying “Hey can I see someone else. ” I know we went to ..another doctor and we spoke with him. And then I remembered it was actually., actually the one who told us that she had to abort the first time.

Although accurate numbers are not kept, clinical experience indicates many 
women diagnosed during pregnancy that chose termination, later represented 
requesting information on the prevention of HIV transmission, and subsequently had one 
or more children, thus were thus recorded in the group of maternal diagnosis prior to first 
exposed child’s birth.And to me it seems as though it happened.. virtually with you know within a few months, after the abortion she actually fell pregnant. I’m just aware of the timing. You know probably 5 months I think. And you know she was pregnant, termination and.. pregnant again. Father 2

In families where the diagnosis followed the birth of an exposed child, multiple
diagnoses were likely, and occurred one on another. Many parents were overwhelmed
by the news.and he told me you know I'm HIV positive, (Younger Son) is HIV positive, (Elder Son) is negative. He said I had... possibly 2-3 years to live, (Younger Son) we didn't know about. (Wife) was. you know once again I was reminded that ah., she only had one year to live, possibly even 2 years. Father 1.
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Where the diagnosis was due to the mother’s ill health, the diagnosis came at a 
time of upheaval in the family roles. Families had to cope with the mother requiring care 
(as opposed to her primary family role of caring for others), multiple diagnoses of other 
family members, which require time and energy. At a time when demands were highest, 
emotional and physical resources were lowest.Immediately after we were told, ah (Doctor) went and (Social Worker) stayed with us. And ah.... /... had this thing about I wanted to go to the bank and get some money out and I just walked out of the room. And (Social Worker) said "Are you sure you're alright?" and I just went. And it wasn't until I was walking across the oval there, opposite the clinic, that I started to get these., this sea-like effect in your mind you know you're hit by these big waves.

Mother 3
Multiple diagnoses in a family at one time can be overwhelming for the entire 

family members, even for uninfected family members.He'd only been here 11 months and he got hit with all this. On the day we got diagnosed, he was... he was told that his mother had 1 or 2 years to live, I had 2-3 years to live, we didn't know about his brother. He'd never known his dad and now he knew his., his mother was going to die and his step dad was going to die
Father 1.

For other families, the diagnosis of HIV had other implications.When they told me she had HIV, I thought.. .thank God, now we now what’s wrong, maybe we can help her get better. She had been just so sick for over a year.. getting sicker all the time, and I just couldn’t get anyone to tell me what was wrong. I began to think I was one of those neurotic mothers with their kid up to the doctor every other minute. Mother 4

when I hear some people talk about when they were told they had it, how dramatic it was. It wasn’t like that for me, it was just like ... yeah like like you coming in and saying to me well you want bad news, you’ve got to ... get a haircut or something. ... I’d been in jail all my life, I was sick of life sort of thing, so I really didn’t give a shit. You know what I mean? Because there was no (Son) at the time. I got involved with (Partner) and I knew when I got involved with her that the risk was there. And.. I mean I thought well if it didn’t work out with (Partner), I’m just going to go back to jail again... Sol really didn’t give a shit. Father
2 “

Time from HIV diagnosis to death in mothers:

Diagnosis first in the mother has in some cases been due to acute ill health 
followed shortly by her death. One mother was diagnosed with HIV and died two days 
afterwards. Both her children were infected. Two other mothers died within five and 
seven months of their HIV diagnosis. The impact on the family functioning was immense, 
with the loss of her pivotal role within the family,

.. when you say family or family unit, ... that always sounds strange to me,
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because my I can't see that me and my 2 children are a family unit.. 
and,since I've been diagnosed, HIV has got less and less a problem for me., the problem with me now is that I'm a single parent. And the problems associated with being a single parent. And I think that's what., separates me with from ah lots of people that I meet. Father 1
The loss of the mother in the family places extra responsibility on the surviving 

father, who may not have been closely involved with care of the children and 
household previously.And ah the 80's bust and boom., ah hit us and after that I was retrenched and retrenched and retrenched. And in the end it was (Wife) that was working and I was at home. And it wasn't that I was drinking beer every day, it was a case of.. I would ah drink beer every day to get drunk and wine would put me to sleep and I was waking up at 3/4 o'clock in the morning, finding whatever I could In the house to drink. And you know what it's like getting up., getting the kids up at 6/7 o'clock In the morning and you can't stand up.

Father 1.

Burden of Managing Complex Disease of Several Family Members

With the complexity of suddenly managing the treatments for several family 
members, parents were faced with negotiating the health system on a number of fronts.And after a few months of listening to people, I quickly came to my conclusion that dll I would ever want to know, is what I needed to know up until that day and that... the only 2 people I would open up to, would be, my social worker and for that matter (Elder Daughter’s) social worker and (Younger Daughter’s) social worker. Medical opinion I would get from... the CNC from our clinic, and the CNC at (Children’s Hospital) which at that time was yourself. And that's what I've stuck to. 

Mother 1... I think it's basically organisation. You've got to organise yourself. You've got to run yourself like a., a timetable, a train timetable. Because basically it's pretty simple. But once again I'm in the lucky street, giving (Son) a couple of tablets 3 times a day is bloody easy not like when you get to these medicines where they've got to be given in a.. in a solution form.He understands that., dad needs a rest. But of course on weekends you don't really get a rest. I mean I couldn't go down the road to get some milk.as I say the only problems I've got is the fact that there are times that I just can't cope.It's not getting better for me. I'm still only.. I can remember in so much detail the last few months before (Partner) passed away, all these things that happened. They're not nightmarish but they just won't go away.
Obtaining release with help from outside the family is not always appropriate.See basically you simply can't have a carer come through your front door and be expected to be responsible for your house and be responsible for your children and be responsible for whatever those children get into and involved with. I mean you've got a 14 year old son that wants to go out and come back. When he comes back, sometimes he brings trouble back, like police. How can you have a volunteer
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being responsible for that? 
FAMILY STRUCTURE;

Changes Parenting;

. changes yes in my lifestyle, because now I'm now 4 years on.... and preceding the diagnosis, I was gaining more... of the job of looking after the two children, because (Wife) was getting sick and I was staying home because I wasn't working anyway. You know as I say 4 years on now, the changes that have occurred are that I.. have a job to do, which is bringing up these 2 children and the way I approach it. and I take it very seriously. I do not drink as much as I used to.
Father 1.

Relationships with Family of OriginAh but I've got no family in this country., my wife has got no family in this country.Ah so that's why., sometimes when people ask me, have I got any family, I tell them on neither side, because I don't consider... I mean one of the things I felt when (Social Worker) left was, what I didn't realise, was that I'd put (Social Worker) down on a few things as my next of kin.
Secrets within the FamilyI may not necessarily agree about certain things, but I've never hidden anything away from the children.See there's nothing I hide and there's nothing I've asked anybody to hide from (Younger Son). He is told everything. Once again there's nothing that (Older Son) is not told. Every time (Younger Son) is seen by your unit and every time I'm seen by my clinic, I come home and report to him everything I'm told.............................

.................................................................................................................. Father 1.There's no hidden barriers. There's no... “I don't want him to know this, I don't.. “. I want him to know everything.He had just turned around and they were having a conversation. “Did you know my mum died of AIDS and I’ve got HIV and I have to have this and that?” And I mean they were shocked, but the thing was I wasn’t shocked, I was amazed at.. how much information he was .. telling them about.. this good and bad blood, so you know what I mean? Father 2

Financial SqueezeAh... and that's also another frustration at the moment. The constant headache about money. Ah... the world doesn't owe me a favour. But it does worry me...
Mother 3I'm going to tell you something now, the last two years a lump sum has been deposited in a trust account every 12 months. And that adds up to 80 bucks a week. That pays for medicine. And all those little., bits of cream on the milk. But
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when that's taken away in July and obviously the kids are growing older, I don't know how what I'm going to do. I don't know how I'm going to cope. I really don't know and I'm very worried about it.
Father 1The only luxury I've got, is two Foxtel outlets. That's cost me $55 a month. But, if we didn't have that, we'd be going to get videos and they're $5. On a rainy day, they've got Foxtel. Yes it's bad but that's the price you've got to pay. That's the only luxury. Mother 2

PERSONAL CHANGES

UncertaintyAh yes I am very frustrated about the whole situation with the insisting that I can't get on with my own life. I just can't, there's just no way because I never know what's going to happen. And it's not a cop out excuse. It's not. I just can't get on with me own life.
Death(Younger son) did cry a couple of times, particularly when he., he., the first few months, particularly at school and that sort of thing where.. teachers would say,"Oh well you're going to home and see your mum now." And then (Younger son) would realise, “Oh, I've got no mum. ”I mean you couldn't want for a better education about HIV, AIDS, other than seeing your own mother die from the bloody thing.And every day they saw her, day by day up until the last day, you know they saw her the two weeks before, when the body shut down. They seen me walk into that room, giving her shots of morphine every 4 hours. They didn't see their mother having her nappy changed, they didn't see coughing that much that she coughed her teeth out of her mouth and it was horrible. They weren't here the day when... she was sprawled out on the shower floor, because she passed out and things like that. Ah... they didn't see a lot of the ugly things that I saw.. /.. so there you go. I think., if they'd have seen the more uglier things of it, that may have affected them, but they didn't. When they went in to see mum, mum was just lying there.Like he can’t remember (Mum) but he has memories .. of doing things with her.

Father 2

Dilemma of Telling Othersif he wants to tell people he can. I now say “(Son) well do you want me to mention to so and so that you have the virus?” If he says “No” well then we don’t, where once I.. would, so you know what I mean?but then I've gone down to the newsagency and told the newsagency that I'm HIV positive. Bullshit that she kept her mouth shut. I did that a couple of weeks ago, I went down and they've been trydng to put 2 and 2 together for months, if not years. And. I said you keep on saying why am I always so down. I mean. But I told them,I said that's what's been going on.I just didn’t expect to be on the front page and it to be .. all around and people to do it and recognise that like that. The newsagent and you know he took them all aside and sort of and when I came in there he said.. “Are you aware of this?”
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But that.. I was quite shocked. I didn’t expect... you know letters from people In South Australia ... New Zealand, Western Australia. You know the reaction I got from that article it was Australia wide and there was talkback radio for a week, you know what I mean? Err that that really blew me out. But I mean ... I’ve not I’ve not seen one bad thing come from any we’ve done... well I want people to know what it’s like for a male with the virus. And and and an addict you know? And like someone who was .. who’s life had been in jail, robbing people, drugs that’s it. And nothing but drugs and drugs and drugs in jail, (laughs) And now.. I have a little boy. And I’ve got a life, you know what I mean?I want people to know that so I’m going to do that story with her. I agreed.Well you know, the disclosure at preschool, I mean that was brilliant. And I mean., yeah, I still have the card you know where all the families signed it. There was just the one and then .. the next day there was a whole page of them, but yeah I mean .. like .. yeah you know like disclosure, I mean one of the best things I ever done .. was that disclosure, there’s been no bad from it at all and..It’s something that.. once you get me going on the subject.. it is 'cos I do I get real passionate about it... that disclosure to me is something that I get very emotional about, because it was such a ... a a very important event. Especially in mine and (Son’s) life you know? And ... nothing but good’s come from it.
Isolation - Social

Ah my biggest problem is the loneliness.

And I think that's what gets me down more than anything. The fact that I've got no 
one to share any of these problems with. Ah the police come to the door about 
(older Son). I've got nobody else to talk to about it.

. I pray sometimes for another adult to talk to. Like where I can have a no holes 
barred conversation.

Stigma

.. there is a stigma to this virus. A stigma that like used to be there with cancer, 
now it’s but it’s worse, you know?

The future

ah it was something that was said with (Doctor) in conversation years ago. And 
it’s just stuck. It was something about.. it’s much better once they get to 4. For 
some reason whether it was to do with anything, but whatever it was it seems to 
have stuck in my head. So the moment he turned 4, I now can think and talk 
about the future. Before then, I never really could take ... our futures seriously. 
Well put it this way, I now know that.. when he turns 8, if he’s still healthy, he’s 
going to be. You know touch wood, he’s going to be. Keeps going like he is. 
Yeah well when he turns 10, well I’ll be thinking then of.. being a grandfather. 
You know what I mean?
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Appendix 5
SOUTH EASTERN SYDNEY AREA HEALTH SERVICE

Eastern Section
SYDNEY CHILDREN’S HOSPITAL

CONSENT TO PARTICIPATE IN RESEARCH
Title of research project: Children’s experience of HIV infection

Certification by INVESTIGATOR and patient
I hereby certify that I have disclosed the risks that may be involved, in terms readily

understood by the patient.

Date Signature of Investigator

Consent by patient

I hereby certify that I have read and understood all the information provided, have been given the 
opportunity to ask any questions and agree to participate in the research proposal described
above. I agree to my participation and that of my child_____________ (name) in the research
proposal described above.
_____________  ___ Date____ _________________________

Signature of parent/guardian

Relationship to patient

Signature of child 

Signature of Witness

Nature of Witness

REVOCATION OF CONSENT OF PATIENT
I hereby wish to WITHDRAW my consent to participate in the research proposal described 
above and understood that such withdrawal WILL NOT jeopardise any treatment or my 
relationship with the hospital or my medical attendants.

Signature Date

The section for revocation of consent by the patient should be forwarded to:

Investigator: Marilyn Cruickshank
Paediatric HIV Services 
Sydney Children’s Hospital 
High St RANDWICK NSW 2034
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SOUTH EASTERN SYDNEY AREA HEALTH
SERVICE Eastern Section 
Sydney Children’s Hospital

Patient Information Statement
referring to participation in research project “Children’s experience of HIV”

You and your child_are invited to participate in a study of how children with HIV 
are affected by the virus. We hope to learn how the virus affects the everyday life 
of children, what children with HIV infection think about the virus, what they 
understand the virus is, and what impact having the virus has on the children.

The study will consist of separate interviews with you and with your child. The 
interviews will last for up to one hour. This would involve speaking with you and 
your child separately, and recording this conversation with a tape recorder. The 
interview will take place either at the clinic or at your home, whichever best suits 
you, and at a time that is convenient for you and your child.

The interviews will be taped, but the information will be kept confidential. Only 
myself, the supervisor of the study and a transcriber will listen to the taped 
interviews. The interviews will be coded by number and no one outside the study 
will have access to the code. Any information about you or your child that is 
obtained in connection with this study will remain confidential and will be 
disclosed only with your written permission. However, the results of the study 
may be published or disclosed to other people in a way that will not identify you 
or your child. The recorded tapes and transcripts will be stored securely at the 
investigator’s home. After a period of five years, all tapes and computer files will 
be erased, and interview transcripts will be shredded.

Whether you or your child take part in this study or not, will make no difference to 
the medical care you will receive from Paediatric HIV Services at Sydney 
Children’s Hospital. At the same time, we cannot and do not hold out that you will 
receive any benefits from this study.

We are grateful to you and your child for considering to participate in these 
studies. If you both decide to take part in this study, you can still withdraw at any 
time and this will not make any difference to your medical care either. If, 
however, you decide not to participate or cease involvement at any time we shall 
respect your decision and you will not be disadvantaged by doing so, nor will 
your child’s continuing care be affected in any way. Confidentiality regarding all 
aspects of these studies will be observed at all times.

If you have any questions at any time Marilyn Cruickshank, Research Nurse, 
Sydney Children’s Hospital (telephone 02 9382 1515) will be happy to answer 
them. You will be given a copy of this form to keep.
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Appendix 6

_______________CASE STUDY________________
Neonatal history

Anna was born in the late 1980s. She was delivered by elective caesarean section at 
39 weeks gestation (primiparous breech presentation). Her birth weight was 3.1 
kilograms. Apart from neonatal jaundice requiring phototherapy for a few days, there 
were no other problems. Anna was breast-fed for four and a half months.

Age 14-16 months
First Major Illness:
At age 14 months, Anna developed a cough, runny nose and was generally unwell.
Her local general practitioner (LMO) prescribed an antibiotic (Amoxil). There was no 
immediate improvement. In fact, Anna developed diarrhoea. In response, the LMO 
changed the antibiotic (Erythromycin). After a month of being unwell, Anna suddenly 
became more irritable, developed high fevers, felt stiff and refused fluids. Her parents 
took her to the Emergency Unit of a children’s hospital.
First Hospital Admission:
Diagnosis: Haemophilus influenzae b (Hib) Meningitis; Focal Seizures; Transient Left 
Hemiparesis; Rotavirus Gastroenteritis
Clinical examination
Anna was taken to the Emergency Unit at a children’s hospital where examination 
showed Anna was febrile (39 degrees Celsius), vomiting and miserable. She had 
coarse crepitations and rhonchi in both lungs and decreased breath sounds on the 
right side. Her liver was 2 cm below the costal margin. She had dull, retracted 
tympanic membranes. Examination in Emergency Unit showed that Anna had a stiff 
neck and was photophobic. She had small cervical lymph nodes and her liver was 2cm 
below the costal margin. Her central nervous system was grossly normal.
Relevant pathology and investigations
A lumbar puncture was performed. The cerebral-spinal fluid (CSF) showed increased 
white cells (WCC) and gram-negative coccobacilli. The CSF culture was Hib positive.
A urine culture was Hib antigen positive. Blood was taken by venipuncture for full 
blood count (FBC), which showed haemoglobin (Hb) 94, WCC 5.2. An intravenous 
cannula was left in situ.
Initial treatment
Anna was commenced on two intravenous antibiotics (cefotaxime and 
chloramphenicol) and an anticonvulsant (phenobarbitone) and one-third of her fluid 
maintenance by intravenous therapy.

Progress
The following day, Anna became hypothermic and passed mucous stools. She had 
occasional eye movements that deviated to the left. The chloramphenicol was ceased. 
Dexamethasone was added to her medications. The next day, clinical examination 
showed she had poor movement in her left arm and possibly her left leg; weakness of 
the abductor muscle of the left eye. Her conscious level was more depressed. She 
was restarted on chloramphenicol.

A CT scan was performed which showed mildly dilated ventricles, large temporal horns
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and a queried re-vascularising infarct. Later on the second day of hospital admission, 
Anna developed focal seizures lasting up to 4 minutes. She was treated initially with 
bolus phenobarbitone, then phenytoin.

Over the next week, Anna’s seizures become less frequent. She developed diarrhoea 
and vomiting (rotavirus positive). A second CT scan was performed which 
demonstrated changes consistent with those secondary to meningitis. By the end of 
the second week, Anna was waking up and less irritable, although not moving her left 
side. She also had a noticeable divergent squint in the left eye. There were still 
episodes of vomiting and diarrhoea causing concern with her fluid balance.
A month after her presentation to the Emergency Unit, Anna was discharged home on 
oral medications (Tegretol and phenobarbitone) for her seizures.

Age 2 years
Second Major Illness:
About six months later, Anna was diagnosed with asthma. The symptoms increased 
after the age of 4 years.

Age four and a half years
Third Major Illness 

Second Hospital Admission:

Anna underwent a tonsillectomy for recurrent tonsillitis.

Age 5 years
Fourth Major Illness
Initially all the family were ill with a viral upper respiratory tract infection (URTI). 
However, Anna did not shake off the virus as did her parents and younger brother and 
developed a hacking cough. Treatment with erythromycin brought mild improvement, 
but a wheeze developed and prednisone was added to her salbutamol medication.
A week later, Anna developed fevers, a productive cough with yellow sputum, 
headaches, myalgia and anorexia. Anna then developed tussive vomiting. Her weight 
loss was apparent (approximately 3 kilos).
Third Hospital Admission:
Diagnosis: Pneumonia; Asthma; Recurrent Otitis Media; Probable Pertussis
Relevant Pathology and Investigations

A chest X ray showed collapse and consolidation of the right middle lobe. Blood was 
taken for FBC, electrolytes (EUC) and liver function tests (LFT). All were essentially 
normal. She had a negative antibody for Bordetella and a positive titre for influenza A. 
Sputum was sent for culture.
Initial Treatment
Anna was admitted to the hospital treated with intravenous cefotaxime, Nilstat, 
nebulised atrovent and salbutamol.
Progress
Fevers continued for two more days. Anna continued to have prolonged coughing 
episodes with a ‘whoop,’ still vomiting, but mostly associated with coughing. Her chest 
gradually improved, although there were still some creps audible at discharge. Her 
medications included Keflex, rifampicin, salbutamol and Atrovent.
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Age 5 1/2 years
Fifth Major Illness
Anna developed severe varicella. Nine months after her varicella infection, Anna was 
unwell again.

Age 6 years
Sixth Major Illness
Since discharge from hospital, Anna had diarrhoea and lost a further 5 kilos since her 
discharge three months earlier. Anna continued to have recurrent episodes of dry 
cough. She was treated with Ceclor and prednisone by her LMO. However, over the 
next few days, Anna developed an increasing dry cough, fevers and when her 
breathing became laboured, her parents took her to hospital.
Fourth Hospital Admission:
Diagnosis: Respiratory Distress; Severe Weight Loss; Abdominal Distension

On arrival at the Emergency Unit, Anna was described as ‘wasted with decreased fat 
stores’ (weight 16.5 kilos); she had tracheal tug, intercostal recession, tachycardia and 
tachypnoea, and diffuse crackles and wheeze on auscultation. Her oxygen saturation 
(Sa02) was 85% in room air. Nebulised salbutamol made little difference to her 
breathing. Her liver was 13 cm below the costal margin. She also had oral thrush.
Relevant Pathology and Investigations
Anna had a chest X-ray that showed peribronchial cuffing and linear opacity in the right 
lower zone. Blood was taken for multiple tests; results of interest were WCC (5.7), IgG 
14.6 (5.7-13.2). HerT cell subsets included CD4+ reduced at 0.02 x 109 (2%). An 
abdominal ultrasound showed hepatomegaly.
Initial Treatment
Anna required continuous oxygen on the first hospital admission day and intermittently 
over the next week especially at night-time. Her treatments included Ceclor, co- 
trimoxazole, nebulised salbutamol and Atrovent, prednisolone. She was also given an 
infusion of gamma globulin.
By the end of the week, Anna’s condition slowly improved, but she still had 
tachypnoea, coughing and had crackles on auscultation. New skin lesions were noted 
- a skin swab grew Herpes simplex type 1. In light of the low CD4+ count, HIV 
serology was undertaken. The result was positive.
Medical Specialists Involved
A paediatrician undertook the medical management with consultations to respiratory 
physician, a gastroenterologist, a dermatologist and a paediatric immunologist.
Symptoms Found at HIV Diagnosis
Anna was diagnosed with HIV at 6% years of age. She had developed failure to thrive 
for one to two years previously, losing 5 kilograms in the previous three months (her 
weight at HIV diagnosis was 16.5 kilograms). She also had anorexia and diarrhoea. 
Anna had recurrent episodes of cough, fever and laboured breathing. She had 
hepatomegaly. She had numerous large cutaneous Herpes simplex lesions on her 
limbs. Her CD4+ count was 0.02 x 109. These symptoms also constitute an AIDS 
diagnosis.
Anna’s mother, whom I shall call Marion, was also found to be infected with HIV.
Her health had been and continued to be excellent. Her father, whom I shall call 
Robert, and older sibling were both negative. Anna’s youngest sibling was only six
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months of age and still breastfed. His HIV status was proved negative some months 
later.
At diagnosis of HIV, Anna was commenced on zidovudine, co-trimoxazole, acyclovir 
and nystatin.
Progress in Hospital
Although HIV had been diagnosed, Anna was still acutely unwell. She was also 
diagnosed with pneumonia and after several antibiotic treatments were unsuccessful, 
her chest condition improved with the administration of chloramphenicol. Despite the 
improvement in her chest, her fevers worsened, her anorexia continued. She 
complained of abdominal pain and vomiting daily. She had loose, frequent stools and 
was losing more weight.
A stool sample showed Cryptosporidium and acid-fast bacteria (AFB). Her urine was 
positive for CMV antigen. A blood culture grew mycobacterium (MAI). An upper GIT 
endoscopy showed AFB and Cryptosporidium. Anna was commenced on 
paromomycin, clarithromycin, ethambutol and rifabutin. Despite no treatment for the 
CMV infection, Anna’s’ gastrointestinal symptoms finally resolved.
Progress and Treatment After Discharge
Two months after discharge, Anna was commenced on a new medication (3TC) 
obtained on a study protocol. Twelve months later, just before her eighth birthday, she 
enrolled in another study protocol to obtain access to saquinavir, which was 
administered via a nasogastric tube due to the unpalatable taste. She weighed just 17 
kilos. However, her CD4+ count had risen to 0.11 x109/l and after rifabutin was ceased 
(due to concern of interaction with saquinavir) her CD4+ count rose to 0.25 x109/l over 
the next three months.
A chart of the medication required by Anna in the first three months after her HIV 
diagnosis are given in Table 4 .2. These medications are those prescribed for her to be 
taken at home after her discharge.

Age 8 to 11 years 

Present progress and Treatment:
Two and a half years after her diagnosis, Anna’s viral load was measured - her level 
was undetectable and has remained so ever since. There has been gradual clinical 
improvement with progressive rises in her CD4+ count to 0.6 x109/l four years after her 
diagnosis.
At age 11 years, she attends school every day and plays regular sport. She has had a 
growth spurt having grown 14 cm in the last 12 months and is now on the third 
percentile for weight (24 kilos). She eats well and has normal bowel actions. All her 
other biochemistry and haematology results are normal.
She has been re-immunised with acellular triple antigen, MMR, Salk and Hib vaccines. 
Previously she had very low levels of antibody to all of these antigens despite a full 
primary vaccination course and proven Hib infection and two doses of Hib vaccine.
She now has very good antibody levels against MMR, DTP, but no significant antibody 
against Hib.
Present Medications

Zidovudine 250 mg BD; 3TC 100mg BD; saquinavir 600mg TDS; clarithromycin 
150mg BD; co- trimoxazole 6 mL BD 3 days per week
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