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Abstract 

The acquired immunodeficiency syndrome caused by the human immunodeficiency 
virus is an important issue for Australia’s African communities. As in other 
industrialised countries, African immigrants are over-represented in Australia’s HIV 
epidemic, diagnosed late and endure social isolation after diagnosis, but focused 
responses, applied without understanding local HIV epidemiology and social context, 
risk intensifying stigma against African communities and African Australian people 
living with HIV in Australia. This study explored the social epidemiology and clinical 
features of HIV in Victoria’s African communities, collecting data from national and 
Victorian HIV surveillance databases, a clinical case series of African-born HIV 
patients and a qualitative inquiry with several African communities. Diverse 
geographical, biological, psychosocial and structural factors influenced exposure, 
diagnosis, clinical features and experience of living with HIV. Most exposure occurred 
in Africa, prior to migration, through heterosexual sex. Some occurred after migration, 
in Australia and abroad, through heterosexual sex and sex between men. Low self-
perceived risk and lack of awareness of HIV in Australia contributed to exposure and 
delayed diagnosis. HIV was understood as a deadly, highly contagious “African” 
disease, posing little threat in Australia, being one of several intersecting challenges to 
the wellbeing and cohesion of African communities during resettlement. Understanding 
of HIV was based largely on experience in Africa and the process of HIV screening 
during immigration. HIV-related stigma, based on risk stereotypes of sexual immorality 
and fear of contagion and death, was the major barrier to social support and 
information. Key clinical issues for African-born PLHIV included high prevalence of 
TB and viral hepatitis. HIV treatment uptake was high and response was good. HIV 
exposure via sex between men led to HIV-1 subtype B infection; those with 
heterosexual or other exposure carried various non-B subtypes. African communities 
actively participated in the study leading to greater engagement in Victorian and 
national HIV responses. Study results provided insights into HIV epidemiology and 
clinical features in Victoria’s African communities and informed a conceptual 
framework that should further the understanding of HIV epidemiology in mobile and 
marginalised populations. 



 ii 

Declaration 

This is to certify that: 

i. The thesis comprises only my original work except where indicated in the 
Preface. 

ii. Due acknowledgement has been made in the text for all other material used. 

iii. The thesis is less than 100,000 words in length, inclusive of footnotes, but 
exclusive of tables, figures, maps, bibliography and appendices. 

iv. The thesis complies with the stipulations set out for the degree of Doctor of 
Philosophy by the University of Melbourne.   

Christopher Numa Lemoh 

Department of Medicine 

The University of Melbourne 

Parkville, Victoria 3052 

Australia 

 



 iii 

Preface 

Work undertaken prior to PhD enrolment 

This thesis reports research carried out as part of a study funded by the Victorian 
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to my enrolment as a student in the Department of Medicine of The University of 

Melbourne. I wrote the application in collaboration with Dr Biggs and Ms. Jamileh 

Abu-Duhou (Department of Medicine) and with the advice of Dr Jeffrey Grierson in 

(Australian Research Centre in Sex, Health and Society, La Trobe University). 

Role and contribution of research assistants, project advisor and students 

Research assistants provided background cultural and political information, 

conducted some of the interviews and facilitated some focus groups. I was present and 

participated in some of the interviews and focus groups conducted by research 

assistants, who interpreted my questions and participant responses. Research assistants 

translated into English the transcripts of those interviews and focus group transcripts 

conducted in languages other than English. I checked the meaning of the English 

translations with the research assistants. 
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provided advice on potential cultural and political issues arising from data collection 

strategies and tools. She accompanied me to several interviews and one focus group, in 

which she shared the facilitator role (particularly for those portions of interviews 

conducted in Arabic). The project advisor, along with my supervisors, commented on 
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coding. 
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interviews conducted by others against the original audio recordings. Although 

professional transcribers were employed to transcribe some interviews and focus 

groups, I personally checked the accuracy of each transcript and made all necessary 
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women from Sudan about their understanding and access to information about HIV. The 

results of her research were published in a peer-reviewed journal in which I appeared as 

a co-author (see Publications). The interviews with participants that formed the basis of 

Ms Palmer’s paper were not included in any analysis on which this doctoral thesis is 

based. As part of her preparation for her own research project, Ms Palmer was present 

as an observer during one interview I conducted (KII3); however, she did not participate 

in the interview. Ms Palmer did not undertake any of the statistical or thematic analysis 

used in this thesis and adopted an analytical strategy different to that used in this thesis. 

Ms Rachel Tham completed a three-month placement during 2006 as part of the 

Victorian Public Health Training Scheme. During that time she also participated in Ms 

Palmer’s study of with Sudanese women, conducting interviews with the assistance of 
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Ms Hakim, and co-authoring with Ms Palmer the paper described above. Data collected 

with the assistance of Ms Tham is not included in this thesis and she did not participate 

in the analysis of data included in this thesis. 

Work arising from this research 

In October 2010, I accepted an invitation to take up an appointment as Ordinary 

Member of the Board of Directors for the Australian Federation of AIDS Organisations 

(AFAO). I successfully stood for election in November 2011 and continued to serve 

until November 2012. During my time on the Board, it was my privilege to witness and 

participate in efforts made by the HIV community sector, governments and researchers, 

to increase the level of engagement by Australia’s African communities in the national 

HIV response. As part of this undertaking, I participated in a national consultation on 

HIV in relation to Australia’s African communities, undertaken by AFAO, which 

culminated with the first national “HIV and African Communities Forum” held in 

Sydney 3–4 February 2011, followed by a second national forum held in Melbourne 

27–29 September 2012. Senior members of African community and faith-based 

organisations attended from almost all states and territories, along with representatives 

of government departments of health and HIV community sector organisations. A 

number of state-based African community groups have become active following these 

meetings; although the scale of their activities remains small, they have helped to raise 

community awareness about HIV in Australia and to take active roles in state-based 

responses to HIV in African communities. 

Work in collaboration 

The phylogenetic analysis of HIV sequences obtained from participants in the 

case series in was undertaken in collaboration with Dr Zamberi Sekawi, Dr Claire Ryan 

and Mrs Eman Aleksic (née Naim), under the supervision of Prof Suzanne Crowe, of 

the Burnet Institute. I developed the overall study design, based on published research 

in Australia and abroad, and contributed demographic and epidemiological data. Dr 

Sekawi undertook HIV nucleic acid extraction, env gene sequencing and phylogenetic 

analysis from case series participant blood and plasma samples, under the supervision of 
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Dr Ryan, Ms. Aleksic, Dr Hearps and Prof Crowe, at the Burnet Institute Centre for 

Virology. The data on case series env subtypes that appears in this thesis is derived from 

this work. 

I developed the questionnaire for the case series in discussion with Dr Jeffrey 

Grierson (Australian Research Centre in Sex, Health and Society; La Trobe University), 

author of the “HIV Futures” surveys. The questionnaire was based on that of HIV 

Futures 3, with extensive modification. The statistical and thematic analysis of the data 

differed substantially from that of the HIV Futures studies. 

All other work is my own, except as acknowledged. 
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1. Introduction 

1.1 Impetus for this research 

Early in my training as an infectious diseases physician, I helped care for a young 

woman from the Horn of Africa.1 She was admitted to hospital with tuberculosis (TB) 

and tested seropositive for human immunodeficiency virus (HIV) infection, resulting in 

a diagnosis of acquired immunodeficiency syndrome (AIDS), several years after 

immigration. Divorced and childless, she had no family in Australia. She completed her 

TB treatment and remained physically well thereafter. However, she remained deeply 

depressed, socially isolated and unable to discuss her diagnosis with anyone other than 

hospital staff. She refused contact with HIV support groups. My frustration at my 

inability to help with any of her major problems, or to refer her to any helpful services, 

lingered long after I left that hospital. 

My colleagues had encountered similar challenges whilst caring for patients with 

HIV who had migrated from Africa. Patients suffered social isolation and were reluctant 

to use interpreters, due to overwhelming concerns about breaches of confidentiality and 

disclosure of their HIV status to others in their ethnic communities. Male and female 

African-born patients appeared reluctant to engage with existing HIV support groups 

and services, most of which were oriented toward the needs of English-speaking gay2 

men. 

Several years later, having gained my fellowship in the Royal Australasian 

College of Physicians (RACP) in 2003, I commenced a research degree. I had 

discovered, from published surveillance reports, that the HIV diagnosis rate among 

Australian residents born in Sub-Saharan Africa was far higher than that among 

Australian-born. The reasons for this were unclear––I and other medical colleagues 

thought that few (if any) prospective immigrants with HIV were granted leave to enter 

                                                

1 The Horn of Africa includes Ethiopia, Eritrea, Somalia and Djibouti. 
2 “Gay” here refers to social groups of same-sex-attracted men, self-identified as such. 
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Australia. At that time, the African presence in Victoria was becoming increasingly 

visible as more people migrated from Africa, many as refugees from the Horn of Africa. 

Some clinicians speculated that African immigrants might be acquiring HIV while 

visiting countries of origin, but real information about the risks of HIV exposure was 

unavailable. The intensity of HIV-related stigma in African communities was becoming 

evident to those working in the HIV sector (Keynan 2004). African communities in 

Victoria and other states were neither voicing concerns about HIV nor discussing HIV-

related issues with government or health service organisations, although a key principle 

of Australia’s public health response to the AIDS epidemic was that of active 

engagement with people living with HIV (PLHIV) and affected communities 

(Department of Community Services and Health 1989). 

In 2003 the Victorian government awarded a public health project grant to the 

Department of Medicine. This supported a study of HIV epidemiology in Victoria’s 

African and Arabic-speaking communities, forming the basis of this doctoral 

dissertation. The project aimed to increase understanding of the epidemiology and 

cultural context of HIV in Victoria’s African communities, to asses community 

understanding of HIV and to identify means for improving the access of Victoria’s 

African communities to HIV services and information about HIV. 

The methodology followed the principles of social epidemiology, “the branch of 

epidemiology that studies the social distribution and social determinants of states of 

health” (Berkman and Kawachi 2000). Data were analysed from a critical perspective 

within a conceptual framework integrating geographical, biological, psychological and 

social influences upon the distribution, observed characteristics and subjective 

experience of illness. 

1.2 Overview of thesis 

This thesis describes key epidemiological, clinical and social aspects of HIV in 

Victoria’s African communities during the first decade of the 21st century, arguing that 

the HIV epidemic in Victoria’s African communities is part of the global phenomenon 
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of HIV in African migrant populations living in industrialised countries and that 

understanding of the global context is required for the understanding of the challenges 

facing Victoria’s African communities in relation to HIV. The thesis further argues that 

an adequate response to these challenges would require the active engagement of 

Victoria’s African communities as well as an understanding of the local epidemiology 

and social context of HIV, particularly the perspective of African-born PLHIV. 

This introduction provides a brief account of the origin, aims and methods of the 

study. It also outlines the structure of the thesis. Chapter Two provides background 

about HIV virology, treatment and prevention, an overview of the global AIDS 

epidemic and a description of the Australian HIV response. A summary of African 

migration to Australia follows in Chapter Three, including a description of HIV 

screening of immigrants. Chapter Four reviews research concerning HIV and African 

migrants in Australia and other industrialised countries, discussing common themes in 

the epidemiology, clinical characteristics, virology and management of HIV in these 

populations and identifying the need for research into the manifestations of these global 

themes in the Australian context. Chapter Five outlines the theoretical basis of this 

research, proposes an original analytical framework for the exploration of the social 

epidemiology of HIV and outlines the three studies performed: an analysis of 

HIV/AIDS surveillance data:3 a case series of African-born Victorian residents living 

with HIV and a qualitative inquiry with African communities. Chapters Six to Eight 

detail study methods and discuss results in the context of current scientific knowledge. 

Chapter Nine outlines an integrated explanatory model of the epidemiology and clinical 

characteristics of HIV in Victoria’s African communities, based on the analytical 

framework described earlier. Limitations of the study are discussed, along with its 

potential to inform future efforts in HIV prevention, care and support for Victoria’s 

                                                

3 National HIV and AIDS surveillance data were obtained 20 April 2007 and 6 Dec 2010 (data 
updated to December 2009); analysis was completed 8 Dec 2010. Victorian HIV/AIDS surveillance data 
were obtained 1 May 2007 and 24 July 2008; analysis was completed 30 Nov 2010. Case series 
interviews were undertaken from 9 May 2006 to 23 July 2007. Reviews of case notes were conducted 
from 7 September 2006 to 4 March 2009. The fieldwork for the qualitative community study was 
conducted 24 May 2005 to 3 Jan 2007. 
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African communities. The Conclusion summarises empirical study findings and offers 

the analytical framework as a tool to with which to develop the theoretical 

understanding needed for more effective prevention, timely diagnosis and appropriate 

management of HIV in African diaspora communities and perhaps other mobile or 

marginalised populations. 

1.3 A note on sources 

Chapter Two is based on material found in standard textbooks (Hoy et al. 2009; 

Mandell et al. 2010), from which original papers were identified and sourced for 

information on basic HIV virology, pathogenesis, treatment, prevention and 

epidemiology, along with recent updates on these areas found in peer-reviewed 

scientific literature and current Australians clinical guidelines on HIV management 

(DHSS Panel on Antiretroviral Guidelines for Adults and Adolescents and Australian 

Antiretroviral Guidelines Panel 2012). 

Migration and demographic statistics discussed in Chapter Three were obtained 

from the websites of the Australian Government Department of Immigration and Border 

Protection (DIBP) (http://www.immi.gov.au) and the Australian Bureau of Statistics 

(ABS) (http://www.abs.gov.au). Details of HIV screening of migrants to Australia was 

obtained from fact sheets published by the DIBP. Details of HIV screening of migrants 

in other countries was obtained from UNAIDS (http://www.unaids.org/en/), the US 

Department of Health and Human Services (DHHS)(http://www.hhs.gov), the European 

Centres for Disease Control and Prevention 

(http://www.ecdc.europa.eu/en/Pages/home.aspx), the Canadian government department 

of Citizenship and Immigration (http://www.cic.gc.ca/ENGLISH/INDEX.ASP), the 

Canadian HIV/AIDS Legal Network (http://www.aidslaw.ca) and a recent review of 

European HIV testing policies for migrants and ethnic minorities (Alvarez-del Arco et 

al. 2013). 

Chapter Four is based on a systematic review of the scientific literature related to 

HIV in African immigrant populations in the member states of the Organisation for 
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Economic Cooperation and Development (OECD) and Israel. Details of the search 

strategy may be found at the beginning of Chapter Four. 
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2. HIV and the global AIDS epidemic 

This chapter begins with a review of the biological characteristics of HIV, its 

transmission and effective means for HIV prevention. The pathogenesis of HIV 

infection, its diagnosis and treatment is then summarised. An overview of the history 

and current state of the AIDS epidemic globally and in Australia follows, with an 

outline of Australia’s public response to the epidemic and care of PLHIV in the 

Australian health system. The second part of this chapter provides an overview of 

African migration to Australia and a description of HIV screening of prospective 

immigrants to Australia, in comparison to screening of immigrants to other 

industrialised countries. 

2.1 HIV virology, treatment and prevention  

2.1.1 HIV virology 

HIV is classified in the family Retroviridae, subfamily Lentiviridae, genus 

Lentivirus (Chiu et al. 1985; Wainhobson et al. 1985). Like other retroviruses, HIV 

consists of two positive-sense single-strands of RNA encoding the nine viral genes, a 

capsid of p24 antigen and a lipid-protein. Retroviral replication involves reverse 

transcription of proviral DNA from viral RNA and its integration into the host cell 

genome, whence viral genes are transcribed for production of new HIV virions (Harrich 

and Hooker 2002). Viral genes include the structural genes env and gag and the 

catalytic gene pol (encoding enzymes for reverse transcriptase, protease and integrase) 

(Watts et al. 2009). Two species of HIV may be distinguished: HIV-1 and HIV-2.  HIV-

1 is the species most commonly found in humans worldwide. HIV-2 is still mainly 

limited to people living in or originating from West and Central Africa. Both evolved 

from simian retroviruses capable of human-to-human transmission, making sustained 

entries into the human species in West and Central Africa during the early 20th or late 

19th centuries (Hemelaar 2012). Current theories of the timing, location and 

circumstances of cross-species infection and later amplification of HIV transmission 

leading to the pandemic are discussed in Jacques Pepin’s book, The Origins of AIDS 
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(Pepin 2011). The resulting pandemic was a “patchwork of epidemics”: an expanding 

set of overlapping HIV transmission networks affecting diverse groups in different 

geographical areas, followed by “visible epidemics of disease and death” (De Cock et al 

2012). 

2.1.2 HIV transmission 

HIV is transmissible through sexual intercourse, blood/blood products, pregnancy 

and breastfeeding (Cardo et al. 1997; Castro et al. 1988; Centers for Disease Control 

1983; Ciesielski et al. 1992; De Cock et al. 2000; De Cock et al. 2012; de Vincenzi 

1994; Dunn et al. 1992; Friedland et al. 1986; Friedman-Kien et al. 1981; Jaffe et al. 

1983; Ryder et al. 1989; Winkelstein et al. 1987; Vernazza et al. 1994; Yerly et al. 

2001). HIV prevention depends on the interruption of these modes of transmission 

through physical, pharmaceutical and behavioural means, but these are embedded in 

complex social and economic contexts. 

2.1.3 Prevention of HIV infection 

Early observational studies identified an association between condom use and 

reduced HIV infection risk (Mann et al. 1987). Later in vitro experiments demonstrated 

the inability of HIV to pass through intact condoms (Conant et al. 1986). Condom use, 

along with behavioural modifications such as delaying sexual debut and reducing the 

number of sexual partners (particularly concurrent partners) reduced sexual HIV 

transmission in populations; these changes in behaviour required strong political 

commitment and open societal discourse around sexuality (Cohen 2004; Murphy et al. 

2006; Parkhurst 2011; Rojanapithayakorn and Hanenberg 1996). Moreover, although 

discussion about “safer sex” was often reduced to questions about condom use, the 

psychological and social aspects of safety in intimate relationships have long been 

recognised as critical determinants of behaviour and decisions around condom use 

(Bourne and Robson 2009). Individual behaviour is influenced by both emotion and 

rational thought processes, but rationality appears to be bounded by group norms: 

shared values, beliefs and assumptions maintaining group identity. HIV risk assessment 
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and decisions about condoms use with partners can be described in terms of “cultural 

heuristics” or logical shortcuts to facilitate decision-making, based on group norms and 

assumptions around gender roles, social surveillance of sexual partners, assignment of 

partners into lower- and higher-risk categories, past observations of people affected by 

HIV/AIDS, and feelings of trust (Bailey and Hutter 2006). This highlights the 

importance of looking beyond simple, individual risk-benefit factors in attempting to 

explain and influence sexual behaviour. 

Prevention of blood-borne HIV transmission has focused on mainly on prevention 

in health care settings and during injecting drug use (IDU). Prevention in health care 

settings involves screening of donor blood supplies (Ganczak and Barss 2008) and 

adoption of “universal precautions” to prevent patient blood or bodily fluids contacting 

health worker mucous membranes or blood (Hu et al. 1991). Prompt post-exposure 

prophylaxis (PEP) with antiretroviral (ARV) drugs may reduce, but not eliminate, HIV 

infection risk after occupational exposure (Cardo et al. 1997; Hawkins et al. 2001; Rey 

2011). PEP is based on the proven effectiveness of ARV in prevention of mother-to-

child transmission (PMTCT): MTCT in mother-child couples can now be reduced from 

over 25% to < 1% when both mother and infant are treated according to established 

protocol (Connor et al. 1994; Jasseron et al. 2008; Shaffer et al. 1999; von Linstow et al. 

2010; Wiktor et al. 1999). 

Prevention of HIV transmission through IDU involves both structural and 

individual interventions, primarily to reduce re-use and sharing of injecting equipment, 

but also to reduce rates of drug injection and promote safer sex. Provision of clean 

needles and syringes and opiate substitution programmes are strategies of demonstrated 

effectiveness, although implementation is often hampered by political constraints 

(Gibson et al. 2001; Hurley et al. 1997; MacArthur et al. 2012). 

Research into biomedical prevention of sexual HIV transmission generated 

methods such as vaginal/anal microbicides (Abdool Karim et al. 2010), male 

circumcision to interrupt heterosexual transmission (Auvert et al. 2005; Gray et al. 

2007; Gust et al. 2010; Wiysonge et al. 2011) and pre-exposure prophylaxis (PrEP) 
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(Karim et al., 2012). A recent development, “treatment-as-prevention”, refers to the 

impact on HIV transmission and hence population incidence, of treating individual 

PLHIV with combination antiretroviral therapy (cART) as discussed below (Cohen et 

al. 2011). However, the parallel research into psychological, cultural and political 

drivers of individual and population HIV transmission generated the concept of 

“combination prevention”: individual and social dimensions of risk and interventions 

required to accurately characterise HIV epidemiology in geographically and socially 

defined populations and to enact structural and individual interventions to reduce HIV 

incidence, morbidity and mortality (UNAIDS 2010). 

2.1.4 Pathogenesis of HIV infection and illness 

HIV infects multiple cell lines––particularly the CD4+ T-lymphocyte, a key 

component of the adaptive immune system (Hellerstein et al. 1999). Some infected 

cells, residing in the central nervous system and gonads, are shielded to some degree 

from the immune system and from antiretroviral drugs, functioning as “reservoir sites” 

and presenting a barrier to viral clearance or cure (Chun and Fauci 2012; Chun and 

Fauci 1999; Finzi et al. 1999). HIV has a high replication and mutation rate (Wei et al. 

1995). This leads to its rapid evolution into a plethora of related quasi-species within 

individuals and populations and to the rapid evolution of resistance to antiretroviral 

drugs (Hirsch et al. 1998; Larder et al. 1989). Combination therapy with multiple agents 

is required to achieve sustained suppression of viral replication (Bartlett et al. 2006; 

Hammer et al., 1996). 

Clinically, primary HIV infection produces an “infectious mononucleosis-like” 

syndrome with fever, rash and generalised lymphadenopathy, followed by recovery in 

most cases. The subsequent asymptomatic phase lasts several years, during which 

progressive immunological dysfunction occurs. Untreated, HIV infection progresses, 

after a median of 10–11 years, to severe immune dysfunction––AIDS––marked by 

opportunistic infections and malignancies. Death ensues after several months in the 

absence of antiretroviral therapy (Lundgren et al. 1994; Mellors et al. 1996). 



 10 

2.1.5 Treatment and prognosis of HIV infection 

Antiretroviral (ARV) drugs inhibit viral replication and allow recovery of immune 

function (Fischl et al. 1987; Fischl et al. 1990; Lundgren et al. 1994). HIV infection is 

currently incurable, but good symptomatic response and long-term prognosis are 

achieved with lifelong suppressive treatment with combination antiretroviral therapy 

(cART)––also known as highly active antiretroviral therapy (HAART)(Hammer et al., 

1997; Ray et al. 2010). Importantly, the efficacy of cART relies strongly on near-perfect 

adherence to prescribed treatment regimens (Bangsberg et al. 2001; Paterson et al. 

2000). The need for lifelong treatment, together with concerns about adherence, side 

effects and spread of drug-resistant HIV strains, fuelled a long-running debate on the 

optimum time to commence cART in asymptomatic PLHIV, particularly in resource-

limited settings; but safer, simpler drug regimens and mounting evidence regarding the 

immunological and clinical benefits of earlier treatment, led to earlier initiation of 

cART, in the absence of contraindications, resource constraints or other barriers to 

treatment (Powderly 2011). 

Management of HIV in Australia generally follows the US guidelines, modified 

for the Australian setting. These guidelines now recommend initiation of cART in all 

individuals with HIV infection (Australasian Society for HIV Medicine 2012; DHSS 

Panel on Antiretroviral Guidelines for Adults and Adolescents and Australian 

Antiretroviral Guidelines Panel 2012; Kaplan et al. 2009). During the period of 

fieldwork for this study, initiation of cART was recommended in asymptomatic patients 

having a CD4 count < 200 cells/µL, although the guidelines did suggest that treatment 

“may be offered" at CD4 counts at 350–200 cells/µL and many clinicians did so4 

(DHSS Panel on Antiretroviral Guidelines for Adults and Adolescents and Australian 

Antiretroviral Guidelines Panel 2006). The most recent WHO guidelines recommend 

                                                

4 Fieldwork for the community qualitative study was undertaken from May 2005 to January 2007. 
The clinical case series was undertaken between May 2006 and March 2009. The study included an 
analysis of Victorian HIV/AIDS surveillance data updated to December 2006 (dataset obtained June 2007 
and updated July 2008) and national HIV and AIDS surveillance data current to December 2009 (dataset 
obtained December 2010). 
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that cART be initiated in asymptomatic PLHIV whose CD4 count is < 350 cells/µL 

(World Health Organization 2013). A large prospective cohort of Australian HIV 

patients found that the median CD4 count was 282 cells/µL (IQR 151–427) at initiation 

of cART during the period 1999–2011 and did not rise above 350 cells/µL until the year 

2012 (Kirby Institute 2013; McManus et al. 2012). 

Response to cART may be demonstrated by monitoring the falling HIV viral load 

and rising CD4 count, which respectively indicate suppression of virological replication 

and functional immunological recovery (Bartlett et al. 2001; Bartlett et al. 2006). 

Treatment failure may accordingly be classified as virological (inadequate virological 

suppression) (Maggiolo et al. 2000; Polis et al. 2001); immunological (inadequate rise 

in CD4 count) (Baker et al. 2008a; Baker et al. 2008b; Lau et al. 2007; Loutfy et al. 

2005; Moore et al. 2006); or clinical (disease progression despite 

treatment)(Ledergerber et al. 1999). These measures of response may at time be 

discordant (Deeks et al. 2002; Grabar et al. 2005). In particular, CD4 count may 

continue to increase slowly over a prolonged period (Garcia et al. 2004; Kaufmann et al. 

2003; Moore and Keruly 2007); moreover, disease progression due to 

immunodeficiency must be distinguished from manifestations of immune reconstitution 

and inflammation in the presence of previously subclinical infections (DeSimone et al. 

2000; Hirsch et al. 2004). 

Rate and extent of immunological recovery are compromised by older age, lower 

CD4 count and higher baseline viral load, as well as poor adherence (Lewden et al. 

2007; Lima et al. 2009; May 2007; May et al. 2011; Nash et al. 2008). However, timely 

initiation of cART and achievement of a CD4 count on cART ≥ 500 cells/µL is 

associated with mortality risk approaching the background risk of the general 

population (Lewden et al. 2007; Nakagawa et al. 2013). The importance of timely 

diagnosis is shown by increased mortality amongst PLHIV entering care at a later stage 

of illness, despite access to cART (Chadborn et al. 2005; Lanoy et al. 2007). 

AIDS incidence and mortality in Australia and other industrialised nations have 

dramatically fallen the since the introduction of cART in 1996 (National Centre in HIV 
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Epidemiology and Clinical Research 2010). Access of African populations to effective 

treatments was long delayed (Morison 2001), resulting in millions of deaths and 

massive social disruption (De Cock & Weiss 2000). Much activism and advocacy, 

together with strong political leadership in some middle-income countries, eventually 

led to availability and subsequent roll out of cART to low-income countries (De Cock et 

al. 2011; Vella et al. 2012). 

2.1.6 Diagnosis of HIV infection 

Diagnosis of HIV infection is generally made through detection of a characteristic 

pattern of antibodies against various HIV antigens: Western blot is used as a 

confirmatory test after initial testing with more readily available enzyme-linked 

immunoassay tests (EIA) for these antibodies (Figure 2‑1). 
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Figure 2-1 Diagnostic markers of HIV infection5 

Diagnostic markers of human immunodeficiency virus (HIV) infection: time to reliable 
positivity of first (1), second (2), third (3) and fourth (4) generation and nucleic acid 
amplification test (N) HIV diagnostic assays superimposed on a graphical depiction of the 
kinetics of circulating HIV RNA, p24 antigen and HIV antibodies. Abbreviations: Ag, antigen; 
E, eclipse period; HIV, human immunodeficiency virus. Adapted from (Cornett and Kirn, 2013) 

 

                                                

5 Cornett, J. K., and T. J. Kirn. 2013. "Laboratory Diagnosis of HIV in Adults: A Review of Current 
Methods." Clinical Infectious Diseases no. 57 (5):712-718. doi: 10.1093/cid/cit281. 
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The period between HIV infection and a positive Western blot is a “window 

period” during which various antibodies become detectable; during this period, 

definitive serological diagnosis may be made through detection of p24 antigen. Fourth-

generation combination antibody-antigen tests detect either anti-HIV antibodies or p24, 

shortening the window period to 2–5 weeks. HIV infection may also theoretically be 

diagnosed through detection of viral RNA or proviral DNA in peripheral blood, but 

these tests have not been accepted as valid diagnostic tests for HIV infection in 

Australia, due to reduced sensitivity in established infection, compared to EIA (Cornett 

and Kirn 2013). 

2.1.7 HIV testing and surveillance in Australia 

HIV testing in Australia is widely available and can be requested by medical 

practitioners in both primary care and acute care settings in the public and private health 

care sectors. Australian residents eligible for Medicare benefits6 incur no out-of-pocket 

charge for HIV tests, which are also offered free of charge to all patients attending 

many sexual health clinics, regardless of residency status. National testing policy 

provides guidance to Australian clinicians for the appropriate use of these assays, 

including provision of information to patients before and after testing. HIV testing is 

mandatory in some restricted settings, but is not compulsory and should not be 

performed without the knowledge or consent of the individual, except in medical 

emergencies where appropriate pre-test discussion with the individual to be tested is 

unable to occur and authorisation has been sought from designated authorities (HIV 

Testing Policy Steering Group and Ministerial Advisory Committee on AIDS Sexual 

Health and Hepatitis HIV/AIDS and Sexually Transmissible Infections Subcommittee 

and Intergovernmental Committee on AIDS Hepatitis and Related Diseases 2006). 

Antenatal HIV screening has been recommended by the Australasian obstetrics college 

since the mid-1990s but most Australian obstetricians surveyed in 2002 did not offer 

antenatal HIV screening in the absence of known risk factors, resulting in calls for more 

                                                

6 See Section 2.2.5 
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definite policy guidance (Giles et al. 2004; McDonald et al. 2009; Ziegler and Graves, 

2004). National HIV testing policy published in 2006 recommending universal 

voluntary antenatal HIV screening remains clearly endorsed by Australasian 

obstetricians (HIV Testing Policy Steering Group and Ministerial Advisory Committee 

on AIDS Sexual Health and Hepatitis HIV/AIDS and Sexually Transmissible Infections 

Subcommittee and Intergovernmental Committee on AIDS Hepatitis and Related 

Diseases 2006, Royal Australian and New Zealand College of Obstetricians and 

Gynaecologists 2013). 

HIV is a notifiable diagnosis in Australia. Clinicians notify newly diagnosed HIV 

cases to state/territory health departments, providing standardised data that is entered 

into surveillance databases. The Burnet Institute Centre for Population Health, under 

contract from the Victorian Government, maintains the Victorian HIV Database. State 

surveillance teams regularly forward compiled cases to the national HIV surveillance 

databases maintained by the Kirby Institute, which produces annual reports on HIV and 

AIDS cases diagnosed in Australia. Demographic details are collected (using a code 

based on initials and date of birth), along with clinical information and route of HIV 

exposure. Each de-identified case is assigned a unique record number in the surveillance 

database. For those with sexual exposure, information is collected about partner risk 

factors for HIV exposure. The case definition of AIDS is similar to the US Centers for 

Disease Control and Prevention AIDS surveillance definition, but a CD4 count < 200 

cells/µL is not an AIDS defining condition in the absence of an opportunistic infection. 

Self-identified Aboriginal/Torres Strait Islander status is recorded, but other details 

about ethnicity are not collected (Kaldor & McDonald 2003). National AIDS 

surveillance has included country of birth since 1984. National collection of country of 

birth for HIV cases was uniformly collected from 2002, but Victorian HIV and AIDS 

notifications have included country of birth since 1994 (Guy 2007; Guy et al. 2007). 

National AIDS and HIV cases were not initially linked and were maintained separately 

until their recent merger into a single database, into which new cases have been entered 

prospectively from 22 August 2011 (Lucky et al. 2013). 
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2.1.8 Late diagnosis of HIV infection 

Improved availability and increasingly evident benefits of effective HIV treatment 

renewed the focus on achieving timely diagnosis and hence the need for consistency of 

measures and terminology. Since the early years of the AIDS epidemic, a variety of 

definitions and terms were used to describe PLHIV diagnosed at late stages of illness, 

whose prognosis was poor. Examples include: “late presentation” (Burns et al. 2007; 

Keynan 2004); “late testers” (Longo et al. 2005); “delayed diagnosis” (Rotily et al. 

2000) and “late diagnosis” (Girardi et al. 2000).7 Definitions were generally based on 

time from HIV diagnosis to AIDS and CD4 count at HIV diagnosis. A survey of 

European studies and reports found that late presentation was defined by CD4 count 

thresholds ranging from < 50 to < 350 cells/µL, whilst the specified duration of the 

interval between HIV and AIDS diagnosis ranged from zero (AIDS at HIV diagnosis) to 

< 12 months (Coenen et al. 2008). The European Late Presenter Working Group 2011 

consensus definition conceptualised “late presentation of HIV infection” as diagnosis at 

a time later than that at which treatment would have been recommended, based on CD4 

count at diagnosis. The recommended threshold for cART initiation in asymptomatic 

HIV infection was < 350 cells/µL. A subset of those defined as “late presenters” were 

those classified as presenting with “advanced HIV disease” due to “greater imminent 

risk of severe illness or death”, based on the natural history of HIV infection: this group 

included those with a CD4 count < 200 cells/µL or an AIDS-defining event at 

presentation. In this thesis I use the term “late diagnosis” in a generic sense to discuss 

timeliness of HIV diagnosis, using the terms “late presentation” and “advanced HIV 

disease” according to the consensus definitions (Antinori et al. 2011). 

The European consensus definition of late presentation excludes those presenting 

with CD4 count ≥ 350 cells/µL developing an AIDS defining illness after HIV 

                                                

7 These terms are often used interchangeably, but some seem to focus semantically on the person 
with HIV (“late testers”, “late presenters”) whilst others focus on clinicians, health services and public 
health programmes (“late diagnosis”, “delayed diagnosis”). Awareness of this perhaps fine distinction 
may serve as a reminder that both people with HIV and those performing diagnostic tests have their parts 
to play in reducing delays between acquisition and diagnosis of HIV infection. 
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diagnosis. “Late presentation” of HIV amongst cases of AIDS was defined in Australian 

surveillance data as a diagnosis of HIV within three months of AIDS diagnosis (Kaldor 

& McDonald 2003; McDonald et al. 2003). “Delayed diagnosis” amongst cases of HIV 

was defined in the 2009 national HIV surveillance report as a CD4 count < 200 cells/µL 

at HIV diagnosis (National Centre in HIV Epidemiology and Clinical Research 2009). 

This current study defines delayed HIV diagnosis using a combination of clinical and 

immunological criteria (AIDS within three months of HIV diagnosis or CD4 count < 

200cells/µL at HIV diagnosis), consistent with other Australian research conducted 

during the same period (McDonald et al. 2006; Guy et al. 2008). 

2.1.9 HIV infection as a chronic illness 

The introduction of cART shifted the HIV treatment paradigm. Swendeman et al. 

have described how HIV management (at least, in areas where cART is available) is 

shifting from an acute, terminal illness model to a chronic care model. This model 

includes recognition of the importance of social context of illness, integration of 

physical and psychological elements of health and wellbeing and attention to knowledge 

and information management. Information management includes disclosure of diagnosis 

and state of health within social networks, in the context of stigma. Stigma greatly 

affects PLHIV, as it does those living with mental illness, epilepsy and other 

stigmatised conditions lacking obvious physical markers of their presence (Table 2‑1) 

(Swendeman et al. 2009).  



 18 

Table 2-1 Chronic care model of HIV management 

Tasks and challenges of HIV and chronic disease self-management* 

Physical Psychological Social 

Understanding illness Empowerment Collaboration with health 
professionals 

Health-promoting 
behaviour 

Cognitive skills of self-
management 

Self-disclosure/coping with stigma 

Adherence to treatment Positive emotional states Positive relationships 

Self-monitoring Identity normalization Social support 

Accessing services   

Preventing transmission   

*Adapted from Swendeman et al. (Swendeman et al. 2009) 
 

Self-management demands greater patient competence in information 

management. Access to reliable information has been shown to improve response to 

cART (Kalichman et al. 2002). Doctors and other health professionals are regarded as 

popular and trusted sources of information about HIV; most surveyed PLHIV (at least 

in the US) have valued full and frank discussion between clinicians and patients during 

clinical decision-making (Hogan & Palmer 2005; Kremer & Ironson 2007). Printed 

information produced specifically for PLHIV is valued, but the Internet is increasingly 

used to obtain factual information and for networking with other PLHIV, support 

groups and potential partners. (Curioso & Kurth 2007). AIDS activist groups have been 

central to the development of social, political, scientific and medical responses to AIDS, 

playing an important part in the sharing of information about HIV-related research, 

treatments and support networks (Brashers et al. 2002; Siplon 1999). 

The importance of social support for PLHIV is well established. Swendeman et al. 

emphasised the importance of social support and need for positive, affirming social 

networks (Swendeman et al. 2009). Burgoyne et al. showed interpersonal, informational 

and emotional support were associated with better outcomes (Burgoyne 2005), while 
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difficulties with social support and mental health issues after HIV diagnosis have been 

associated with patient-initiated ART interruptions and dips in CD4 count (Harte et al. 

2010). 

2.2 Global AIDS epidemic and the Australian response to HIV 

2.2.1 Origin and spread of the global AIDS epidemic 

The global AIDS epidemic has a relatively short history, probably originating in 

colonial Central and West Africa in the early 20th century, but now one of the most 

important health and social issues affecting humanity. HIV epidemiology in Sub-

Saharan Africa differs from that in industrialised countries, but is relevant when 

considering that amongst African immigrants in Australia. 

AIDS, initially described in the early 1980s as an idiopathic syndrome of unusual 

opportunistic infections and malignancies diagnosed amongst gay men and Haitian 

immigrants in the US, was soon recognised to result from infection with HIV––a novel 

virus whose global distribution later became evident. Shortly after the early reports from 

the US, Clumeck et al. published studies of AIDS in Central Africa and amongst 

heterosexual African immigrants in Belgium, predicting that “the relationship between 

the USA, the Caribbean area and Central Africa with respect to AIDS will be a matter 

of great concern in the future” (Clumeck 1984). Subsequent investigations revealed the 

extent and magnitude of the AIDS epidemic in Sub-Saharan Africa (Barre-Sinoussi et 

al. 1983; Clumeck et al. 1983; Coffin et al. 1986; De Cock et al. 2012; Friedman-Kien 

et al. 1981; Gallo et al. 1984; Gottlieb 1981; Pitchenik et al. 1983; Popovic et al. 1984). 

Some researchers, such as Caldwell and Caldwell, empirically identified 

socioeconomic and political, behavioural and biological factors contributing to the 

heterosexual, mother-to-child and parenteral transmission of HIV. They subsequently 

proposed the existence of an “African sexual system,” vulnerable to HIV (Caldwell & 

Caldwell 1993). Despite the explicit attempts of the researchers to refrain from 

ethnocentric moral value judgements, their overly ambitious and simplistic theory 

became embroiled in contemporary racial, moral and political discourses, provoking 
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acrimonious debate. Some empirical observations were later confirmed, such as the 

protective effect of male circumcision, whilst the general principle that political, 

economic and social factors influenced HIV transmission, was vindicated by later 

epidemiological studies (Pepin 2011). 

The predominance of heterosexual HIV transmission in Sub-Saharan Africa long 

obscured the contribution from other means of spread to the overall epidemiology of 

HIV in the region. Some authors have raised concerns that non-sexual transmission in 

this region was inadequately studied, due to systematic bias on the part of Western 

researchers, whilst public health warnings about unsafe injections and blood products 

might have been downplayed to avoid undermining public confidence in African health 

systems and immunisation programmes (Gisselquist 2009; Gisselquist et al. 2003). 

Although such views were controversial at the time of their publication, blood-borne 

viruses (BBV) such as HIV, hepatitis B (HBV) and hepatitis C (HCV) are now 

recognised as major threats to safe transfusion in developing countries in which 

systematic screening of donor blood, although cost-effective, is not yet routine (Okinyi 

et al. 2009; Peters et al. 2009; van Hulst et al. 2010; Vaz et al. 2010). 

The contribution of unsafe injections to current HIV transmission is of uncertain 

magnitude, but historical and seroprevalence studies suggest that French colonial mass-

treatment campaigns in West Africa, intended to control trypanosomiasis and other 

tropical diseases in the early 20th century, may have caused large scale iatrogenic HCV 

transmission. These campaigns may also have amplified endemic low-level SIV/HIV-1 

infection, increasing prevalence to the point where sexual transmission could propagate 

the HIV epidemic (Pepin & Labbe, 2008). Whether or not this indeed occurred, it is 

clear that unsafe medical injections and other blood exposures contribute to the spread 

of HIV in Africa. The frequency of occupational needle-stick exposures, combined with 

high HIV prevalence in clinical populations also presents an important risk for HIV 

exposure among African health care workers (Nsubuga & Jaakkola 2005; Reid 2009). 
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2.2.2 Current state of the global AIDS epidemic 

In 2007, during fieldwork for this study, the number of PLHIV worldwide was 

estimated at 33.2 million, with 2.5 million new infections and 2.1 million AIDS-related 

deaths. The region hardest hit was Sub-Saharan Africa, containing 68% of adults and 

90% of children living with HIV, with population HIV prevalence estimated at 5.0% 

(UNAIDS 2007). The global response to the pandemic has made progress: the estimated 

1.8 million new infections occurring in Sub-Saharan Africa in 2011 represented a 25% 

decline in incidence over the preceding decade. Nevertheless, the worldwide burden of 

HIV remains huge: in 2011, 23.5 million people were still living with HIV in Sub-

Saharan Africa (69% of the global total), where the adult prevalence was still 4.9% and 

the number of AIDS-related death was estimated at 1.2 million. The global number of 

PLHIV in 2011 was estimated at 34.0 million, with 2.5 million new infections and 1.7 

million AIDS-related deaths (UNAIDS 2012). 

The global response to HIV has shifted from crisis management to a sustainable 

approach, as gains in prevention have reduced new infections and the global scale-up of 

effective treatment has seen PLHIV living long, productive lives. There is a growing 

need to manage an ageing HIV-affected population (De Cock et al. 2011). Moreover, 

almost all national governments have recognised that an exclusive focus on individual 

sexual behaviour is inadequate for HIV prevention (Schwartlander et al. 2011). 

Identification of social determinants of risk and the effectiveness of cART on reducing 

sexual HIV transmission (Cohen et al. 2011) led to the development of combination 

prevention––evidence-based, behavioural, biomedical and structural interventions, 

developed in partnership with affected communities, addressing both proximate and 

underlying causes of vulnerability to HIV infection within a human rights framework 

(Hankins and de Zalduondo 2010; UNAIDS 2010). Commitment to a comprehensive, 

human rights-based approach to global HIV prevention and care has been formally 

stated in the 2011 UN Political Declaration on HIV and AIDS (United Nations General 

Assembly 2011). 
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2.2.3 Australian response to HIV 

The Australian response to HIV has been largely successful. Although newly 

diagnosed and newly acquired HIV infections continue to increase, estimated adult 

prevalence of HIV remains one of the lowest in the world: 0.1%, compared to 0.2% in 

Canada, 0.5% in the US and Cambodia, and 17.8% in South Africa. Moreover, 

Australia has avoided large-scale HIV transmission amongst people who inject drugs 

(PWID) and sex workers: HIV prevalence in both key populations remains well below 

1% (The Kirby Institute 2012). The collaborative partnership between government, 

health care providers, researchers and affected communities––particularly gay men, sex 

workers, PWID and their advocates––is a key element of this success, although it has at 

time been strained, and other groups have remained somewhat marginalised until 

recently (Bernard et al. 2008; Blewett 1997; Feachem 1995; Hulse 1997; Stimson & 

Rhodes 1997). 

Feachem’s evaluation of the second National HIV/AIDS Strategy, noting the 

small number of infections in the “general community”, recommended decreased 

funding for general community HIV education, in favour of more intensive education of 

affected communities. HIV education was to be integrated or “mainstreamed” into 

broader communicable disease education (Feachem 1995). Several researchers have 

examined the parallel trajectory of HIV-related content in the Australian media, 

describing how initial complacency amongst the general population was challenged by 

emotive, alarmist public health campaigns portraying HIV/AIDS as a threat to all 

Australians, rather than solely gay men and IDU. This was followed by stories focusing 

on bizarre or sensationalised cases of transmission or threat. Subsequently, HIV-related 

material in the mass media focused on HIV abroad, or scientific and technical matters 

distant from the reality of most young, heterosexually active Australians (Lupton 1992; 

Lupton et al. 1993; Newman & Persson 2009). Feachem had noted the increase in 

condom use amongst heterosexually active adults, which occurred during the initial 

intense HIV-related health promotion, directed at the general Australian community, but 

subsequent changes in rates of condom use for heterosexual sex in Australia are difficult 

to ascertain. Condom use at first intercourse was common amongst sexually active 



 23 

apprentices (44% female) surveyed in 1995; mean age at first intercourse was 16 years 

and 70% had used condoms at the time (Grunseit 2004). However, despite high levels 

of knowledge about HIV and STI, almost half of the sexually active high school 

students in 300 schools surveyed 1997 and 2008 reported inconsistent condom use with 

causal partners (Agius et al. 2010). A large survey of Australian adults 2001–2002 

found that 28.9% of male and 30.7% of female respondents had never used condoms 

with casual heterosexual partners in the preceding six months (de Visser et al. 2003). 

Another series of surveys of young adults attending music festivals in Victoria 2005–

2008 found no significant increase in consistent condom use with new partners (50% in 

2006, 57% in 2008, p = .15) or casual partners (63% in 2006, 61% in 2008, p = .44) in 

the preceding 12 months (Lim et al. 2009). This suggests that a substantial minority of 

Australians who have become heterosexually sexually active since the early years of the 

AIDS epidemic are unlikely to perceive themselves as at appreciable risk of HIV 

exposure, being unwilling or unable to avail themselves of the effective HIV avoidance 

strategy of condom use. Feachem’s conclusion that the Australian HIV epidemic 

remained confined to gay men and other MSM may have contributed to the slow 

recognition of increasing rates of heterosexually acquired HIV that have more recently 

attracted more attention (Combs & Giele 2009; Guy et al. 2008). 

2.2.4 Current state of Australian AIDS epidemic 

Approximately 1000 new cases of HIV are diagnosed in Australia annually: an 

increase from 719 in 1999 to 1137 in 2011 (Figure 2‑2). The number of HIV cases 

diagnosed in Australia reached 31 645 by the end of 2011, the number of PLHIV being 

estimated at 24 731.8 Most HIV in Australia is acquired through sex between men (65–

75% between 2003 and 2011). The proportion acquired through heterosexual contact 

rose from 18% in 2003 to 28% in 2010 then fell to 23% in 2011. The rate of HIV 

diagnosis varies between states; the annual rate in Victoria increased in the period 
                                                

8 This figure was later revised to 31689 after merger of national HIV and AIDS databases (Lucky T, 
McDonald A, Wand H, Lam M, El-Hayek C & Wilson D 2013. Merging Australia's national HIV and 
AIDS registries: improving quality and completeness of data. Australian and New Zealand Journal of 
Public Health, 37, 393-394). 
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2003–2011 from 4.1 to 5.7 per 100 000. The number of AIDS cases in Australia 

annually fell dramatically after 1996, with the availability of cART, levelling off at 

approximately 240 between 2001 and 2007 (The Kirby Institute 2012; National Centre 

in HIV Epidemiology and Clinical Research 2009). 

 

 

Figure 2-2 Newly diagnosed HIV infections in Australia 1984–20119 

 

                                                

9 The Kirby Institute 2012. HIV, viral hepatitis and sexually transmissible infections in Australia 
Annual Surveillance report 2012. Sydney: The Kirby Institute, The University of New South Wales 
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2.2.5 HIV treatment in the Australian health care system 

Most PLHIV in Australia, like the majority of Australian residents, have ready 

access to high quality health care. Australia is an affluent country, with a per capita 

GDP ranked eighth in the world (The World Bank 2013a). Politically, Australia is a 

federation of six states and one territory (Australian Government 2013). Health care is 

delivered through a mixture of publicly and privately funded services. The 

Commonwealth ultimately provides most funding, either directly or via state 

governments, which are responsible for the delivery of most health and social services. 

Primary health care is provided mainly by general practitioners (GPs) on a fee-for-

service basis; both primary care and private specialist services are heavily subsidised by 

the public insurer Medicare Australia, which provides partial or complete 

reimbursement for consultation fees to all Australian citizens and permanent residents 

(including refugees); some temporary residents are also eligible for Medicare rebates, 

including some (but not all) people granted temporary visas whilst claims for asylum 

are being assessed (Department of Human Services 2013a). Medicare-ineligible people 

are able to receive emergency inpatient and outpatient care at public hospitals, but may 

be invoiced for the costs of consultations, investigations and treatment; care for chronic 

illnesses often relies on ad hoc arrangements with individual clinics and practitioners. 

Cost of prescription medication is heavily subsidised for all Medicare-eligible patients 

prescribed medications approved by the Therapeutic Goods Administration (TGA) for 

specified indications; however community and hospital pharmacies may charge 

dispensing fees (http://www.tga.gov.au) (Department of Health and Therapeutic Goods 

Administration 2013). Some drugs (including antiretroviral drugs) that are costly or 

used relatively rarely are subsidised through the Highly Specialised Drugs Scheme; 

complementary or alternative medications are not subsidised (Department of Human 

Services 2013b). Access to medications not approved by the TGA for commercial 

distribution in Australia may be possible through prescription by designated clinicians 

under the Special Access Scheme (Department of Health 2013); other avenues are 

participation in clinical trials or by personal importation. 
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Antiretroviral drugs have been used to treat HIV infection since zidovudine 

became available in 1987 (Swanson & Cooper, 1990). Mono- and dual therapy was 

used until 1994; after a period of transition, modern cART regimens became standard 

practice in 1996 (Correll et al. 1998; National Centre in HIV Epidemiology and Clinical 

Research 2009; Smith et al. 2000). Long-term cohort studies of PLHIV on cART in 

Australia have shown an overall standardised mortality rate 3.5 times that of the general 

population (95%CI 3.0–4.0); however after controlling for age, exposure route, prior 

ADI, HBV carrier status, HIV viral load and number of cART regimens, those with 

CD4 counts ≥ 500 cell/µL had a 10-year survival probability not significantly different 

from that of age-matched general population (McManus et al. 2012). 

PLHIV may access GPs, specialists and other health workers through the 

Medicare-subsidised private system; they may also attend publicly funded hospital 

outpatients clinics and sexual health clinics, where doctors, nurses, clinical 

psychologists, nutritionists and other allied health professionals provide a range of care, 

including small (but highly successful) assisted reproduction programs for HIV 

serodiscordant couples (Giles et al. 2011). A survey of 982 PLHIV in Australia found 

that most PLHIV accessed the health system at multiple points to HIV-related care: 

43% used high caseload (s100) GPs, 37% saw specialists, 22% attended sexual health 

clinics, whilst others received inpatient care or saw other GPs. Women and those living 

in outer suburban areas more often saw specialists or attended sexual health clinics, 

compared to men and residents of inner urban areas, who more often saw high-caseload 

GPs. Women also more often saw different doctors for HIV-related and general care 

(Carman et al. 2010). Large surveys of Australian PLHIV show high rates of self-

reported wellbeing and workplace participation (Grierson et al. 2013). PMTCT 

strategies have been very effective (McDonald et al. 2009). 

Some PLHIV encounter difficulties accessing health care due to factors such as 

geographical isolation, poverty and social marginalisation, also affecting Australians 

(Bourke et al. 2012a; Bourke et al. 2012b; Van Doorslaer et al. 2008); this particularly 

affects PLHIV in regional and rural areas, where GPs experienced in HIV medicine 

may be scarce (Mallitt et al. 2013). Australia in 2006 had a population of 20.7 million 
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people in an area of 7.7 million sq km (approximately one third the population of the 

UK in an area more than three times greater) (The World Bank, 2013b; The World 

Bank, 2013c). However, barriers to accessing affordable treatment and support are 

greatest for non-citizens ineligible for Medicare, unless they find clinics (funded by 

governments or charitable organisations) willing to waive costs of consultation, tests 

and medications (Herrmann et al. 2012; Körner 2005; Körner 2007a). 
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3. African migration to Australia 

This chapter provides an overview of African migration to Australia and a 

description of HIV screening undergone by prospective immigrants to Australia, in 

comparison to screening of immigrants to other industrialised countries. 

3.1 Origin and profile of African immigrants in Australia 

3.1.1 Source countries for African migration to Australia 

The first African-born immigrant to Australia was a convict––John “Black” 

Caesar––who arrived in 1788 with the First Fleet, achieving notoriety as Australia’s 

first bushranger (Gillen & Cunneen, 2006). Initial migration from Africa to Australia 

originated mainly from southern Africa (from what is now South Africa and Zimbabwe, 

as well as Mauritius) and Egypt. Refugees arrived from the Horn of Africa (mainly 

Ethiopia, Eritrea and Somalia) and Sudan in the 1990s with subsequent humanitarian 

migration from this region (Figure 3‑1). More refugees arrived from West and Central 

Africa10 in the early 2000s, along with larger numbers of people migrating for 

employment and study from many regions in Africa, mainly former British colonies. 

Approximately 8% (9–11%) of all settlers to Australia in the period 2001–2005, were 

people born in Sub-Saharan Africa, with 1–2% born in North Africa11 (Department of 

Immigration and Citizenship 2008). 

 

                                                

10 Mainly Liberia, Sierra Leone, Rwanda, Burundi and the Democratic Republic of Congo 
11 However, 4–5% of all settlers in the years 2002–2006 were born in North Africa. 
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Figure 3-1 Region of birth for African settlers 1997/98–2006/0712 

 

                                                

12 Australian Bureau of Statistics 2008a. 
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The period 1997–2007 saw most settlers from Southern and Eastern Africa arrive 

via the skilled stream, most of those from North Africa being humanitarian entrants. 

The International Organisation for Migration (IOM) and the Office of the United 

Nations High Commission on Refugees (UNHCR), plan humanitarian migration in 

consultation with signatories to the UN Convention on Refugees (including Australia). 

Australia accepted approximately 8000–10000 humanitarian entrants per year (6–11% 

of all settlers) in the period 1997–2008, although this number rose to approximately 13 

000 per year (9–11% of all settlers) in the period 2004–2007. One percent of the 

Australian population in 2006 was born in Africa––mainly Southern and Eastern Africa 

(72%), followed by North Africa (23%) and Central/West Africa (5%). The most 

frequently recorded African countries of birth in the 2006 Census were South Africa 

(42%) and Egypt (14%), followed by Zimbabwe (8%), Sudan (8%), Kenya (4%) and 

Ethiopia (2%). Less than 2% came from other African countries. Most African-born 

Australian residents lived in mainland metropolitan areas (Sydney 28%, Melbourne 

24%, Perth 16%, Brisbane 10%, Adelaide 4%, Canberra 1% and less than 1% in Hobart 

and Darwin); only 17% lived outside state and territory cities (Australian Bureau of 

Statistics 2007). 

3.1.2 Demographic profile of African immigrants in Australia 

The Department of Immigration and Citizenship provided demographic 

summaries by country of birth, based on the 2006 Census 

(http://www.immi.gov.au/media/publications/statistics/comm-summ/). Key African 

Australian populations from Southern and East Africa (South Africa, Zimbabwe, 

Mauritius and Kenya) could thus be compared to those from North Africa (Egypt and 

Sudan) and from the Horn of Africa (Ethiopia, Eritrea and Somalia) as well as with 

Australian-born residents. 

African settlers tended to be younger than the Australian-born population (median 

age 46.8 years); this was particularly marked for those from Sudan (median age 24.6 

years) and Somalia (median age 29.3 years); however, settlers from Mauritius (median 

age 48.2 years) and Egypt (median age 55.4 years) were older. Income and employment 
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varied widely between groups of African settlers. The median weekly income of those 

from South Africa (AUD $708), Zimbabwe (AUD $705) and Kenya (AUD $563) was 

substantially higher than that of Australian-born residents (AUD $488), which was in 

turn higher than that of residents born in Ethiopia (AUD $342), Eritrea (AUD $317), 

Somalia (AUD $214) and Sudan (AUD $231). Workforce participation by settlers from 

the Horn of Africa was below that of other African-born and Australian-born residents. 

The unemployment rate was high amongst residents born in Ethiopia (14%), Somalia 

(31%) and Sudan (29%), compared to rates amongst residents born in Egypt (6%), 

Mauritius (6%), Kenya (6%), South Africa (4%) and Zimbabwe (5%), which were 

comparable to or lower than that amongst Australia-born residents (5%) (Department of 

Immigration and Citizenship, 2010a–c, e–i). 

3.1.3 Impact of “White Australia” policy on African immigration 

“Non-European” immigration to Australia was initially prevented by the 

Immigration Restriction Act 1901; these restrictions were eased in 1952 and removed in 

1973 (Department of Immigration and Multicultural Affairs 2001). Ethnicity and race 

data are not collected in Australian migration statistics. Census data does not include a 

“race” category, but data on ancestry, language spoken at home, English fluency and 

religion are collected. Ancestry was difficult to ascertain from 2011 Census data: the 

questionnaire allowed up to two ancestry responses and many respondents provided 

ancestry data referring to nationality, rather than ethnicity. However, a third of those 

born in South Africa described their ancestry as English (24%), Scottish (5%) or Dutch 

(4%). Similarly, most of those born in Zimbabwe described their ancestry as English 

(36%) or Scottish (8%), with 19% reporting Zimbabwean and 7% African ancestry. The 

ancestry of Mauritian-born settlers was unsurprisingly diverse (Mauritian 49%, French 

23%, Chinese 7%, Indian 5%, Other 37%) as was that of Kenyan-born (English 23%, 

Indian 22%, Kenyan 13%, Sudanese 6%, Other 13%) and Egyptian-born (Egyptian 

41%, Greek 16%, Italian 8%, Maltese 6%, Other 30%). Ancestry of those born in the 

Horn of Africa was even more difficult to interpret, since most gave a nationality that 

was ethnically ambiguous, apart from those born in Somalia, of whom 76% gave their 

ancestry as Somali. Languages spoken were diverse. Most African settlers reported high 
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levels of English fluency; the countries of origin associated with the highest proportions 

of poor English proficiency amongst those speaking languages other than English 

(LOTE) at home were Eritrea (76%) and Sudan (67%). Most African settlers professed 

some form of Christianity, apart from those born in Eritrea (58% Muslim) and Somalia 

(95% Muslim). Notably, only a small proportion of African settlers professed “no 

religion”, in contrast with the 19% of Australian-born who did so. African countries of 

birth having the highest proportion of settlers professing “no religion” were South 

Africa (12%), Zimbabwe (12%) and Kenya (10%); the corresponding proportions 

amongst respondents from other African countries were 1.5–3%, apart from Somalia 

(0.5%) and Sudan (0.4%). South African-, Zimbabwean- and Kenyan-born people 

settled across Australia, but Victoria (having 24% of Australia’s total population) 

contained high concentrations of some groups, including the majority of those from 

Somalia (61%), Eritrea (61%) and Ethiopia (55%), half of those born in Mauritius 

(50%) and sizeable minorities of those born in Egypt (35%) and Sudan (33%) 

(Department of immigration and Citizenship, 2012a–s). 

Although not subjected to statistical analysis, these demographic summaries 

indicate that migrants to Australia from Southern and East Africa were mainly English-

speaking, Christian/secular migrants of British/European descent, who settled across 

metropolitan Australia (mainly Sydney, Perth and Melbourne) and were able to 

participate in the Australian labour force and attain fairly reasonable incomes. This 

suggests that they did not form discrete or isolated communities, although available data 

did not allow exploration of social inclusion or integration with other Australian social 

networks. It is impossible to draw strong conclusions from these data, since multiple 

ancestries were reported. Moreover, although informal prejudice against some African 

settlers undoubtedly existed in Australia, the social (racial) categories in the source 

countries (particularly South Africa and Zimbabwe) may not have had exact Australian 

social correlates, due to the absence of formal racial or ethnic discrimination in current 

Australian law (apart from that relating to indigenous status). 

These demographic characteristics also suggest that, compared to Southern and 

East African migrants, settlers from the Horn of Africa and North Africa were more 
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often speakers of LOTE, had varying English proficiency and were of diverse ancestry 

(African, Middle Eastern and European); they included both Christians (Orthodox and 

other) and Muslims, but were much less likely to lack some religious affiliation. Their 

participation in the Australian workforce was lower and they had lower incomes. These 

characteristics, together with the smaller absolute numbers and higher proportion of 

humanitarian entrants, suggest that settler from the Horn of Africa and North Africa 

may have been more likely to develop smaller, more isolated communities, less 

integrated with Australian social networks. These demographic trends and their 

implications have been more fully discussed elsewhere (Hugo 2009). 

3.1.4 Demographic profile of Victoria’s African communities 

Victoria, the second most populous state in Australia, included almost five million 

people in 2006. The overwhelming majority of Victoria’s African settlers lived in 

metropolitan Melbourne. Approximately 64 300 people (1% of the state’s population) 

were born in Africa, of whom 39% were from North Africa, 11% from the Horn of 

Africa and 59% from other parts of Sub-Saharan Africa. The commonest African 

countries of birth in Victoria were: South Africa (30%), Egypt (18%), Mauritius (14%), 

Sudan (10%), Ethiopia (5%), Somalia (4%), Zimbabwe (4%), Kenya (3%), Eritrea (2%) 

and the Seychelles (2%) which together accounted for over 90% of all African-born 

Victorian residents in 2006.  Settlers from the Horn of Africa included speakers of 

Amharic, Tigrinya, Oromo and Somali, whilst those from Sudan included speakers of 

Arabic, Dinka, Nuer and numerous other languages. Egyptians (18% of all African-

born), mainly Arabic-speakers, were mostly (49%) Coptic Orthodox Christians or 

Catholics (26%). Settlers from Ethiopia, Eritrea and Sudan professed Islam or a variety 

of Christian denominations, but almost all those from Somalia were Muslim (Australian 

Bureau of Statistics 2007). Only a minority (10%) of Egyptian-born Australian residents 

professed Islam: a reversal of the proportions of these religious affiliations in Egypt 

(Department of Immigration and Citizenship 2010a). 
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3.1.5 Changing patterns of African immigration to Australia 

African migration to Australia and Victoria continued to increase after fieldwork 

for this study was completed in November 2006. Broad demographic trends are 

indicated by the comparison of results from the 2011 Census. Between 2006 and 2011, 

the total African-born population of Australia increased by 36%, to 337 821 persons, far 

outstripping the 8% increase in the total Australian population. The greatest 

proportionate increase occurred amongst those originating from Central/West Africa, 

whose population grew by 80% (8990 persons). However, the largest absolute increase 

occurred amongst those originating from Southern and Eastern Africa, whose 40% 

population growth represented 71 704 persons. The North African-born population 

increased by 15% (8428 persons. These trends were reflected in Victoria, where the 

African-born population increased by 26% whilst overall Victorians population growth 

was 9%. The Central/West African-born population grew by 88% (1676 persons); the 

largest absolute increase occurred amongst Southern and Eastern African-born people, 

who increased by 30% (12 828 persons), followed by North African-born people, who 

increased by 12% (2243 persons) (Australian Bureau of Statistics 2007; Australian 

Bureau of Statistics 2013a; Australian Bureau of Statistics 2013b). 

3.1.6 Ethnicity and HIV epidemiology in Australia’s African immigrant 

population 

The paucity of ethnicity data in Australian migration and census statistics limits 

speculation about the implications of changing patterns of migration from Africa to 

Australia. However, it seems likely that changes in temporary and permanent African 

migration, together with ethnic differences in HIV epidemiology within southern and 

eastern Africa, might lead to changes in the epidemiological profile of African-born 

HIV cases in Australian surveillance figures, if sufficiently detailed demographic data 

collection and analysis were undertaken. For example, differences between “White” and 

“Black” populations in South Africa with respect to relative proportions of PLHIV 

exposed heterosexually and through sex between men, might lead to changes in the 
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proportions of these two exposure categories amongst African-born HIV cases 

diagnosed in Australia (Chapter Six). 

3.2 HIV screening of immigrants to industrialised countries 

The globalisation of HIV/AIDS has coincided with the globalisation of economies 

and a general increase in population mobility. National governments view healthy, 

skilled migrants as a resource, but asylum seekers, refugees and those with chronic 

illness, as a burden (Kofman 2005). Debates about the merits of an inclusive approach 

to immigrant PLHIV, with respect to travel, citizenship and access to health care have, 

inevitably, concerned emigration from Africa (Bredström 2009; Ingram 2008; Power 

2004; Raimondo 2003; Wald 2008; Worth 2006). This African migration-HIV discourse 

has been more prominent in Western Europe than Australia, but complacency seems 

inadvisable, given the sporadic appearance in Australian media, of stories depicting 

African PLHIV as threats to heterosexual Australia.13 

3.2.1 HIV screening of migrants to Australia 

People intending to reside in Australia must pass a health requirement. Systematic 

Australian immigration HIV screening has occurred since December 1989 (Magnusson 

1995). At the time of this study, prospective migrants tested for HIV included: all adults 

and some children intending to reside in Australia permanently; students from Sub-

Saharan Africa intending to remain in Australia for more than 12 months; some health 

care professionals and students and some children (Department of Immigration and 

Citizenship 2007). Importantly, this policy of screening and debarment of visa 

applicants with HIV was explicitly “not intended to have a significant impact on the 

spread of HIV infection,” but to contain costs to the Australian health care system, by 

preventing entry of individuals likely to require expensive treatment during their stay 

                                                

13 “Man charged with knowingly spreading HIV.”ABC News 2010, 25 May, retrived from 
http://www.abc.net.au/news/stories/2010/05/25/2908964.htm; Medew J 2007, ‘Known HIV carrier infects 
"lover"’, The Age, 11 July, Sect. 9; Metlikovec J 2007, ‘PM wants HIV migrant ban’, Herald Sun, 14 
April, Sect. 13. 



 36 

(Department of Community Services and Health 1989). There is no set quota for the 

granting of visas to PLHIV. 

Medical examinations for the assessment of visa applicants against the health 

requirement are conducted by designated doctors, in Australia and abroad (Department 

of Immigration and Border Protection 2013a). Importantly, individuals who arrive in 

Australia on temporary visas might not undergo HIV screening until they apply for 

permanent residency or for a temporary visa for which HIV screening is required, as 

described above (Department of Immigration and Border Protection 2013b; Department 

of Immigration and Citizenship 2007; Medibank Health Solutions 2013). A waiver of 

the requirement may be granted if the rejected applicant offers and economic benefit to 

Australia, is subject to “humanitarian considerations” or has very close family 

relationships in Australia. The temporary and permanent visa classes eligible for a 

waiver at time of this study included most visa classes for which temporary and 

permanent migrants from Africa would apply (Lack et al. 2007). However, most 

applicants found to have HIV are not granted a visa––only 21 (6.3%) of 334 

applications for health waivers from people with HIV in the period July 2005–June 

2006 were successful (Patterson, G; personal communication).14 

The waiver may be granted on the condition that an employer undertakes to pay 

the associated health care costs of applicants for some educational and business long 

stay visas; alternatively, the immigration minister may decide that health care costs will 

be absorbed by the Australian community (spouse, child and humanitarian visa 

applicants). An audit of the administration of the Health Requirement of the Migration 

Act released in 2007 found that, in the period 2004–2005 approximately 9% of the 1224 

persons failing the health requirement did so due to HIV (Figure 3‑2). Of those rejected, 

536 were recorded as eligible for a health waiver, but records were so incomplete that it 

was impossible to determine whether requests for waivers had been made or granted in 

                                                

14 Paterson, G. 14 December 2006 (Department of Immigration and Citizenship). Personal 
communication Re: Human Immunodeficiency Virus (HIV) Statistics Report: Period from 2005-07-01 to 
2006-06-30. 
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71% of the eligible cases. The proportion of people with HIV among the 156 persons 

granted a waiver of the health requirement was not reported (Lack et al. 2007).

 

Figure 3-2 Australian immigration health assessments and waivers 2004–200515 

                                                

15 Lack S, Geue A, O'Connell E, Kelly P & Slattery D 2007, Administration of the health 
requirement of the Migration Act 1958, Australian National Audit Office. Commonwealth of Australia 
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Some visa applicants may be granted a visa on the condition of entering a health 

undertaking with DIAC. This is an undertaking that the applicant will contact the Health 

Undertaking Service within a specified period of time after entering Australia, at which 

point the visa holder is directed to attend an approved clinic if the intended length of 

stay in Australia is greater than one month. The 2007 audit criticised DIAC for its lack 

of clarity about which conditions and cases were appropriately handled by this process 

and noted that compliance with health undertakings was poorly monitored. Over 90% of 

health undertakings in the period between 2001–2001 and 2005–2006 concerned TB; 

the remainder concerned HBV, HCV, leprosy and other conditions; it was not reported 

whether these “other conditions” included HIV. Both the medical examinations 

performed by the panel doctors and the panel doctors themselves are regularly audited 

by DIAC. Integrity concerns do not appear to be common: of the examinations 

conducted in June 2006, 498 (3%) raised integrity concerns during audit. Most (54%) 

were due to incomplete documentation; however, 38% involved “identity concerns 

involving the applicant”, which may have included test results (including HIV tests) that 

were not those of the individual making the application. (Lack et al. 2007). 

The issue of migration and HIV is becoming more pressing for many countries, 

including those in which access to appropriate HIV treatment and support is clearly an 

issue of legislation and administration, rather than drug availability. In recognition of 

this trend, the health of immigrants with HIV was an early focus of the Infectious 

Diseases Society of Ireland (Hargreaves 2008), whilst the newest Australian national 

HIV strategy has included amongst its key populations “people originating from or 

travelling to, regions of high HIV prevalence (Department of Health and Ageing 2010). 

UK government health services ceased charging overseas visitors for HIV treatment in 

2012, citing the public health benefit of removing barriers to testing and treatment for 

HIV (Department of Health 2012). However, many countries still maintain restrictions 

on the entry and residence of foreign nationals diagnosed with HIV (Lazarus et al. 

2010). 
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3.2.2 HIV screening of migrants to other industrialised countries 

Screening of migrants and temporary entrants differs widely between 

industrialised countries. UNAIDS and IOM have issued a joint statement that no public 

health justification exists for either restricting the international movement of PLHIV or 

the blanket exclusion of the entry of PLHIV on economic grounds. The statement also 

emphasised the importance of voluntary, confidential screening, respect for human 

rights, individual case assessment, and due legal process (UNAIDS & IOM 2004). 

However, 59 of 167 countries surveyed in 2008 had HIV-related travel restrictions that 

fell short of the standard set by the UNAIDS/IOM statement (UNAIDS 2009). 

Canada and New Zealand, like Australia, screen for HIV amongst applicants for 

permanent and long-stay temporary visas, seeking to limit the residence of individuals 

deemed to impose an economic burden on society due to the cost of care for their 

illness; however, New Zealand grants permanent residency each year to a specified 

number of PLHIV recognised as refugees (Citizenship and Immigration Canada, 2013a; 

Citizenship and Immigration Canada 2013b; Garmaise & Elliott 2013; Government of 

New Zealand 2013). 

Some countries require HIV testing of visitors after a certain period of time, 

including Norway, and some states within Germany; others require HIV testing based 

on occupation, such as Italy and Greece (sex work) and Israel (any work). Sweden 

imposes a legal responsibility to seek HIV testing and medical advice if HIV infection 

“is suspected”, whilst Israel requires visitors from “high prevalence countries” to be 

tested. Countries without HIV-related restrictions on entry or residence include: the UK, 

France, Spain, Portugal, Denmark, Finland, the Netherlands, Belgium, Switzerland and 

Japan. With the exception of Japan and Denmark, these countries have substantial HIV 

epidemics including a high proportion of migrants with rights of citizenship or 

permanent residency. (Chang et al. 2013; Lazarus et al. 2010; UNAIDS 2009; Wiessner 

& Haerry 2013). The US, in 2010, lifted a longstanding ban on the entry of PLHIV 

(Department of Health and Human Services and Centers for Communicable Disease 



 40 

Control 2009; Wasem 2011), leaving South Korea the only OECD country to deny 

entry based on HIV status (Chang et al. 2013; UNAIDS 2009). 

Several European countries have recommended HIV screening of migrants and 

ethnic minorities, based on perceived higher risk or concerns about access to timely 

diagnosis. Some countries recommend the offer of HIV screening to all migrants 

(Belgium, Bulgaria, Denmark, Finland, France, Greece, Iceland, Lithuania, 

Luxembourg, Netherlands, Norway, Poland, Romania, Slovakia, Sweden, Switzerland 

and the UK) (Alvarez-del Arco et al. 2013). Other countries recommend the offer of 

HIV screening to African migrants, either specifically or included amongst “migrants 

from high prevalence countries”; such countries include Bulgaria, Denmark, France, 

Greece, Luxembourg, Netherlands, Norway, Sweden, Switzerland and the UK. France 

and the UK recommend systematic screening of such migrants. In some of these 

countries (Bulgaria, Greece, Netherlands), sexual partners of migrants from Africa (or 

high prevalence countries) are included amongst groups for whom screening is 

recommended (Alvarez-del Arco et al. 2013; European Centre for Disease Prevention 

and Control 2010); this approach resembles that of the Australian HIV screening 

guidelines (HIV Testing Policy Steering Group and Ministerial Advisory Committee on 

AIDS Sexual Health and Hepatitis HIV/AIDS and Sexually Transmissible Infections 

Subcommittee and Intergovernmental Committee on AIDS Hepatitis and Related 

Diseases 2006). 
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4. HIV and African migrants in industrialised countries 

Australian research concerning HIV and African immigrants has been scarce. 

However, recent years have seen an increasing interest in this population. Australian 

researchers have identified some important clinical and psychosocial issues amongst 

African Australian PLHIV, but few have yet examined risk factors for HIV acquisition. 

Meanwhile, African communities are only just beginning to actively engage in the 

response to HIV in Australia. 

The Organisation for Economic Cooperation and Development (OECD) includes 

Australia and other wealthy, industrialised nations that have attracted increasing 

migration from Africa due to historical links and economic opportunities.16 Most OECD 

members have systems for surveillance of HIV and AIDS. African and other migrants 

have become populations of interest in surveillance, enabling comparisons between the 

Australian situation and that in other industrialised countries. 

A search of the online database ISI Web of Science 

(http://scientific.thomson.com/products/wos/) was carried out in November 2006, using 

the search terms “HIV”,“AIDS”, “Africa”, “African”, “Europe”, “Israel”, and the names 

of each of the OECD countries (as of November 2006), and their adjectival derivatives 

(e.g. “United Kingdom”, “UK”, “England”, English”, “Scotland”, “Scottish”, Wales”, 

“Welsh”, and “British” were used to search for articles pertaining to the United 

Kingdom) (Organisation for Economic Co-operation and Development 2010). The 

French acronyms “HVI” and “SIDA” were not used. Titles and abstracts of records 

retrieved by the search were read to identify papers focusing on HIV in OECD countries 

or Israel, in which African immigrants were identifiable as a distinct group in the data 

collection and analysis. Articles were excluded if African immigrants were unable to be 

identified as a distinct group; many articles excluded concerned “Black” populations in 

the United States. The key themes concerning the prevention and care of HIV infection 
                                                

16 Israel is not a member of the OECD, but shares many characteristics with OECD member nations 
and has received a significant number of immigrants from Africa––mainly Beta Israel (Ethiopian Jews) 
and some Falash Mura granted permission to migrate from Ethiopia under the Israeli Law of Return. 
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in African immigrant populations were identified using data on the incidence, 

prevalence, and risk factors for HIV infection, demographic characteristics of African 

immigrants with HIV, stage of illness at diagnosis of HIV infection, virological 

characteristics of HIV strains, patterns of HIV-related illness, response to therapy, and 

the social/political context of HIV and AIDS in African immigrant populations. Five 

hundred articles were retrieved, of which 435 were included. Analysis of these studies, 

identified several themes: the contribution of African immigrants to the AIDS 

epidemics of OECD countries and Israel; the prevalence of HIV among African 

immigrant populations; the time, place and route of exposure to HIV; pathways to 

diagnosis of HIV infection; access to treatment and the social context of HIV in African 

immigrant communities. These themes guided the formulation of the questions 

addressed by the current study. During the course of the fieldwork and subsequent 

analysis, periodic searches were undertaken using the same search criteria, to identify 

newly-published studies. 

The search strategy was repeated in April 2012 (after completion of fieldwork and 

data analysis) and again in October 2013, limited to articles published before April 

2012. This search retrieved 1363 articles (an additional 863 articles) using the same 

selection process. Additional articles were then sought to explore lines of enquiry: late 

diagnosis; risk perception; epidemiology, social supports and theories of stigma and 

discrimination. Surveillance reports of HIV and AIDS surveillance in each OECD 

country were sourced directly, to ascertain number of African immigrants amongst 

cases. Further limited searches were undertaken concerning HIV molecular 

epidemiology, particularly amongst African immigrants in industrialised countries. 

The Australian scientific literature concerning HIV and African migration 

included some analyses of HIV and AIDS surveillance data, some virological studies, 

some small medical anthropological studies, surveys of African migrant knowledge and 

understanding about HIV and media content analysis. A more substantial literature 

existed concerning HIV and African migrant and diaspora populations in the 

industrialised countries of Europe and North America. This literature grew substantially 

over the course of this study, in both volume and complexity, moving from simple 



 43 

descriptive clinical studies and narratives to sophisticated multi-disciplinary studies that 

subjected clinical and epidemiological data to scrutiny from a variety of critical 

perspectives. 

An overview of the Australian literature is provided, followed by a review of the 

international literature, discussing major lines of enquiry, empirical findings and 

theoretical contributions to the understanding of the epidemiology of HIV in African 

immigrant populations in industrialised countries. The applicability of these 

developments to the Australian setting is considered, revealing several areas in which 

greater understanding is needed in order to more effectively prevent HIV infections 

amongst members of African communities in Australia and Victoria in particular and to 

improve the care and support provided to African Australians living with HIV. 

4.1 African migrants in Australian HIV surveillance and research 

Country of birth has been recorded for newly diagnosed cases of HIV infection in 

Australia since 2002. The number of people born in Sub-Saharan Africa diagnosed with 

HIV each year ranged from 73 to 121 in the period 2007–2011, comprising 7–11% of 

annual diagnoses, or 8% overall.17 The estimated annual population diagnosis rate for 

people born in Sub-Saharan Africa peaked at 37.1 per 100 000 in 2010 then declined to 

27.3 in 2011. The rate amongst Australian-born population declined to 4.0 per 100 000 

in 2009–2010 then increased to 4.5 in 2011 (Table 4‑1). Australian residents born in 

Australia and other low-prevalence countries who acquired HIV through heterosexual 

contact with partners born in Sub-Saharan Africa accounted for 53 (1%) of all 5317 

HIV infections diagnosed in Australia 2007–2011 (The Kirby Institute 2012). 

 

                                                

17 This excludes people born in Sudan, which is categorised within the Middle East/North Africa 
region. 



 

44 Table 4-1 New HIV cases in Australia 2007–2011: number & age-standardised rate/100 000 population18 by year of diagnosis & region 
of birth 

Region of birth

No. Rate No. Rate No. Rate No. Rate No. Rate

Australia 607 4.4 575 4.1 564 4.0 562 4.0 628 4.5

Other Oceania 34 4.4 60 8.9 48 6.6 44 6.3 60 7.7

UK/Ireland 45 4.3 49 4.8 58 6.2 42 4.2 57 5.0

Other Europe 36 6.7 35 5.2 46 7.5 53 7.7 51 8.5

Middle East/North Africa 18 4.8 6 1.9 21 5.9 13 3.3 16 5.7

Sub-Saharan Africa 73 27.9 98 30.7 115 36.3 121 37.1 86 27.3

Asia 134 5.3 115 4.3 149 6.3 157 6.3 165 6.9

North America 15 9.8 14 9.4 15 10.5 17 12.0 16 11.8

South/Central America* 28 19.5 24 15.8 21 14.9 18 13.9 31 20.7

Not reported 61 … 37 … 28 … 24 … 27 …

Total 1051 … 1013 … 1065 … 1051 … 1137 …

*Includes Caribbean

2007 2008 2009 2010 2011

 

                                                

18 Population estimates from country of birth and age group by Australian Bureau of Statistics 
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Australian research into HIV and African immigrants has included analyses of 

surveillance data and virological diversity, qualitative studies of the lived experience 

and social context of HIV in people from culturally and linguistically diverse (CALD) 

backgrounds and a survey of HIV-related knowledge and understanding amongst 

African immigrant women. 

Late diagnosis appears to be an important issue, although a consistent association 

between African origin and late diagnosis has not been demonstrated. Several aspects of 

HIV exposure remain unclear, including the relatively high rate of HIV diagnosis 

among African-born Australian residents despite systematic HIV screening of 

prospective migrants. Clinical issues include increased risk of TB and perhaps other 

opportunistic infections, although the clinical characteristics of African-born PLHIV in 

Australia and their response to cART have yet to be described. The adverse impact of 

HIV-related stigma on access to care and support after diagnosis highlights the 

importance of social determinants of sexual health. However, the relationships between 

African identity and migration history to stigma and the social context of HIV in 

Australia remain largely unexplored. 

4.1.1 Australian studies of HIV surveillance 

Analyses of HIV/AIDS surveillance data in Australia have described demographic 

and epidemiological characteristics of African immigrants diagnosed with HIV and 

suggested an association between region of birth and late HIV diagnosis. Analyses of 

surveillance data have also revealed changes in the epidemiology of HIV. Despite the 

predominance of transmission within Australia through sex between men, increasing 

numbers of HIV cases are heterosexually acquired infections diagnosed in people 

migrating to Australia and Australian residents travelling abroad. 

Dore’s analysis of 4629 adult AIDS cases notified in Australia 1992–1998 

showed that Sub-Saharan African region of birth was associated with increased risk of 

TB, decreased risk of PCP, and delayed HIV diagnosis (Dore et al. 2001). TB 

prevalence was higher amongst Sub-Saharan African-born than Australian cases (23% 



 46 

vs 1%). Dore’s study also identified demographic and epidemiological differences 

between Sub-Saharan African-born and Australian-born AIDS cases: the Sub-Saharan 

African group contained a higher proportion of females (23% vs 4%), a lower 

proportion of MSM (33% vs 85%) and a higher proportion with heterosexual exposure 

(59% vs 5%).19 Multivariate analysis, adjusted for duration of residence, showed Sub-

Saharan African region of birth was significantly associated with increased risk of TB 

and decreased risk of PCP.20 Increased risk of cryptococcosis and decreased risk of 

oesophageal candidiasis were not significant after adjustment for duration of residence 

in Australia. A higher proportion (46%) of those born in Sub-Saharan Africa had 

delayed diagnosis,21 compared to Australian-born (18%), but the study did not explore 

this question in detail. Of note, the proportion of MSM (33%) amongst Sub-Saharan 

African-born AIDS cases was higher than the 1–11% noted among African migrants 

with HIV in Europe. However Dore’s study was limited by small sub-group size: only 

66 (1.4%) of cases were born in Sub-Saharan Africa, of which half lacked a recorded 

year of arrival in Australia. 

Interestingly, another analysis of Australian AIDS diagnoses by McDonald et al. 

failed to demonstrate an association between late presentation of HIV and Sub-Saharan 

African region of birth. McDonald’s analysis included 5114 of 5329 AIDS cases with 

recorded date of HIV diagnosis, notified 1992–2001 (McDonald et al. 2003). Late 

diagnosis was associated with birth in Asia (aOR 2.18, 95%CI 1.30–3.66), but not in 

Sub-Saharan Africa (aOR 1.73, 95%CI 0.88–3.40). This study included almost all 

Australian residents with diagnosed AIDS, but the number of African migrants was 

small and the applicability of these results to the population of PLHIV in later years, 

including African immigrants arriving after 2001, is uncertain. 

Guy et al. analysed 12 313 new cases of HIV notified in Australia 1993–2006. 

Guy’s studies focused firstly on differences between the various states and territories 

                                                

19 The statistical significance of these differences is unclear, as p values were not reported. 
20 Amongst those living in Australia for less than 11 years. 
21 HIV diagnosis within three months of AIDS 
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regarding trends in the rates of new diagnoses (Guy et al. 2007); and secondly on 

associations between exposure route, region of birth, late presentation and rates of 

diagnosis (Guy et al. 2008). The proportion of heterosexually acquired HIV cases 

significantly increased from 15% in 1993–199 to 20% in 2000-2006, numbering 2199 

(18% of new cases overall), of whom 1060 (48%) were female. This number was still 

fairly small, limiting statistical analysis of trends. Many heterosexually acquired cases 

were linked with high prevalence countries in Asia and Africa: 53% of males and 52% 

of females were either born in or had a partner from, high prevalence countries. 

However, the number of African migrants amongst these cases was not reported and the 

relative contributions of heterosexual transmission within Australia, immigration of 

PLHIV and overseas HIV acquisition by Australian residents were unclear. 

Horyniak et al, analysing Victorian surveillance data, studied 3111 new cases of 

HIV notified 1994–2007, of which 124 (4%) had been diagnosed abroad and 212 (7%) 

in other Australian states. Of the 124 persons diagnosed with HIV who were born 

overseas, 20 (16%) were born in Sub-Saharan Africa. Horyniak’s study focused on 

general trends of interstate and international migration to Victoria, with little detail 

about particular regions of birth. The figures gave no indication of patterns of 

transmission or exposure, but reflected interstate movement of PLHIV and highlighted 

the need to consider domestic migration patterns when reporting and interpreting state 

HIV surveillance figures (Horyniak et al. 2009). 

In contrast, Combs et al. analysed state-level data from Western Australia, 

showing an increased proportion of heterosexually acquired and female cases of HIV, 

many of which were associated with Sub-Saharan Africa. Newly diagnosed HIV 

infections 2002–2006 included 258 non-Aboriginal residents of Western Australia 

(Combs & Giele, 2009). Of these cases, 42% (64 male and 43 female) were 

heterosexually acquired. Most heterosexually exposed men were born in Australia or 

another low-prevalence country, but exposed abroad (generally in Sub-Saharan Africa 

and South East Asia). Most heterosexually exposed women were born and exposed in 

high prevalence countries. Most people from Sub-Saharan Africa diagnosed with HIV 

in Western Australia were exposed in Sub-Saharan Africa, but the study could not 
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distinguish between people migrating with a known diagnosis of HIV and those 

exposed overseas after initial migration to Australia; neither did the paper report the 

number of overseas-born people exposed in Australia after initial migration. This 

suggests a need for further research, as timing of exposure with respect to migration 

might influence the focus of potential HIV prevention interventions amongst mobile 

populations in Western Australia. 

4.1.2 Australian studies of HIV virological diversity 

Few Australian virological studies of HIV have focused on migration or other 

forms of population mobility. None have specifically studied the virology of HIV 

among African migrants in Australia. Herring et al. used heteroduplex mobility assay 

(HMA), followed by sequencing and phylogenetic analysis, to examine the relationships 

between subtype and the route and location of HIV exposure in a single-centre study of 

141 patients attending a clinic in New South Wales 1993–2002 (Herring et al. 2003). 

Non-B HIV-1 subtypes were associated with heterosexual acquisition (p < .001) and 

overseas contact (p < .001). Exposure in Africa was recorded in 14 (58%) of the 24 

heterosexually exposed people with non-B subtypes, but not heterosexually exposed 

people with subtype B. Almost all (94%) of the 47 MSM had subtype B and 40 (85%) 

were exposed in Australasia. Three MSM had non-B subtypes: two were exposed in 

Asia and one in an unknown location. Apart from the clear association between subtype 

B and MSM exposure, the analysis of this small, selected sample is inadequate as a 

basis from which to make inferences about the distribution of HIV subtypes in the 

Australian population of PLHIV. Notably, region of birth was not reported, limiting the 

potential for results to inform HIV prevention efforts directed at mobile populations in 

Australia. 

Ryan et al., in a small study of HIV amongst ethnic Vietnamese-Australian IDU 

in Melbourne, demonstrated the potential value of combining epidemiological and 

phylogenetic data to distinguish between separate but overlapping transnational clusters 

of HIV acquisition and transmission that cut across demographic and epidemiological 

categories (Ryan et al. 2004). Such investigations may inform more focused HIV 
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prevention initiatives in future; however, no such study has been undertaken with 

African migrants living with HIV in Australia. 

4.1.3 Lived experience and social context of HIV in Australia 

Several qualitative studies of CALD PLHIV in Australia have explored pathways 

to diagnosis, subjective lived experience after diagnosis, the social context of HIV, and 

the approach to clinical issues arising after diagnosis. Some have included African 

Australians, but none have focused specifically upon this population. 

Körner undertook a qualitative inquiry exploring factors related to delayed 

presentation among CALD PLHIV in New South Wales, revealing issues of stigma, 

discrimination and structural challenges to maintaining health and wellbeing (Körner 

2005; Körner 2007a). Körner deliberately avoided a focus on any one ethnic group, 

seeking to identify commonalities between experiences of 29 people from a variety of 

cultural backgrounds outside the dominant Anglo-Celtic culture of Australia; 

participants included people from African, Asian, Pacific Islander, Southern European 

and South American backgrounds attending a multicultural health service, diagnosed 

with HIV 1984–2003. Twelve were permanent residents or Australian citizens and nine 

had uncertain immigration status at the time of the study. 

Participants reported low self-perceived risk of HIV prior to diagnosis, due either 

to lack of knowledge about HIV or lack of self-identification with risk group 

stereotypes. Gender norms and straitened economic circumstances, as well as multiple 

intersecting physical and psychological stressors, delayed their presentation to health 

services or suggested alternative explanations for symptoms. This increased their shock 

at receiving the HIV diagnosis (Körner 2007b). These results paralleled those of studies 

with African immigrant populations in other industrialised countries (see below), 

However, the broad focus of the study and diversity of participants precluded 

investigation of any relationship between African identity and the challenges 

encountered living with HIV in Australia. 
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The influence of the media on the social context of HIV for immigrants in 

Australia, particularly those from Africa, was examined through two content analyses. 

Persson and Newman examined articles about HIV appearing in a “relatively sober” 

quality broadsheet newspaper (The Sydney Morning Herald) in the period 2000–2005, 

using thematic analysis to explore the construction of heterosexuality in relation to HIV, 

with particular focus on criminal prosecution for HIV-related offences (Persson & 

Newman, 2008). Analysis revealed a racialised discourse about normative 

heterosexuality, featuring Anglo-Australian women as “innocent victims” and implicitly 

defining Anglo-Australian heterosexual masculinity through negation of alternatives: 

primarily irresponsible or manipulative African immigrant men, marked by their black 

skin and presented as predators bearing infection that threatened Anglo-Australian 

women (and indirectly, Anglo-Australian heterosexual society as a whole). As 

presented by these researchers, such a discourse seemed likely to produce social 

conditions inhibiting free disclosure of HIV status by African migrant men living with 

HIV, despite its central theme of threatened contagion through concealment of HIV 

status. This concern is supported by the disproportionate number of African migrant 

men charged with criminal offences related to knowing exposure of heterosexual 

women to HIV through unprotected sex. Some of these charges arose from the seizure, 

by Victoria Police, of confidential files from the Department of Health and private 

medical clinics as part of their investigation of an unrelated case of “knowing and 

reckless” HIV transmission (Cameron 2011). 

Wenham et al. applied a critical discourse analysis based on the work of van 

Dijk’s socio-cognitive framework (van Dijk 2001), to 407 articles in several quality and 

tabloid newspapers published in Sydney, Brisbane and Melbourne December 2000–

November 2002 (Wenham et al. 2009). Articles focused on themes of power and 

ideology; causation; responsibility and responses in relation to HIV/AIDS. Analysis 

revealed several established discourses (economic development, racist and Western 

biomedical/scientific), as well as emergent discourses of human rights and women’s 

rights. These discourses involved biases and assumptions naturalising African people 

and societies as inferior to their Western counterparts, reinforcing existing inequities in 
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global power and favouring medical, behavioural and scientific solutions over more 

integrated structural responses, developed by African communities, that might challenge 

existing power structures. 

These media analyses provided insights into the social context of HIV/AIDS for 

African migrants in Australia. In particular, they showed how media representations 

located HIV/AIDS as an “African” issue, distant from ordinary Australian society. The 

“monstrous African” depiction of PLHIV in Australian media, described by Persson and 

Newman, also held the potential for distancing HIV from Australia’s African 

communities, as few community members would be expected to identify with the 

threateningly deviant characters in the press. The discourses identified by Wenham et 

al., additionally associated HIV risk with problematic African cultural characteristics, 

consigning HIV and AIDS to Africa and African societies. 

The analysis of Persson and Newman and that of Wenham et al. adopted critical 

perspectives on biomedicine and science. Their insights may encourage other 

researchers to broaden the scope of inquiry to include the role of media and other public 

discourse in the perception of HIV risk and the perpetuation of HIV-related stigma, 

within African and other migrant communities. However, neither study collected data 

from audiences exposed to the media content they had analysed. This omission limited 

the strength of possible inferences concerning the extent to which these discourses 

actually influenced perceptions and behaviour in Australian society regarding HIV and 

African Australians. 

Giles et al. conducted a more clinically focused qualitative case series of 45 

women living with HIV in Victoria, including seven African women. Thematic analysis 

of interviews with 15 of these women (including two African women) who had borne 

children after HIV diagnosis, explored their perspectives and strategies related to 

motherhood, HIV and PMTCT (Giles et al. 2009). This study focused primarily upon 

individual women, the social context of HIV being only briefly examined, in relation to 

breastfeeding. The African women described their concerns that failure to breastfeed 

their babies might lead to implicit disclosure of their HIV status to members of their 
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ethnic communities who were aware of the potential for HIV transmission via 

breastfeeding through health promotion campaigns in their countries of origin; however, 

issues related to identity, culture or personal migration history were not discussed. This 

study yielded insights into the effect of HIV-related stigma on the approach adopted by 

women living with HIV in negotiating with treating clinicians about strategies to 

prevent vertical HIV transmission; however, it privileged the biomedical perspective 

over that of the women and did not address structural factors constraining clinicians and 

their patients. 

4.1.4 Knowledge and understanding of HIV in African Australian communities 

Despite the recognition of African Australian communities as a key population in 

the National HIV Strategy, solid empiric evidence on which to base health promotion 

strategies for these communities is lacking. However, some research has begun to fill 

this gap. 

McMichael et al conducted a qualitative study with young refugees settling in 

Melbourne, including some from African backgrounds as well as others from South 

East Asia and the Middle East. The study included cross-sectional data from interviews 

and focus groups (McMichael & Gifford, 2010) as well as longitudinal data from 

interview and diaries (McMichael et al. 2011). These studies explored the changing 

understanding of sexuality, sexual health and relationships with families, peers and 

communities over the course of resettlement in Australia. Results showed that sexual 

health literacy and safe sex could only be understood in the context of sexuality, gender 

relations, intergenerational relationships and the broader socioeconomic context of 

forced migration and resettlement. Although physical safety in sexual relationships was 

a concern for these young people, they were concerned with both social and physical 

safety; the fear or experience of social exclusion due to unsanctioned sexual activity or 

unplanned pregnancy shaped their opinions and behaviour more strongly than did any 

concerns about HIV. Although feared as a fatal sexually transmissible infection, HIV 

appeared to be a distant concern following immigration, being linked with life in 

regions of origin (particularly Africa) and regarded as having been “screened out,” by 
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the migration HIV testing process. Other STI, particularly asymptomatic infections, 

raised little concern. 

These studies yielded valuable insights into the social context of sexual health for 

young people from refugee backgrounds resettling in Melbourne, showing the 

importance of looking beyond individual knowledge and attitudes when assessing or 

addressing risks of HIV, STI or unplanned pregnancy. However, in the absence of data 

from parents or older members of the communities, the sole reliance on self-reports 

from young people limited exploration of culture, socio-economic constraints and 

family history. Moreover, the inclusion of young people from diverse cultural 

backgrounds, whilst facilitating the identification of themes common to their parallel 

experiences of resettlement and intergenerational tensions, limited the exploration of 

themes specific to particular geographic, political, or cultural contexts in countries of 

origin and diaspora communities. These studies also lacked the perspectives of young 

people or parents living with HIV, whose experiences would likely differ in important 

respects from those of families not directly affected. 

Drummond et al. compared the knowledge and understanding of HIV among 

West African immigrant women in Western Australia to that of a convenience sample 

of Australian university graduates, using a cross-section survey (Drummond et al. 

2008). West African women, particularly those having less formal education, were 

aware of the routes by which HIV exposure could occur, but also had concerns about 

infection via other routes such as insect bites or sharing of household utensils. The 

knowledge of the West African women seemed more inaccurate than that of the 

Australian women: the African women considered HIV more infectious and less 

preventable than did the Australian women. African women also had less confidence 

than Australian women in the effectiveness of condoms, but this arose from concerns 

about the practical difficulties of negotiating condom use with male partners, such as 

the implicit accusation of infidelity on an ostensibly monogamous relationship. African 

women appeared to have greater self-perceived constraints on their agency after 

migration to Australia, than well-educated Australian women. 
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Drummond’s study was used as a basis for peer education among West African 

women (Drummond et al. 2011) and provided useful information about the current 

knowledge about HIV current within some African migrants communities, but omitted a 

male perspective and did not really include the wider social context of HIV and sexual 

health, the importance of which was demonstrated by McMichael’s study discussed 

above and without which provision of factual knowledge may have limited potential to 

affect behaviour change. 

These few studies, together with some small exploratory projects funded to inform 

health promotion, represent the current state of Australian research on HIV prevention, 

diagnosis and care for African immigrants in Australia. These studies have yielded 

information about demographic and epidemiological characteristics of African-born 

PLHIV, some clinical issues arising in management, and some insights into the 

experience of living with HIV in Australia. They have also described the social context 

of HIV for refugees resettling in Australia, including those from Africa, described the 

state of knowledge about HIV in some African communities, and highlighted the 

importance of HIV-related stigma as a barrier to care and support for CALD PLHIV in 

Australia, including those from Africa. 

However, Australia may have some lessons to learn from research concerning 

HIV amongst African immigrants in other industrialised countries. Issues of interest 

include the association between African origin and specific opportunistic infections; the 

demographic characteristics of African migrants with HIV and the circumstances of 

their acquisition of HIV exposure, particularly the time and location of exposure with 

respect to migration; the influence of culture, identity and media on African migrant 

community understanding of HIV (including the perspectives of older people); and the 

influence of identity and structural factors on the interactions between African migrant 

PLHIV and providers of health and support services. 
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4.2 African migrants in HIV surveillance and research in the OECD 

Surveillance reports from OECD members indicate that African immigrants are 

over-represented among diagnosed HIV cases in Western Europe and Australasia. The 

US situation remains unclear, although African immigrants also appear to be over-

represented among diagnosed HIV cases in some states. 

In their analysis of European HIV surveillance data,22 Hamers and Downs drew 

attention to the over-representation of people of Sub-Saharan African origin among 

newly diagnosed HIV cases in the region (Hamers & Downs, 2004). This trend was 

particularly pronounced in the UK and Ireland, but was also noted in other Western 

European countries. The authors reported that heterosexual contact became the 

dominant mode of exposure for newly diagnosed HIV cases after 1999, overtaking 

exposure through sex between men from 2001. Heterosexually acquired cases from 

Sub-Saharan African and other countries with generalised epidemics comprised 66% of 

all heterosexually acquired HIV infections in the region diagnosed 1997–2002. The 

paper drew attention to the imprecision of the concept of “migrants” in HIV 

surveillance and the dangers of fuelling stigma and discrimination, which in turn might 

interfere with access of migrant populations to HIV prevention and care. 

The importance of, but also the conceptual and practical challenges involved in, 

the development of a robust and useful framework for surveillance of HIV in Europe’s 

mobile and migrant populations were discussed more fully in a 2004 editorial by 

Hamers, Del Amo, Bröring, Infuso and Fenton, who noted the increasing heterogeneity 

and mobility of the European population and the existence of health inequalities 

distributed across migrant and marginalised populations throughout the region (Del 

Amo et al. 2004). They contrasted the historical tendency of US public health 

surveillance and reporting activities to include racial and ethnicity data, with the social 

and political barriers limiting both the acceptability and legality of such data collection 

in European Union countries. Surveying existing variables related to migration, the 

                                                

22 Data from members of the European Union plus Iceland, Norway and Switzerland 
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authors discovered a wide range of demographic categories based on: nationality; 

country of birth or country of origin (the distinction being unclear); country of 

residence; race; ethnicity; date of arrival and refugee status. Several countries collected 

more detailed information on individual movement in relation to HIV exposure, such as 

the reason for and duration of travel, and the existence of a generalised HIV epidemic in 

the country of travel. The authors also noted the blurred boundaries between migrants 

and ethnic minority populations, often transcending national borders. 

The risks, benefits and complexities of defining, collecting and utilising data on 

social/cultural/political groupings such as “ethnicity”, “nation” and “minority” were 

comprehensively discussed in a report to the European Commission against Racism and 

Intolerance (Simon 2007). This report reviewed the relevant European and national 

legislation, the political background and context, and the views of key stakeholders such 

as data protection authorities, national human rights and anti-discrimination agencies, 

and national statistics agencies. The report concluded that collection of demographic 

data describing ethnicity and minority status in order to combat racial/ethnic 

discrimination was reconcilable with effective protection of privacy and public liberties, 

but required political determination and democratic consensus––neither of which 

seemed rapidly achievable at a regional level. OECD national HIV/AIDS surveillance 

reports available for review in December 2010 varied in their capacity to distinguish 

African immigrants from other cases of HIV, particularly “Black” ethnic and racial 

groups with remote African ancestry. Western and northern European surveillance 

systems were on the whole better able to identify African immigrants than were those in 

North America. African immigrants were not identifiable in surveillance reports from 

Mexico, Japan or the Republic of Korea (Table 4‑2). 
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Table 4-2 Definitions of African immigrants in OECD HIV surveillance23 

Definition Country 

Region of birth and ethnicity United Kingdom 

Region of birth and nationality France* 

 Netherlands 

Region of birth Australia, Ireland, Luxembourg, Norway 

 Spain* 

Region of origin Israel, Czech Republic 

Ethnicity New Zealand, Canada 

Nationality Belgium* 

 Switzerland 

Country of residence Portugal 

*North African included as separate group 

 

                                                

23 Source: National Surveillance Reports. 
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“African immigrants” were generally from Sub-Saharan Africa, although some 

countries (such as Norway) used the term “African” without qualification. North 

Africans were specifically described in surveillance reports from France, Belgium, 

Spain and Italy, but were usually merged with cases from the Middle East in the 

surveillance systems of other countries (including Australia). This categorisation may 

be partly justified by the existence of an identifiable cultural zone including North 

Africa and the Middle East and the geographical barrier of the Sahara Desert between 

North Africa and the rest of the continent; however, this presents some problems when 

considering migrants from the “Horn of Africa” lying to the east of the Sahara, where 

the axis of cultural continuity and population mobility runs north-south, rather than east-

west. Many immigrants from the Horn of Africa lived for long periods in North Africa 

(mainly Egypt) before arriving in Australia; moreover, both Sudan and South Sudan are 

classified as “North Africa”, despite their close socio-political interactions and 

population exchanges with those countries of the Horn of Africa included in “Sub-

Saharan Africa” (Australian Bureau of Statistics 2008b). 

Del Amo later published an analysis of surveillance reports on HIV in migrants in 

Europe, based on the analysis of national HIV and AIDS surveillance data from 27 

European countries from 1999 to 2006; she reported numbers, proportion and 

geographic origins of migrants in all transmission categories, including all migrants (not 

just those from high prevalence countries) (Del Amo et al. 2010). Del Amo was thus 

able to identify important trends in Europe: migrants (particularly those from Sub-

Saharan Africa) were a significant and increasing proportion of new HIV and AIDS 

diagnoses in Europe. Worryingly, the number and proportion of migrants among AIDS 

cases increased despite a fall in the total number of AIDS cases after availability of 

cART, suggesting a failure in migrant populations of both primary HIV prevention and 

secondary AIDS prevention. Sub-Saharan African migrants constituted a large 

proportion of heterosexually and vertically acquired HIV and AIDS cases. The other 

key point noted in this article was the prominence of TB as an AIDS-defining illness in 

migrants from regions of high TB prevalence, such as Sub-Saharan Africa, Eastern 

Europe, Asia, Latin America and the Caribbean. 
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When recent European HIV surveillance reports are examined, the numbers and 

proportions of African immigrants among diagnosed cases of HIV in European 

countries appear to correspond with the overall size of the HIV epidemic and to the 

historical, economic and geopolitical factors influencing African migration to these 

countries. The European countries with the largest proportion of African immigrants in 

their HIV epidemics are those with the largest overall HIV epidemics: the UK and 

France––which are also the countries formerly having the most extensive former 

colonial territories in Africa. These former colonial territories, along with those of 

Portugal and Belgium, included the areas in which HIV is thought to have entered the 

human species, and the areas in which HIV prevalence and transmission were highest 

during most of the 20th century (Pepin 2011). Other European countries with high 

proportions of African immigrants among diagnosed cases of HIV are those with 

smaller HIV epidemics, such as New Zealand, the Scandinavian countries and Ireland, 

whose African immigration is largely driven by humanitarian (refugee) resettlement. 

It may be seen that the issues of HIV, African migration and African immigrant 

PLHIV are geographically and historically related to colonial and post-colonial 

connections between Africa and the industrialised anglophone and francophone 

countries of Western Europe, North America and Australasia. This is not to ignore the 

scale or importance of HIV in other parts of the African diaspora, such as South 

America and the Caribbean; nor should attention to recent African immigrants obscure 

the existence, in Europe and the Americas, of HIV epidemics within more established 

populations of African ancestry. However, the global perspective suggests that 

epidemiological explanations for HIV in Australia’s African communities should 

include consideration of social and political factors acting across national borders, in 

historical time (Table 4‑3). 
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Table 4-3 African migrants among new HIV cases in OECD countries 2009 

Country of report African % Other Total HIV cases
United Kingdom* 2003 30.2% 4627 6630
France*† 911 18.6% 3974 4885
USA - Texas 73 1.7% 4282 4355
Germany* 229 8.0% 2627 2856
Spain† 212 9.4% 2052 2264
Belgium* 245 22.0% 870 1115
Portugal* 202 19.1% 853 1055
Australia 107 10.2% 943 1050
Netherlands* 97 11.9% 716 813
Switzerland 100 15.5% 547 647
Poland 0 0.0% 630 630
Greece 41 7.7% 493 534
Ireland 97 24.6% 298 395
Israel 100 26.2% 282 382
USA - Minnesota 41 11.1% 329 370
Norway 112 39.7% 170 282
USA - Oregon 1 0.4% 259 260
Finland 34 18.6% 149 183
Czech Republic 4 2.5% 153 157
Hungary 6 4.3% 134 140
Slovakia 1 1.9% 52 53
Slovenia 0 0.0% 48 48
Luxembourg 11 23.4% 36 47
Iceland 1 6.7% 14 15
*Former colonies in Sub-Saharan Africa †Former colonies in North Africa

Source: European Centre for Disease Prevention and Control/WHO Regional Office for Europe, 
2010; Kirby Institute, 2010; Minnesota Department of Health, 2010; Office of Disease 
Prevention and Epidemiology HIV/STD/TB (HST) Program, 2009; Texas Department of State 
Services TB/HIV/STD Epidemiology and Surveillance Branch, 2009
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Most African immigrant PLHIV in the OECD originate from Sub-Saharan Africa, 

the proportion of North Africans being 1–2% in those countries identifying this group as 

a distinct category. The majority (generally 65–96%) of male and almost all female 

Sub-Saharan African immigrants with HIV have been exposed via heterosexual sex––

generally in countries of origin, but increasingly in countries of residence after 

migration. The proportion of MSM amongst Sub-Saharan African immigrants 

diagnosed with HIV in the European Union in 2009 was 2.8% (European Centre for 

Disease Prevention and Control 2010a). Amongst national surveillance reports the 

proportion of MSM ranged from under 1% up to 11% (although data collection 

practices and surveillance procedure algorithms for allocation to risk categories may 

have distorted these figures to some degree). HIV exposure after migration occurs 

frequently amongst African immigrant MSM. Injecting drug use (IDU) is an infrequent 

risk factor for Sub-Saharan African immigrants––the highest proportion of IDU (2%) 

was recorded in Switzerland. North African immigrants diagnosed with HIV differ from 

Sub-Saharan African immigrants, including a higher proportion of MSM and PWID24 

(Centro Nacional de Epidemiología 2010; Health Protection Agency Centre for 

Infections et al. 2010; Institut de Veille Sanitaire 2009; Jackson & O'Hora 2010; Office 

fédéral de la santé publique 2010; Sasse et al. 2010).  

The impact of African migration on the US AIDS epidemic is not yet well 

understood. A preliminary exploration by Kerani et al., based on reported diagnoses in 

eight jurisdictions 2003–2004, found that African immigrants were over-represented 

among diagnosed cases of HIV and Black people (particularly women) diagnosed with 

HIV. However, US states differed greatly (Kerani et al. 2008). Further epidemiological 

investigation is necessary to develop a more complete understanding of the relationship 

between African immigration and HIV epidemiology in the US as a whole. 

Johnson analysed surveillance data on adult and adolescent cases of HIV 

diagnosed 2001–2007 in 33 US states (Johnson et al. 2010). Of all non-Hispanic Black 

                                                

24 People who inject drugs, in contrast to the epidemiological risk factor of injecting drug use (IDU). 
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HIV cases, 4% were born in Africa.25 Almost half (49%) the African-born cases were 

female. Exposure among Black African-born cases differed by gender: reported 

exposures amongst males were: MSM 35%, IDU 7%, MSM+IDU 3% and high-risk 

heterosexual 55%; amongst females: IDU 5% and high-risk heterosexual 93%. Timing 

and location of HIV exposure was unavailable for analysis. Late HIV diagnosis26 

occurred in 42% of African-born, compared to 37% of US-born Black cases (p < .001). 

This study revealed important differences between US-born and foreign-born HIV 

cases, but the absence of sufficient demographic data from the remaining states, 

including several with high numbers of foreign-born Black immigrants, limited 

generalizability to national scale. 

Published national US data on HIV and AIDS in African immigrants did not exist 

at the time of this review; however five states had more specific data on the number of 

African immigrants diagnosed with HIV; while Iowa and Michigan had data on the 

number living with HIV. Definitions varied between states, but African immigrants 

comprised 0.4–18% of new HIV diagnoses 2000–2010 and 34% of new Black HIV 

diagnoses in Colorado27 2001–2003. Black, African-born people comprised 5% of 

PLHIV in Iowa at the end of 2009; and people born in Africa comprised 1.7% of 

PLHIV in Michigan in January 2010 (Table 4‑4). 

 

                                                

25 All were born in Sub-Saharan Africa. 
26 AIDS within three months of HIV diagnosis 
27 Colorado HIV surveillance report 2010 (2001 to 2003) page 19: Although not graphically 

illustrated, the percent of foreign-born persons has been increasing among ethnic minorities. In HIV cases 
newly diagnosed in the last 3 years (2001–2003), 28% of Hispanics were foreign-born, their primary 
county of origin was Mexico. Among Blacks, 34% were foreign born, their primary place of origin was 
the continent of Africa. 
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Table 4-4 African immigrants in US HIV surveillance 2004–2009 

African definition   Number of cases 

 State Year(s) Total African % 

New HIV diagnosis 

Born in Africa Texas 2009 4355 73 1.7 

Born in Africa New York City 2004 3653 178 4.9 

Born Sub-Saharan Africa Massachusetts 2006–08 1964 199 10.1 

Black, born in Africa Minnesota 2009 370 41 11.1 

Born in Africa Nebraska 2004–06 328 49 14.9 

Born in Africa Oregon 2007 260 31 18.0 

Born in Africa South Dakota 2000–06 172 31 18.0 

New HIV diagnosis, Black 

Black, born outside US Colorado28 2001–03 … … … 

People living with HIV 

Born in Africa Michigan Dec-05 15285 252 1.7 

Black, born outside US Iowa 30 Dec-05 1748 … … 

 

                                                

28 Colorado HIV surveillance report 2010 (2001 to 2003) page 19: Although not graphically 
illustrated, the percent of foreign-born persons has been increasing among ethnic minorities. In HIV cases 
newly diagnosed in the last 3 years (2001–2003), 28% of Hispanics were foreign-born, their primary 
county of origin was Mexico. Among Blacks, 34% were foreign born, their primary place of origin was 
the continent of Africa. 

- Colorado Department of Public Health and Environment. 2004. HIV and AIDS in Colorado: 
Integrated epidemiologic profile of HIV and AIDS prevention and care planning reported through June 
2004. Denver: HIV Surveillance Program, Division of Disease Control and Environmental Epidemiology, 
Colorado Department of Public Health and Environment. 
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States in the US thus vary widely with respect to the absolute number of African 

immigrants diagnosed and living with HIV, as well as the proportion of African 

immigrants amongst new HIV diagnoses and PLHIV (particularly among Black US 

residents). These figures are likely to vary with the racial/ethnic makeup, the size of the 

HIV epidemic and the number of African settlers migrating to each state. It is 

impossible to estimate the relative contributions to the US HIV epidemic of African 

immigrants arriving already infected with HIV and those acquiring HIV in the US with 

any kind of accuracy until the basic demographic information is available. 

Surveillance figures from OECD countries thus indicate that African migrants in 

many industrialised countries are disproportionately affected by HIV/AIDS, although 

their impact on the overall size and character of national epidemics is variable. 

However, although there are similarities between the experiences of African migrants in 

various OECD countries, sufficient differences exist that the lessons learned from other 

industrialised countries should not be uncritically applied to Australia. 

4.2.1 Epidemiology of HIV in African immigrant populations 

Most research into the epidemiology of HIV amongst African immigrants has 

been undertaken in Western Europe. Studies in European countries such as France, the 

UK, Switzerland and Spain consistently show that, unlike native-born Europeans 

diagnosed with HIV, most (over 80%) African immigrants acquire their infection via 

heterosexual sex, outnumbering exposures through male-to-male sex, IDU, unsafe 

medical injections or mother to child transmission (Aggarwal et al. 2006; Fonquernie et 

al. 2006; Rice et al. 2005; Staehelin et al. 2003; Staehelin et al. 2004; Yebra et al. 2009). 

However, the proportions of male-to-male sex and IDU were higher amongst North 

Africans than Sub-Saharan Africans in one French study (Breton et al. 2007). African 

immigrants in the UK exposed via sex between men more frequently acquire HIV after 

migration, but a significant minority report male-to-male sexual exposure in their 

countries of origin (Dougan et al. 2005a; Dougan et al. 2005b). 
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Most African immigrant PLHIV exposed heterosexually seem to acquire HIV in 

their countries of origin; however, it is unclear whether this usually occurs prior to 

initial migration or during subsequent travel between Europe and Africa. In the UK, 242 

(65%) of the 370 heterosexually acquired HIV infections reported among 16–24 years 

olds in 2002 were acquired in Africa (The UK Collaborative Group for HIV and STI 

Surveillance 2007). The most detailed study of HIV acquisition by African migrants in 

Europe was that by Aggarwal et al., who undertook a cross sectional study of a random 

sample including approximately half of the patients attending their inner London HIV 

clinic May 1999–May 2000, comparing Black African, White UK-born and Black 

Caribbean patients by ethnicity, gender, country of birth and HIV exposure. Researchers 

closely reviewed clinical and laboratory data to ascertain the likely location, timing 

route of exposure leading to HIV acquisition. An in-house EIA was used for initial 

serotyping to distinguish HIV-1 subtype B from other strains, based on antibodies 

against gp120 (V3) antigens; non-B subtypes were then identified through env (V3) 

sequencing and phylogenetic analysis. The study showed 98/149 (66%) of Black 

Africans with non-B HIV subtypes had acquired HIV before arrival in UK, while 3/5 

(60%) of Black Africans with subtype B had acquired HIV in the UK. Timing of 

infection could not be established for 34/149 (33%) Black Africans with non-B 

subtypes. Despite its small size and the inherent bias of self-reported exposure, this 

study used several independent sources of data to ascertain location and timing of 

exposure: self-report; previous HIV testing; immigration/travel history and phylogenetic 

analysis of viral isolates. Its conclusions may therefore be regarded as fairly robust in 

relation to the study sample. Given the similarity of the study population to the 

population of PLHIV in London, the results may reasonably be generalised to that 

population (Aggarwal et al. 2006). Generalisation to the Australian setting is more 

problematic, given Australia’s smaller African immigrant population, lower rates of 

migration, routine HIV screening of migrants and de facto exclusion of most 

prospective immigrants diagnosed with HIV. Although African Australians may well be 

exposed to HIV after migration, during travel abroad, it seems likely that only a small 

number of African immigrants would arrive with existing undiagnosed HIV infection. 
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Sexual exposure during travel back to country of birth is commonly cited as a risk 

factor for HIV among African immigrants to Europe. One UK community-based study 

with five Sub-Saharan African communities recruited 756 respondents who had resided 

in UK for a median of 6 years. This study found that 43% of men and 56% of women 

had travelled home in the preceding five years, of whom 40% of men and 21% of 

women had had new sexual partners abroad. Considerable epidemiological overlap thus 

existed between the heterosexual HIV epidemic within the UK and that in Sub-Saharan 

Africa (Fenton et al. 2001). Similarly, a community-based survey in Netherlands of 

Surinamese, Antillean and Sub-Saharan Africans indicated that sex during travel home 

was common, particularly for men (Gras et al. 1999). This is unsurprising, since it has 

been reported that travel per se increases the likelihood of sexual contact and that a 

substantial minority of young unmarried people acquire sexual partners while travelling 

overseas (Hawkes et al. 1994; Mabey 1995; Mercer et al. 2007; Ward & Plourde, 2006). 

It has been known for some time that African immigrants who acquire HIV via 

male-to-male sex are more likely to have done so in the country to which they migrate, 

when compared to the majority of African immigrants with heterosexually-acquired 

HIV infection, for whom exposure occurs abroad. In one UK study, 70–90% of African-

born people with heterosexually acquired HIV were exposed in Africa, while 38–50% 

of Black African MSM living with HIV had been exposed in the UK (Dougan et al. 

2005a; Dougan et al. 2005b; Sinka et al. 2003). Studies, such as the case-control study 

conducted by Soni et al. at a London genitourinary medicine (GUM) service, have 

shown that Black and minority ethnicity MSM have higher rates of risky sexual 

behaviour than White British MSM, including unprotected sex with casual male 

partners (Soni et al. 2008). More recently, it has been argued that the risk of 

heterosexual exposure to HIV within the UK for Black Africans is significantly higher 

than previously appreciated: a study of 210 newly diagnosed HIV patients of African 

ethnicity found that 24.4% of heterosexuals and 47.4% of MSM were likely to have 

acquired HIV in the UK (Burns et al., 2009). 

Epidemiological studies in Europe initially viewed African immigrants alongside 

PWID, sex workers and bisexual men as a “risk group” or a “bridge population” posing 
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a threat to the (heterosexual) general population, which might be neutralised through 

targeted HIV prevention programs (Clumeck 1986). Some studies attempted to gauge 

the magnitude of this threat by estimating the frequency of sexual contact between the 

“general” population and these defined risk groups, as in Sweden (Melbye & Biggar 

1992). Others set out to measure the HIV prevalence and sexual behaviour (including 

“sexual mixing” between African immigrants and the “general population” through 

community-based surveys targeting African and other immigrants for questionnaire-

based interviews about sexual behaviour (Gras et al. 1999) and HIV seroprevalence 

testing (van Veen et al. 2009). The results of these and other studies were used to 

inform the development of mathematical models of HIV transmission and prevalence in 

the Netherlands (Xiridou et al. 2011). 

Gras et al. undertook a large, community-based cross-sectional survey of 

Surinamese, Antillean and Sub-Saharan African migrants in Amsterdam in May 1999–

July 1998, examining associations between ethnicity, socioeconomic characteristics, 

sexual behaviour (including partner ethnicity), HIV testing history and HIV 

seroprevalence, measured by salivary antibody testing. The analysis included 

measurement of the extent of “sexual mixing” between ethnic groups, aiming to 

estimate the extent of disassortive sexual mixing and, by extension, the magnitude of 

the risk posed to the ethnic Dutch population through heterosexual contact with 

migrants. Given that recruitment occurred in public spaces, through visual identification 

of potentially eligible individuals, as well as in ethnic community social venues, the 

selection process was effectively race-based. The results indicated a high degree of 

disassortive sexual mixing, with condom use occurring at higher rates in disassortive 

and casual partnerships. The prevalence of HIV was 1.1%. This study provided useful 

information about individual sexual behaviour of African immigrants (subject to the 

usual responder bias), but no explanation for observed patterns. Additionally, despite 

the involvement of “key members from the specific communities” the study had the 

potential to objectify, problematise and stigmatise the ethnic communities, who 

appeared to lack agency in the study design, conduct or interpretation (Gras et al. 1999). 
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Stolte et al. analysed the data from the Amsterdam migrant study to identify 

associations with HIV testing. HIV testing was relatively high among migrants, but a 

low rate of active (self-initiated) testing,29 associated with younger age, previous STI 

(women) and increased education (males). Commercial sex and inconsistent condom 

use with casual partners were not associated with active HIV testing. The results 

suggested that education and engagement with the health care system might improve 

rates of testing, but that factual knowledge about HIV might not be sufficient to alter 

testing uptake: personalised risk perception might be more important (Stolte et al. 

2003). 

Wiggers et al. later formally analysed data from the Gras study to asses the 

predictive power of two models of individual behaviour change: the health-belief model 

(a social-cognitive model of the relationship between individual health knowledge, 

motivation and self-efficacy) and the theory of planned behaviour (a theory of the 

proximal cognitive determinants of human action that excluded external environmental 

and social factors, but also internal affective factors). The researchers concluded that 

both individual and contextual factors influenced condom use, suggesting that health 

promotion aimed at increasing knowledge about HIV transmission and prevention and 

acceptability of condom use would have some effect on the rates of condom use, but 

attention to factors beyond the individual would also be necessary to effect further 

change (Wiggers et al. 2003). 

Proctor et al. discussed the dangers of defining immigrants to the Netherlands as a 

public health problem (Proctor et al. 2011). They argued that the dominance of ethnicity 

as an explanatory variable in epidemiological studies and public health actions 

perpetuated harmful social categorisation and may have also interfered with the 

identification and understanding of factors contributing to HIV transmission and 

exposure. Focus on ethnicity (and implicitly, race) produced a stigmatising discourse 

about immigration, through the definition of immigrants as a high risk group for HIV 

                                                

29 In contrast with “passive testers”, “active testers” were defined as those reporting previous HIV 
testing for “routine check-ups” or due to self-recognised HIV risk factors. 
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and the focus upon them as a potential public health threat to a “normal”, heterosexual 

population that was defined through exclusion from designated high risk groups. 

Comparison between the role of ethnicity in the Dutch and UK responses to HIV 

is interesting, showing the dangers and power of defining a community in association 

with HIV. The controversial inclusion of ethnicity in HIV surveillance data from 2002 

led to mobilisation of UK Black African communities in the areas of HIV research, 

policy, prevention and service delivery (Fenton et al. 2002). However, Kesby et al. 

urged researchers to move beyond the concept of ethnic identity as an explanatory 

factor in its own right, through consideration of historical, spatial and relational 

influences on ethnic and gender identities, using qualitative methods to enable more 

detailed exploration of the social dimension of sexual risk. The authors also encouraged 

the active participation of UK Black African communities in the HIV response, but 

introduced a note of caution, noting the potential of such approaches to perpetuate, 

rather than challenge, existing power inequities that might contribute to the patterns of 

sexual risk under study (Kesby et al. 2003). 

Burns and Fenton used the analytical focus of Arthur Kleinman’s community 

cultural “health systems” (Kleinman 1978; Kleinman 1980) to discus the implications of 

epidemiological and sociological research into HIV among migrant African 

communities in the UK. Kleinman described community health systems in cultural 

terms as “socially organised responses to disease” consisting of internal factors––

beliefs, professional conceptualisations and traditions––developing under the influence 

of external political, economic, social and environmental determinants. These external 

determinants would act in historical time to produce particular social and psychological 

phenomena in specific contexts. Burns and Fenton argued that understanding of the 

factors preventing member of British African immigrant communities from accessing 

HIV prevention, screening and treatment services would require a holistic view of such 

health systems, taking into account the broader historical, cultural and socio-economic 

context as well as the personal histories of contact with government institutions in 

countries of origin and in the UK (Burns 2006).  
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These researchers and their collaborators subsequently embarked upon the 

genuinely participatory “Mayisha II” project, aiming to improve understanding of the 

social, individual and environmental factors in Black African communities that 

contributed to HIV and STI risk, delayed HIV diagnosis and problems accessing care. 

This project was remarkably successful, given the prevalent stigma within African 

communities and the fluctuating political and social discourse around immigration. Its 

success was due largely to the mobilisation of sections of the African immigrant 

communities around the issue of HIV. The researchers included a number of Black 

African and Caribbean academics and actively sought meaningful participation from a 

broad range of secular and faith-based African community organisations (Fenton et al. 

2002). The project involved a large cross-sectional survey of the UK Black African 

populations from August–December 2004. African community field workers visited 

social venues, asking participants to complete short questionnaire and to provide 

optional anonymous salivary fluid samples for HIV testing, linked by barcode to the 

questionnaires (Sadler et al. 2006). 

The sample of 653 females and 706 males was broadly representative of adult 

African migrants living in those urban areas of southern England having dense African 

immigrant populations. Community perceptions of HIV were linked to beliefs that the 

prevalence of HIV outside Africa was low and that their sexual behaviour was unlikely 

to put them at risk, but the fallacy of these beliefs was revealed by the high HIV 

prevalence (14%) and high proportion (66%) of PLHIV unaware of their status (Sadler 

et al. 2007). Black Africans surveyed in 2000 had relatively high levels of HIV testing, 

despite low self-perceived risk of HIV exposure (Burns et al. 2005). However, social 

and structural barriers in the UK and countries of origin impeded access of Black 

Africans to testing after migration, delaying diagnosis (Burns et al. 2007). 

In contrast to the Dutch study by Gras et al (Gras et al. 1999), Sadler’s study 

demonstrated the power of a truly participatory research and intervention strategy, 

forming the basis for future advocacy, health promotion and testing initiatives. The 

Mayisha II project contributed to the development of similar initiatives in North 

America’s African and Caribbean diaspora communities, as well as informing the re-
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orientation of the US national HIV response, outlined in the first US national HIV 

strategy (The White House Office of National AIDS Policy 2010). 

Most African immigrants diagnosed with HIV thus appear to acquire the infection 

in their countries of origin, prior to migration, mainly through heterosexual sex. Some 

African immigrants appear to acquire HIV during travel to countries of origin, again 

mainly through heterosexual sex. Self-perceived risk of HIV exposure is commonly low 

within African diaspora communities, but in some countries with established African 

immigrant populations a small, an increasing proportion of HIV infections are acquired 

by African immigrants after migration: the majority of these occur through heterosexual 

sex between members of African immigrant communities, but some occur through sex 

between men of various ethnic backgrounds. A number of infections are also acquired 

by non-African residents through heterosexual sex with African immigrants sharing 

social and sexual networks, although these cases, like those occurring through sexual 

contact between African immigrants after migration, are relatively few in number 

compared to both the number of HIV infections acquired abroad prior to migration and 

the number of infections acquired in industrialised countries through sex between men. 

4.2.2 African immigrants living with HIV 

Key clinical issues arising in connection with African immigrant PLHIV include 

delayed diagnosis, high TB risk, HIV virological diversity and particular psychosocial 

problems. These issues present challenges differing in important ways from those 

encountered in connection with other PLHIV industrialised countries. Response to 

cART among African immigrant PLHIV appears to be similar to that amongst other 

PLHIV, although access to treatment is sometimes problematic. 

Prost et al published a comprehensive review of European research concerning 

HIV and African immigrants current in 2008. The paper discussed 138 studies, of which 

31 were peer-reviewed scientific publications (27 quantitative and four qualitative 

studies); and the remainder “grey literature” publications. The studies identified a 

consistent rise in the number of mainly heterosexually acquired HIV infections among 
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African immigrants in European countries. This rise was detectable in spite of the likely 

under-diagnosis of HIV infection in these populations (indicated by the frequency of 

late diagnosis and high proportion of undiagnosed infections). The studies also 

indicated that culturally appropriate and socially contextualised HIV prevention 

strategies needed to effectively reach key populations such as young people, 

heterosexual men and MSM, within African immigrant communities. A strong response 

appeared necessary to address stigma and discrimination against African immigrants 

living with HIV (Prost et al. 2008). 

4.2.2.1 Clinical studies of HIV in African immigrants 

One of the earliest clinical studies specifically focusing on African immigrants 

with HIV was a multi-centre descriptive case series of Black African-born patients 

attending four London HIV services until 1994; patients born in Uganda constituted 

69% of the 86 cases, possibly limiting the generalizability of results to other African 

immigrant populations (O'Farrell et al. 1995). Del Amo et al. also studied the clinical 

characteristics of Black Africans presenting with AIDS in the pre-cART era in London, 

publishing a small, single-centre case series (Del Amo et al. 1996a) and a broader, 

multi-centre cohort study of self-identified Black African patients with HIV in London 

(Del Amo et al. 1996b); clinical characteristics and progress after diagnosis were 

compared to those of non-African patients (Del Amo et al. 1998). The study samples 

appeared to reflect the reality of clinical practice at the time, when African immigration 

to the UK was increasing, access to antiretroviral therapy in Africa was minimal and the 

HIV epidemic in Sub-Saharan Africa was gathering pace. 

African immigrants also became a focus of interest for other European clinical 

researchers. Fonquernie et al in France, described the demographic and epidemiological 

characteristics of patients diagnosed with HIV in a single-centre cross-sectional study, 

comparing those of Sub-Saharan African origin with those of French origin and also 

reporting HBV and HCV prevalence. The study also distinguished those from North 

Africa, but did not specifically compare them to the other groups (Fonquernie et al. 

2006). In Spain, Yebra et al conducted a Spanish single-centre cohort study similarly 
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comparing Sub-Saharan African, Latin American and Spanish HIV patients (Yebra et 

al. 2009); however the larger Spanish multi-centre cohort published by Caro-Murillo et 

al provided a broader overview of the clinical and epidemiological characteristics of 

PLHIV across several regions of Spain, distinguishing between Sub-Saharan and North 

African immigrants (Caro-Murillo et al. 2009). 

Several retrospective case series have also been carried out in the US: a study of 

African-born HIV patients in Minneapolis, Minnesota (Akinsete et al. 2007) and one 

from King County, Washington state (Page 2009). One retrospective case series of 

predominantly African refugees living with HIV in Boston, Massachusetts documented 

demographic and clinical characteristics, as well as prevalence of psychiatric symptoms 

and experience of torture and violence. Unfortunately the conditions were not reported 

by region of birth; nor were the countries of birth reported.30 Treating health care 

providers reported challenges and frustrations such as lack of engagement or trust, 

difficulties with adherence to treatment and conflict arising from attempts to conduct 

standard history-taking using techniques familiar from clinical encounters with different 

patient populations (Moreno et al. 2003). 

4.2.2.2 Characteristics of African immigrants living with HIV 

The demographic characteristics of African immigrants diagnosed with HIV in 

industrialised countries reflected patterns of migration and HIV exposure: compared to 

the “native” people diagnosed with HIV, African immigrants were younger and more 

frequently female. Marital status, educational levels, employment and accommodation 

characteristics were diverse, reflecting the diverse origins and circumstances of 

migration (Anderson & Doyal 2004; Bungener et al. 2000; Del Amo et al. 1996b; 

Fonquernie et al. 2006; Staehelin et al. 2004; Staehelin et al. 2003). 

Common features of HIV affecting African immigrants in Europe became more 

clearly defined through the Swiss HIV Cohort studies. Demographic, epidemiological 

                                                

30 Possibly due to space constraints in the letter format 
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and clinical characteristics of African PLHIV in Switzerland were described in a large 

cohort study published by Staehelin at al. This multicentre cohort was able to 

demonstrate significant differences between participants from Sub-Saharan Africa and 

those from industrialised countries (North western Europe, North America and 

Australasia) in baseline characteristics as well as treatment uptake and disease 

progression. Sub-Saharan African participants were diagnosed late and more commonly 

had heterosexual exposure (Staehelin et al. 2003; Staehelin et al. 2004). The Swiss HIV 

cohort study also examined associations between region of birth and TB amongst HIV 

patients, finding that those from Sub-Saharan Africa, South America, Eastern Europe 

and Asia had an increased risk for developing active TB (Sudre et al. 1996a). 

The Swiss HIV cohort studies have provided the most robust data on the clinical 

issues related to HIV in African immigrants, including differences in disease 

progression between African and European patients. These studies have shown that, in 

Switzerland, African immigrants did not encounter delays in the initiation of ART when 

clinically indicated (Wolbers et al. 2008). However, Sub-Saharan African clinic patients 

were under-represented in the Swiss HIV cohort through lower participation rates and 

higher rates of loss to follow up, particularly among males (Thierfelder et al. 2012). 

This, together with the association between African origin and late diagnosis, suggests 

the existence of a marginalised group of African immigrants who remain disengaged 

from HIV services until they become unwell, presenting with more advanced disease. 

4.2.2.3 Disease progression, treatment uptake and response to therapy 

Disease progression in African immigrants may differ somewhat from that in non-

African people living with HIV in industrialised countries, but the multiplicity of host, 

viral and environmental characteristics potentially influencing the eventual rate of 

immunological deterioration confound the ability of researchers to study each in 

isolation (Alaeus et al. 1999; Burns et al. 2008; Del Amo et al. 1998; Moore et al. 

2006). Similar difficulties are encountered in investigation of HIV disease progression 

and response to therapy. African immigrants have varying access to currently 

recommended cART, dependent largely on their immigration status; however, where 
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equitable access is available, treatment uptake appears similar to that of other people 

living with HIV (Breton et al. 2007; Easterbrook et al. 2010; Page 2009; Staehelin et al. 

2003). 

Several studies examined disease progression and response to cART, seeking to 

identify differences between African immigrants and non-Africans, due to host genetics 

or HIV subtypes. A small study from Spain showed no difference in response between 

subtypes (De Arellano et al. 2007). The Swiss HIV Cohort study group found “African 

descent” was associated with slower CD4 decline and lower viral set point, but did not 

define “African descent.” Although genetic mechanisms were proposed, the influence 

of co-infections with parasites or other organisms also appeared plausible (Muller et al. 

2009). A large cohort study in the UK found more rapid viral suppression for subtypes 

C and A, although the total number of non-B subtypes was small (Geretti et al. 2009).  

Given the late presentation and socio-economic challenges facing African 

immigrants with HIV (see below), adherence to treatment is often a concern. 

Thierfelder et al found that Sub-Saharan African migrants were more frequently lost to 

follow up in the Swiss HIV Cohort study than Swiss nationals (Thierfelder et al. 2012). 

Where adherence has been high, response to ART for African immigrants seems 

comparable to that for other ethnic groups in the UK (Beckwith et al. 2009). Immigrants 

with uncertain legal status had increased risk of treatment failure in a large French 

cohort study, but this study did not specifically distinguish African immigrants (Dray-

Spira et al. 2007). By contrast, a national clinical audit of mainly African refugees 

living with HIV in New Zealand found a reasonable rate of treatment success (61% 

virological suppression at 12 months), complete prevention of vertical transmission of 

HIV and no reported secondary sexual transmission of HIV from refugees aware of 

their HIV diagnosis, although five (5%) died at a median 3.4 years after arrival (range 

six months to seven years) (Nisbet et al. 2007). The completeness of national data was 

made possible by the small size of New Zealand’s population and the relatively small 

number of clinicians involved in the provision of HIV services. 
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Thomas et al. explored subjective experience of HIV treatment in interviews with 

immigrant PLHIV from southern Africa living in London (Thomas, et al. 2010). Study 

participants reported high levels of trust in HIV clinicians and confidence in their 

expertise, but also difficulty understanding technical vocabulary; some felt 

embarrassment asking for repeated explanations of the same issue. Some felt that their 

doctors made assumptions about acceptability of treatment regimens and changes in 

regimen instead of asking them and were suspicious of doctors’ links with 

pharmaceutical companies. They expressed skepticism about the intentions of the UK 

health “system” especially with respect to migration status. Tension arose from doctors’ 

privileging of biomedical knowledge over other forms of understanding, and biomedical 

treatment over other treatments, limiting discussions about complementary treatments, 

due to fear of embarrassment. 

Disease progression among African immigrant PLHIV thus appears to vary partly 

according to HIV subtype, but host genetic determinants of disease progression remain 

poorly understood. Response to cART appears similar to that of other PLHIV, with 

adequate access to therapy and good levels of adherence. Even those African immigrant 

PLHIV who appear to have confidence in their treating clinicians may be skeptical of 

government authority, while the quality of the clinical interaction may be influenced by 

complex individual and social factors. 

4.2.2.4 Delayed HIV diagnosis amongst African immigrants 

Delayed diagnosis is a common occurrence for African-born PLHIV in Australia, 

as has also been noted in the Swiss Cohort Study described above. However, the 

tendency of African immigrants to be diagnosed later than other PLHIV in 

industrialised countries has not been consistently demonstrated and may vary between 

countries. It is difficult to ascertain the consistency of the relationship between African 

origin and delayed HIV diagnosis from studies of surveillance data. Several analyses of 

HIV and AIDS surveillance data from Europe, the US and New Zealand identified an 

association between delayed diagnosis and immigrant/foreign origin––amongst other 

demographic and epidemiological characteristics, such as male gender; older age and 
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exposure other than MSM. Not all studies included foreign nationality as a variable in 

studies of late diagnosis and many grouped all immigrants and foreigners as a single 

category (Borghi et al. 2008; Dickson et al. 2012; Kivela et al. 2010; Schwarcz et al. 

2006; Tang et al. 2011). Other studies analysed native-born and migrant cases 

separately (Oliva et al. 2010). Some analysed MSM separately from other cases, but did 

not examine variation by region of birth amongst MSM (Zoufaly et al. 2012). 

Foreign origin may be a marker of other socioeconomic factors affecting access to 

HIV testing. This was suggested by a French study which found that region of birth was 

not significantly associated with delayed diagnosis after adjustment for socioeconomic 

status (Couturier et al. 1998) and supported by the results of a questionnaire-based 

cross-sectional survey of 1077 patients diagnosed with HIV after 1996, from a 

randomly selected population of 4963 attending 102 French hospitals December 2002–

September 2003 (Delpierre et al. 2007). This questionnaire collected data on 

presentation, symptoms and social issues present preceding and following diagnosis. 

Late testing was independently associated with heterosexual immigrant status. 

Amongst31 heterosexual migrants, late diagnosis was associated with increasing age at 

HIV diagnosis and recent immigration, but a recent steady relationship (< 5 years) was 

associated with reduced risk of late testing. Migration appeared to be important, but it 

was unclear whether immigrants differed by region of origin, given the relatively small 

numbers in the sample. Moreover, the role of migration was not examined amongst 

MSM, whilst ethnicity was not examined in this study, nor in a later, more detailed 

exploration of socioeconomic and epidemiological factors associated with delayed in 

HIV diagnosis (Delpierre et al. 2006). 

Studies addressing the question of whether African immigrants in particular are 

more likely to be diagnosed late have yielded mixed results. Black Africans in the UK 

do appear to have a higher risk of late diagnosis than White UK residents. Late 

diagnosis was an issue evident from the earliest clinical studies of African immigrants 

                                                

31 Delayed diagnosis was also associated with older age, male gender and heterosexual exposure. 
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with HIV in the UK, instigating further clinical studies focused on assessing the extent 

and causes of late diagnosis. Burns et al conducted a retrospective case series from 

London (Burns et al. 2001) and a cross-sectional survey of people born or raised in 

Africa, diagnosed with HIV in the preceding 12 months and attending HIV treatment 

centres across London April 2004–February 2006 (Burns et al. 2008); both studies 

confirmed the increased risk of late diagnosis for Black, African-born patients and 

identified differences in the patterns of HIV testing leading to diagnosis. The frequency 

of contact with the health system in the months prior to diagnosis and the apparent lack 

of self-perceived risk among African immigrants suggested that earlier diagnosis would 

require health promotion about HIV risk within UK African communities, education of 

clinicians about the risk of HIV among African immigrants and the encouragement of 

proactive offers of voluntary counselling and testing for HIV in this population, even in 

the absence of symptoms or self-reported risks. The frequency of negative HIV tests in 

the UK prior to HIV diagnosis results also suggested a risk of HIV acquisition in the 

UK after migration. 

 Subsequently, Erwin et al. conducted a cross-sectional questionnaire-based 

survey of patients attending their HIV outpatient clinic in London, which also showed 

that few Black Africans with HIV had previously considered themselves at risk of HIV 

exposure and most had missed several opportunities for earlier diagnosis of HIV (Erwin 

et al. 2002). This was consistent with a case series in South London published by Boyd 

et al. confirming the tendency of clinicians to request HIV tests for Black African 

patients in order to diagnose symptoms rather than for screening (Boyd et al. 2005). The 

specific risk of late diagnosis for African immigrants was examined in a study by 

Chadborn et al. of heterosexually exposed individuals diagnosed with HIV in England 

and Wales 2000–2004. More Black Africans (43%) than White (36%) were diagnosed 

late (p < .01). Almost all (over 95%) Black Africans were born in Africa and had been 

infected in Africa, amongst whom the proportion diagnosed late rose with the duration 

of residence in the UK prior to diagnosis. The high degree of overlap between ethnicity, 

region of birth and region of exposure, precluded identification of independent 

associations between any of these factors and late diagnosis (Chadborn et al. 2006). 
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Large cohort studies from Switzerland indicated an association between Sub-

Saharan African nationality and late diagnosis. Sub-Saharan African origin was 

independently associated with late diagnosis in the Swiss HIV Cohort, after adjusting 

for age, gender, race, route of exposure, active IDU/opiate substitution, education, 

psychiatric treatment, living alone and year of enrolment (Wolbers et al. 2008). 

Reassuringly, an earlier study by Staehelin et al. had shown that Sub-Saharan African 

immigrants had similar rates of treatment uptake and disease progression to Northwest 

Europeans, despite lower CD4 count at diagnosis (Staehelin et al. 2003). Median CD4 

count at HIV diagnosis for Sub-Saharan African cases (278 cells/µL) was lower than 

that of Spanish-born cases (321 cells/µL), in one multi-centre cohort study, but this 

difference was not statistically significant (p = .216) (Caro-Murillo et al. 2009). Some 

French studies have suggested Sub-Saharan African region of birth as a risk factor to 

late diagnosis (Lanoy et al. 2007). However, others have shown no such association 

(Couturier et al. 1998; Delpierre et al. 2006; Delpierre et al. 2007; Rotily et al. 2000). A 

retrospective cohort study of foreign-born individuals diagnosed with HIV in the US 

and attending ambulatory care clinics in Philadelphia January 2007–December 2008 

noted the high proportion of late diagnosis among all foreign-born women in the cohort, 

and the importance of immigration-related screening (discontinued in 2010) and 

antenatal screening as an opportunity for timely diagnosis for foreign-born US residents 

with HIV (Kwakwa et al. 2012). 

Burns et al. also undertook a qualitative study of late diagnosis among African 

immigrants in UK from the perspective of service providers involved in HIV testing in 

UK. The issues raised by service providers broadly coincided with those identified in 

research with African community members, although their insights into the institutional 

barriers to HIV testing, diagnosis and provision of care were more informed than were 

those of participants in community-based research. Key issues were: the mismatch 

between African community knowledge of HIV and self-perceived risk; the influence of 

home country experience on understanding of HIV in the UK; the lack of cultural 

understanding amongst staff of health facilities; the constraints arising from 

immigration status and the impact of HIV-related stigma on access to HIV testing as 
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well as care and support after diagnosis. In addition, the results enabled the mapping of 

pathways to HIV diagnosis after migration and the location of various barriers to 

diagnosis. This schematic is a useful framework on which to base future inquiries into 

the forces contributing to the existence of these barriers (Burns et al. 2007). 

Another study, conducted by Navaza et al. in Spain, involved semi-structured 

interviews and focus group discussion with West African immigrants from (mostly 

male) attending HIV health promotion events 2006–2009. Participants were suspicious 

about health worker motives, whilst their and concerns about the health effects of 

multiple blood tests were not adequately addressed during discussions about HIV 

testing, leading to reluctance to undergo screening. Other reasons for reluctance 

included inadequate documentation barring access to health services, and concern about 

the impact of a positive HIV test result on their ability to work or continue social 

interaction with others in their communities (Navaza et al. 2012). 

Discussing late HIV diagnosis for Sub-Saharan African immigrants in Europe, 

Fakoya et al. identified several cultural, social and structural barriers to HIV testing, 

affecting male African immigrants in particular (Fakoya et al. 2008). The authors noted 

that high awareness of HIV within African communities did not appear to increase 

sense of personal risk. Low self-perceived risk was associated with lack of HIV 

avoidance strategies such as condom use, as well as lack of uptake of HIV testing. 

Structural barriers to testing included poverty, unemployment and poor housing and 

discriminatory political and legal environments impeding access to HIV care and 

support services or actively hostile to immigrants (particularly undocumented) with 

HIV. HIV-related stigma and the accompanying fear of disclosure was the major social 

factor impeding physical access to sexual health clinics or medical clinics where 

inadvertent implicit or explicit disclosure of HIV status might occur. Del Amo et al., 

discussing the epidemiology of HIV among migrant populations in the EU, advised that 

control of the global HIV/AIDS epidemic seemed unachievable without removal of 

barriers to HIV prevention and treatment; for migrants, this required recognition of the 

central importance of ensuring the rights of both migrants and PLHIV (Del Amo et al. 

2011). 
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In contrast to testing based on self-perceived risk, the value of systematic post-

arrival screening for HIV was suggested by a group of mainly West African refugees in 

Rhode Island, whose median CD4 count at HIV diagnosis of 396 did not differ 

significantly from that of non-refugee controls (Beckwith et al. 2009). This approach 

has also been adopted by New Zealand (Nisbet et al. 2007). Australian refugee health 

assessment guidelines recommend primary care screening for HIV, but the number of 

people diagnosed with HIV in Australia through this process is unknown (Australasian 

Society for Infectious Diseases Refugee Health Guidelines Writing Group, 2009; 

Victorian Foundation for Survivors of Torture 2004; Zwickau et al. 2004). Moreover 

skilled migrants and other non-humanitarian permanent settlers far outnumber 

humanitarian immigrants, whilst the number of temporary entrants is larger still32 

(Department of Immigration and Citizenship 2010). 

It should be noted that missed opportunities for HIV testing are common for 

people of all backgrounds. In Australia, 15–19% of people diagnosed with HIV since 

2001 had a CD4 count < 200 cells/µL (National Centre in HIV Epidemiology and 

Clinical Research 2010), whilst a US hospital-based series of 76 patients diagnosed with 

HIV (and not referred specifically for HIV testing), found 30% had at least one previous 

health care visit and 25% had a delay of at least 30 days; 65% of those with previous 

health care visits had a clinically identifiable risk factor at a previous visit (Kuo et al. 

2005). An exclusive focus on ethnicity or region of birth may well be inadequate to 

address this issue, given the complex factors associated with delayed diagnosis. 

However, delayed diagnosis appears to be an important issue for Australia’s African 

communities: African immigrants may well have an increased risk of delayed diagnosis, 

compared to other Australians. 

                                                

32 In the six month period Jul–Dec 2009 the number of permanent settlers arrivals was 72 134, of 
whom 5797 entered as humanitarian migrants; temporary resident entries numbered 226 749, student 
entries 210 532 and visitors 1 853 070. 
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4.2.2.5 HIV-positive African immigrants and opportunistic infections 

The pattern of opportunistic infections occurring amongst African immigrant 

PLHIV resembles that of other PLHIV, with the important exceptions that their risk of 

active TB is high, as is the prevalence of latent TB and chronic viral hepatitis, consistent 

with the epidemiology of these infections in their countries of origin. TB is a common 

AIDS-defining illness amongst African immigrant PLHIV in Europe, often occurring 

soon after migration, at relatively high CD4 counts (Del Amo et al. 1996a; Del Amo et 

al. 1998; Del Amo et al. 1996b; O'Farrell et al. 1995). The Swiss Cohort Study showed 

the risk of TB in African HIV patients was significantly higher than that in patients 

from Western Europe (aOR 3.0, 95%CI 2.4–3.6), with the interesting exception of 

Portugal (aOR 3.0, 95%CI 2.1–3.9). The prevalence of latent TB by positive tuberculin 

skin testing (TST) was 26% amongst African patients, compared to 6% of Swiss 

patients, although overall rates of testing were relatively low (Sudre et al. 1996a; Sudre 

et al. 1996b). The increased risk of TB in African immigrants is unsurprising, given the 

burden of TB disease in Sub-Saharan Africa––this pattern was also seen in immigrants 

with HIV originating from other regions of high TB prevalence (Del Amo et al. 2011). 

Chronic viral hepatitis is also common amongst immigrant PLHIV originating 

from Sub-Saharan Africa, as it is amongst most PLHIV. Although the 6.5% HBV 

prevalence and 2.0% HCV prevalence in Sub-Saharan African patients, found by 

Fonquernie, did not differ significantly from French patients in the cohort (Fonquernie 

et al. 2006), a Spanish cohort found HBV prevalence in Sub-Saharan African patients 

significantly higher than that among Spanish patients (11.2% vs 5.2%; p = .006) (Caro-

Murillo et al. 2009). The prevalence amongst the few North African patients was also 

high (10.3%), but the difference was not statistically significant (p = .192). HCV 

prevalence, although high, was significantly lower amongst Sub-Saharan African 

patients than Spanish (11.7% vs 29.9%; p < .001); prevalence amongst North Africans 

22.6%) was similar to that amongst Spanish patients (p = .374). This may have resulted 

from the relative proportions of IDU amongst Spanish, Sub-Saharan African, and North 

African patients (23.4%, 1.4% and 11.8%, respectively). 
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TB and chronic viral hepatitis are thus frequent co-infections among African 

immigrant PLHIV. These conditions should be considered when investigating 

symptoms in both untreated patients and those on cART. Choice of antiretroviral 

therapy is also affected by the activity of ARV drugs against HBV and HCV: chronic 

viral hepatitis increases the risk of liver-related morbidity and mortality amongst 

PLHIV. Current US guidelines recommend screening for latent TB, hepatitis B and 

hepatitis C in all persons living with HIV (Kaplan et al. 2009). Australian practice is 

similar to that of the US with regarding chronic viral hepatitis, but has been less 

proactive concerning TB (Hoy et al. 2009). 

4.2.2.6 HIV virological diversity amongst African immigrants 

African immigrants with heterosexually acquired HIV exhibit great virological 

diversity, reflecting viral species and strains circulating in the regions of exposure and 

networks of epidemiological contacts in countries of origin and host countries. Sub-

Saharan African immigrant PLHIV in industrialised countries (most of whom report 

heterosexual exposure) usually have non-B subtypes of HIV-1, whilst North African 

immigrants and Sub-Saharan African immigrants MSM more commonly have HIV-1 

subtype B. HIV-2 is most commonly found amongst West and Central African 

immigrants in Portugal and France (Alaeus et al. 1997; Böni et al. 1999; Esteves et al. 

2002; Holguin et al. 2008; Liitsola et al. 2000; Pai et al. 2012; Snoeck et al. 2004; 

Soriano et al. 2000; Soriano et al. 1996; Tatt et al. 2004). 

4.2.3 Social context of HIV in African immigrant populations 

African immigrants face multiple intersecting challenges in resettlement in the 

host countries. Those living with HIV face additional physical, psychological and 

socioeconomic problems, chief amongst which is HIV-related stigma. These impact 

adversely upon the prevention of HIV in African immigrant communities and upon life 

after HIV diagnosis. 

HIV risk perception in Ethiopian immigrants to US was explored in a cross-

sectional survey of 84 Ethiopian-born residents of San Diego, California (2005–2007) 
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(Mitha et al. 2009). The results from this study of young, single, well-educated 

Ethiopian immigrants in the US showed that the group had a reasonable understanding 

of HIV transmission and prevention, but held some basic misconceptions about 

biomedical prevention; however, their understanding of HIV risk and prevention 

encompassed behavioural factors beyond the biological, such as the influence of 

education and substance use. Although they perceived Africans as having a relatively 

high risk of HIV, their self-perceived risk was low. The reasons underlying this 

apparent contradiction were not captured in the survey. Whilst not representative of the 

population and inadequate as a basis for statistical inference, the responses indicate a 

general background awareness of HIV acquired prior to migration, through public 

media in Africa (which was perceived as an environment having a high risk of HIV 

exposure), but a low self-perceived risk in the new environment of the US. Sexual 

behaviour was consistent with these perceptions. These results suggest an unmet need 

for HIV prevention information, but such information might need to be developed as a 

basis for discussion and critique of existing understanding of HIV, rather than delivery 

of factual information to an ignorant audience. 

The mismatch between HIV knowledge, risk perception and condom use was also 

evident in a small study of Somali and Sudanese immigrants in Denmark recruited 

through Danish language schools and Somali and Sudanese cultural social venues 

(Lazarus et al. 2006). All participants completed a fixed-response questionnaire and a 

sub-set participated in semi-structured interviews. Factual knowledge of HIV varied by 

ethnicity, gender and level of education: Sudanese men and women were better 

informed about HIV than were Somali men, who were better informed than Somali 

women. Men used condoms to prevent STI and HIV, while women were more 

concerned about contraception. Partner preference influenced condom use for women 

more than that for men. Basic knowledge of HIV transmission was sound, but 

participants were uncertain about non-sexual routes of transmission. Participants viewed 

condoms as a secondary means of HIV prevention, behind marital fidelity. Participants 

did not include themselves in the stigmatised ”high risk” groups of sex workers or gay 
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men; they were comfortable with the idea of having HIV tests, confidently expecting 

results to be negative. 

Heus used qualitative methods to address issues of sexuality, power and identity 

for African immigrants in Netherlands in relation to HIV prevention (Heus 2010). Focus 

groups and interview data revealed that power and identity construction in the Dutch 

context affected uptake of Dutch HIV prevention interventions focused on immigrants 

from high prevalence countries such as African immigrants, particularly undocumented 

immigrants. HIV was one of many challenges faced living in Netherlands; long term 

sexual health was not always a high priority in the context of a precarious existence in 

which day-to-day survival, in the absence of support or protection from state authorities, 

depended on social networks whose relationships were themselves defined by 

differences in age, gender, ethnicity and relationship to the state authorities. Concepts 

such as “love”, “self-discipline” and “responsibility” that were developed from a Dutch 

cultural perspective and presented to African immigrants by peer educators were 

incongruent with African immigrants’ own notions of gender relationships and 

normative sexual behaviour. Fraying of intergenerational relationships and 

communication left younger African immigrants to navigate cross-cultural relationships 

without guidance. Peer educators needed to engage with communities and establish 

shared identities, but ethnicity alone was an insufficient basis for engagement, due to 

the intersections of age, gender, religion, status and personality. One important insight 

into the roots and impact of stigma was that disclosure of a stigmatised condition 

threatened the integrity of social networks that were essential for day-to-day survival. 

As described above, HIV is one of many intersecting challenges faced by African 

immigrant communities in industrialised countries, whose understanding of HIV results 

from the interplay between experiences and knowledge of HIV in the African and the 

host country context (Barrett & Mulugeta 2010; Heus 2010). This plays out over 

generations, as young African immigrants interact with their peers in the host country, 

including those from other migrant backgrounds, attempting to reconcile their own 

experience with the norms (often framed in religious terms) of the diaspora 

communities of their parents. Gender norms such as an emphasis on female chastity and 
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heterosexual monogamy may not reflect the lived reality of African immigrant 

communities, but may impede the provision, or reduce the receptiveness for, 

information related to sexuality and HIV prevention (Connell et al. 2004; Omorodion et 

al. 2007). 

Gardezi et al published results of a fairly large participatory qualitative inquiry 

undertaken by a collaborative group including epidemiological and anthropological 

researchers, public health agencies and a community-based women’s health 

organisation that focused on the health and human rights of Canadian women from 

culturally and linguistically diverse backgrounds, including African and Caribbean 

immigrants. Building on the work by Burns and Fenton in the UK (Burns 2006), the 

researchers undertook individual interviews with nine African and 21 Caribbean PLHIV 

(15 men and 15 women) and twelve focus groups with 74 members of several 

Caribbean and African communities, including Ethiopian, Kenyan and Somali 

communities (Gardezi et al. 2008). The study explored the social context of HIV in 

Toronto’s Black African and Caribbean communities from multiple perspectives, 

seeking to understand the role of denial, fear, stigma and discrimination associated with 

HIV/AIDS among these communities. The study results were consistent with UK 

studies of the social context of HIV, in the extent and severity of HIV-related stigma, its 

impact on self-perceived HIV risk and access to formal and informal social support. 

Additionally, this study provided a critical analysis of gender, race and religion and 

post-colonial migration. This analysis deepened the understanding of the cultural, 

political and economic processes perpetuating or challenging the attitudes underpinning 

stigma and discrimination. However, despite calling for “multifaceted responses to 

address cultural, social and structural components that impact the health and prevalence 

of HIV among African and Caribbean communities in Canada,” the authors left implicit 

the extent of the social and structural changes likely to be required in these 

communities, alongside the wider legal and other structural changes in Canadian society 

required to redress the unfavourable social context of HIV described by the study 

participants. 
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Newman et al explored structural barriers and opportunities for HIV prevention in 

four focus groups and six interviews with Black African and Caribbean women (and 

one man) in Canada, of whom some were service providers (Newman et al. 2008). 

Structural barriers to prevention such as poverty, racism, gender inequality and 

homophobia, were again identified, as was the importance of spirituality in the lived 

reality of African and Caribbean immigrants and the role of religious organisations as 

major cultural institutions within their communities. Although faith-based organisations 

played a prominent role in HIV prevention strategies implemented in Africa, the 

strategies implemented in Canada had not engaged, in either a theoretical or practical 

sense, with the moral aspect of HIV or the social role of religious organisations in the 

African and Caribbean communities. Interestingly, culture was criticised, from an 

insider perspective, as an obstacle to effective prevention––although the discussion 

about what actually constituted culture was limited. The researchers went on to discuss 

the risks to African and Caribbean women arising from the implementation of HIV 

prevention strategies such as conventional health promotion (education and HIV 

testing) or more critical approaches challenging sexual and health practices (Williams et 

al. 2009). Such risks arose, in the domains of individual, familial, community and 

institutional life, due to stigmatisation and discrimination along the lines of gender and 

racial/ethnic power imbalances. 

The social context of HIV in African immigrant communities is thus complex. 

Issues of sexuality, gender and religion intersect with issues of economics, culture, 

education and community politics, amongst others. These intersecting issues challenge 

efforts to raise awareness of HIV, promote HIV prevention, increase uptake of testing 

and also present challenges in the provision of care for individual African immigrant 

PLHIV. 

4.2.3.1 Intersecting challenges for African immigrants living with HIV 

African immigrant PHIV, like other African immigrants, confront multiple 

challenges in attempting to resettle in industrialised countries. The challenges include: 

uncertain residency status; underemployment with respect to education and training; 
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substandard accommodation; linguistic barriers; poverty and racism (Erwin & Peters, 

1999; Ibrahim et al. 2008; Thomas et al. 2010). The importance of HIV in relation to 

these other issues is variable and depends partly on the timing of HIV diagnosis with 

respect to migration (Pourette 2008). African immigrant PHIV bear a heavy burden of 

psychological symptoms (Bungener et al. 2000). Cultural and psychological factors, 

ethnicity, gender and sexual orientation intersect with homophobia and other 

manifestations of stigma within African communities to limit access to clinical services 

and social support for Black African women and men––particularly gay men––living 

with HIV (Anderson and Doyal 2004; Dodds 2006; Doyal 2008; Doyal & Anderson 

2005; Doyal et al. 2009; Flowers et al. 2006; Foley 2005; Koku 2010; Othieno 2007). 

The importance of faith and religion in the lives of African and other migrant 

PLHIV outside Africa has received increasing attention  (Ndirangu & Evans 2009; 

Ridge et al. 2008). Members of African diaspora communities have migrated from 

societies in which religion plays a prominent social and political role, to secular 

societies––in which cultural pluralism is a matter of policy, but health promotion, public 

health and the provision of health care exclude the spiritual dimension of human 

wellbeing, which is treated as a matter of private concern or the domain of faith-based 

organisations. This is worth bearing in mind when considering the role of spirituality 

and faith in the setting of African migration to Australia. The Canadian-born 

comparative theologian Wilfred Cantwell Smith has described faith thus: 

“the essential human quality… our universal ability… to live in terms of a transcendent 
dimension, and in response to it… open both individually and in corporate groups, to sources of 
aspiration, of inspiration, of vision, of obligation, beyond what is given in one's immediate 
environment" (Smith 1998). 

A religion, on the other hand, may be understood as a historical expression of 

faith, characterised by various historically observed traits such as acceptance of certain 

intellectual propositions, performance of certain actions and adherence to certain ideal 

standards of behaviour. Smith clearly distinguished faith as a human attribute from any 

historical religion, spiritual tradition or doctrinal propositions. However, he did note the 

emergence in Western Europe of a “negative-secular” tradition of thought that explicitly 
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denied the importance––or even existence––of a transcendent dimension of human life. 

Smith also called attention to the socio-political dimension of this negative-secular 

tradition in the context of post-colonial globalisation: 

The West has devised, as one of its major specialties, the notion that society can be 
organized on the assumption that faith does not really matter. In our century, it has endeavoured 
to impose this doctrine on the entire world. The view that either a national or an international 
order, political, economic, cultural, can be constructed on a negative-secularism base; that when 
groups of differing faith patterns come together they can collaborate only or best by privatizing 
those patterns and that faith; that what human beings have in common is the non-religious, the 
non-transcendent––this is the contemporary orthodoxy. It is resented in Asia and will not 
survive Western dominance. (Smith 1998) 

The place of spiritual life in the social and individual existence of HIV-affected 

communities has been better examined in Africa than in industrialised countries. One 

study of PLHIV receiving ART in Tanzania explored the role of religious faith and 

practice in living with HIV (Watt et al. 2009). Participants reported that their faith 

provided hope and encouragement, that their diagnosis of HIV strengthened their faith, 

that religious practices encouraged adherence to ART regimens both through motivation 

and routines of behaviour. However, they feared stigmatisation within their religious 

communities due to the association of HIV with sexual immorality; this was eased by 

the disclosure of other PLHIV in the congregation. Some withdrew from participation in 

religious organisations due to fear of disclosure or revealing of their status through their 

appearance. Religious organisations talked more about HIV prevention than about 

living with HIV, associating HIV with sexual immorality. 

Similar findings arose in a study of PLHIV in London (Ridge et al. 2008) and a 

study of African women living with HIV in London (Doyal & Anderson, 2005). 

Encouragingly, recent developments in the response of faith-based organisations to the 

global AIDS pandemic have explored ways in which these organisations might help 

with HIV prevention efforts (including biomedical methods such as condom use and 

strategies such as needle and syringe exchange) and to emphasise compassion and 

support for PLHIV, rather than stigmatisation, censure and ostracism (Edelheit 2004; 

Kamarulzaman & Saifuddeen 2010; Leong 2006; Malian et al. 2009; Moore 2003). 
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African immigrant PLHIV must therefore face many complex challenges to their 

physical and psychological wellbeing after diagnosis. These challenges arise from 

intersecting structural factors such as economics, politics and religion, as well as 

relationships within their social networks and their individual resources of education, 

linguistic fluency and spiritual orientation. The most important manifestation of these 

intersecting factors is HIV-related stigma. 

4.2.3.2 HIV-related stigma 

HIV-related stigma acts as a barrier to HIV prevention, timely diagnosis and 

access to adequate care and support for African immigrant PLHIV. HIV-related stigma 

intersects with other challenges, simultaneously increasing the number and complexity 

of physical, psychological problems and eroding the social supports normally mobilised 

to surmount these problems (Åsander et al. 2004; Åsander et al. 2009; Elford et al. 

2008a; Elford et al. 2008b; Elford et al. 2008c). 

Two case series of African women living with HIV in Ireland found that social 

support in the form of information and assistance negotiating access to services in 

Ireland was needed and desired by study participants, who found that social stigma and 

the fear of disclosure limited access to support, as did restrictive immigration laws 

inhibiting social integration (Foreman & Hawthorne, 2007). Åsander’s detailed study of 

African immigrant women living with HIV in Sweden, which analysed their social 

networks, described the disruption to these networks following migration, the 

compensatory development of social networks (often through faith-based organisations) 

in Sweden and the limitations imposed by stigma upon disclosure and support. The 

importance of good working relationships with health professionals was stressed as an 

important source of social support (Åsander, et al. 2004); this latter conclusion is 

supported by a qualitative study of HIV service providers and PLHIV from minority 

backgrounds in the US, indicating that a good therapeutic relationship with a health care 

provider, sharing responsibility for health maintenance, was considered important by 

PLHIV (Berkley-Patton, Goggin, Liston, Bradley-Ewing, & Neville 2009). 
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One study of Black African heterosexual men and women living with HIV in the 

UK found that they consistently faced more challenges relating to employment, income, 

housing and UK residency status than any other group: 38.9% of the men and 40.9% of 

the women received incomes insufficient to meet basic needs (Ibrahim, et al. 2008). 

Another study of African women living with HIV in London found that their social and 

cultural networks, already disrupted by migration, were further strained by their 

awareness of their HIV status and the need to manage its disclosure to others both in the 

UK and in their countries of origin (Doyal & Anderson 2005). 

A vast body of literature exists on stigma, including HIV-related stigma. A 

seminal work by Goffman proposed stigma as a “spoiled identity” signalled by a 

“deeply discrediting mark” causing members of a society to reclassify the marked 

individual to a less desirable social category (Goffman 1963). Goffman, in drawing 

attention to the implicit assumption of a society “norm” from which the marked 

individual deviated in some way, discussed the topic mainly from the perspectives of 

the stigmatised individual and the “normal” member of society, who regarded the 

marked individual as “not quite human”: stigma was dehumanising and objectifying. 

Goffman conceptualised discrimination as a set of practices reducing the life chances of 

the stigmatised individual and discussed various responses to stigma, deployed in 

circumstances where the discrediting mark was visible to the stigmatised person and/or 

other members of society. Distinguishing between sympathetic and hostile responses to 

stigmatised individuals, from other members of society not sharing the discrediting 

mark, Goffman’s analysis concentrated on psychological and interpersonal processes, 

rather than structural factors. Flowers et al. followed this track in their analysis of 

interviews with Black African UK residents living with HIV, who described their 

experiences of felt stigma and experiences of discrimination in terms consistent with 

Goffman’s “spoilt identity” (Flowers et al. 2006). 

Campbell et al. adopted a more structural approach, arguing that combined 

analyses of both individual and macrosocial factors producing stigma would have 

greater explanatory power than analyses limited to either approach alone (Campbell & 

Deacon 2006). They drew attention to the complementary contributions of studies 
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focusing on symbolic representations in social discourses; material factors (such as 

poverty); environmental factors (such as the layout and furnishing of institutional 

facilities); structural factors (such as gender inequality, political contexts and informal 

power relations); and the intersections of multiple forms of social marginalisation (such 

as xenophobia, homophobia and racism). Importantly, Campbell et al. drew attention to 

the agency of stigmatised groups who adopted strategies focusing on several of these 

dimensions, resisting stigma by utilising complex and dynamic forms of power. The 

need for external “allies” among non-stigmatised groups to assist the development of 

self-reflection, critical thinking, confidence and capacity for resistance among 

stigmatised groups echoed the role of the “wise” and the “allies” described by Goffman 

in his original discussion of stigma. Integration of macrosocial and individual-level 

explanations for stigma appeared to be a promising approach. 

Similarly, Link and Phelan analysed stigma associated with mental illness in 

terms of their “fundamental cause” theory, which originally drew attention to the 

persistence of health disparities adversely affecting groups and individuals with low 

socioeconomic status (Link & Phelan 1996). The fundamental cause theory attempted to 

explain the observation that, despite apparent effect of interventions to reduce the 

burden of particular diseases associated with low socioeconomic status, other conditions 

became more prominent––but affected the same groups of people. Link and Phelan 

argued that inequalities in health could only be addressed by redressing the underlying 

social inequalities. Their concept of stigma included the processes of labelling, negative 

stereotyping, categorisation and separation, leading to discrimination and loss of status, 

all of which occurred within a permissive power imbalance (Link & Phelan 2001). 

Link and Phelan considered socioeconomic inequalities to be “fundamental” 

causes of disease because they limited access to social resources and hence the capacity 

to avoid risks or minimise the consequence of exposure. The power imbalance in such 

cases was the power to access “flexible resources” such as knowledge, prestige and 

beneficial social connections, able to be deployed for the benefit of those who possessed 

them. In the health arena, deployment of these resources influenced multiple disease 

outcomes, through multiple risk factors; through the avoidance of risks and the 
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minimisation of the consequences of encountered risks. The causal link between 

socioeconomic status and health inequalities was supported by several longitudinal 

studies of population mortality data showing decreases in mortality rates of preventable 

diseases occurring among people of higher socioeconomic status as knowledge of 

prevention became available, whilst remaining unchanged among populations of lower 

socioeconomic status: in contrast to rates of non-preventable diseases, which remained 

stable across the socioeconomic gradient over time (Phelan et al. 2010). Apart from its 

enrichment of the conceptualisation of stigma, this view of health and illness is 

consistent with the concept of the social determinants of health, including HIV risk and 

the access to HIV prevention and care (Commission on the Social Determinants of 

Health 2007), and the social epidemiological theory of the origin of AIDS outlined by 

Pepin (Pepin 2011). 

Reidpath et al. recently proposed a conception of stigma as an umbrella term for 

diverse social processes existing within communities for the identification and 

exclusion of individual community members and sub-groups, based on their perceived 

social value to the community in terms of contribution to the attainment of an ideal 

good community (Reidpath et al. 2005). “Social value” in this sense included, but was 

not limited to, material value and also included potential future contribution to the 

community. The authors argued that their conception provided an explanation for the 

effectiveness of efforts (often politically motivated) to stigmatise individuals and groups 

by reducing their ability to contribute to communities and hence reducing their social 

value. According to this argument, stigmatisation of an individual or group may enable 

construction of an idealised “good community” that, by definition, excludes from its 

membership the stigmatised persons. The authors argued that this conception of stigma 

provided a theoretical basis for the development and testing of structural interventions 

to reduce stigma, either through alteration of the physical and social environment to 

increase the potential of stigmatised individuals and groups to contribute to 

communities and hence their social value; or through promotion of community attitudes 

that increase the perceived social value of contributions made by the stigmatised 

persons. 
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Mahajan et al used Link and Phelan’s theory in an ambitious review of the global 

stigma-related literature, to conceptualise HIV-related stigma, (Mahajan et al. 2008). 

Mahajan’s conceptual framework attempted to explain the manifestation of 

socioeconomic status and power inequities in forms of structural violence, such as 

racism, sexism, poverty and pre-existing stigma against groups such as MSM, sex 

workers and PWID. In this framework, HIV risk and status served as a pretext for, 

rather than a cause of, labelling, separation and discrimination. Expressions of structural 

and institutional discrimination occurred in settings such as workplaces and health care 

institutions; individual discrimination occurred in social settings and self-imposed 

discrimination occurred in forms such as failure to attend health care appointments. 

Mahajan also discussed the potential for increased access to ART to improve survival 

and thus reduce stigma by increasing the social value of PLHIV who might be able to 

work and participate in social activities. This was consistent with the proposal of 

Reidpath et al. that decreased social value is a cause of stigma that is amenable to 

intervention. 

Stigma is thus a manifestation of complex interactions between individual, 

interpersonal and structural factors. HIV-related stigma is an important barrier to HIV 

prevention, diagnosis, and care for PLHIV. Effective responses to HIV must therefore 

include the development and use of tools to adequately measure the individual and 

structural dimensions of stigma. This in turn requires a good understanding of the local 

social context and subjective understanding of communities affected by HIV. 

4.2.3.3 An approach to HIV prevention for migrants and mobile populations 

The importance of stigma and discrimination was a major theme in the collection 

of essays published as “Crossing Borders: Migration, Ethnicity and HIV” (Haour-Knipe 

& Rector, 1996). These essays addressed issues around HIV and migration in the pre-

HAART era. Competing concerns of inclusion and stigmatisation were noted as 

impediments to constructive political action on HIV/AIDS in migrant populations. 

Mobilisation of, and partnership with, migrant/ethnic minority communities, was 

proposed as a means to break this impasse. Another important contribution was to 
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problematise the concept of “culture.” Service providers, researchers, policy makers and 

members of these communities often discussed “culture” without critical deconstruction 

of the actual meaning of the term or clear analysis in terms of practical solutions to the 

problems encountered in the uptake or effectiveness of HIV prevention and treatment 

initiatives in migrant or ethnic minority communities, which were explained by 

reference to “culture”. 

Since the publication of this still-relevant collection of essays, issues of equity and 

migration have become even sharper, in view of the greatly improved survival and 

quality of life after HIV diagnosis, alongside the increased cost and complexity of 

treatments that have intensified the attendant debates on eligibility and responsibility for 

access to treatment. European and North American researchers and advocates have 

began to further develop theories of HIV and migration, integrating aspects of HIV 

transmission and prevention with human rights and equity issues and a more global 

perspective on HIV and population mobility. 

Deane et al. revealed the theoretical shortcomings that led to contradictory results 

of many studies seeking to identify the links between HIV exposure risk and population 

mobility (Deane et al. 2010). These shortcomings included poor conceptualisation of 

human mobility and failure to consider the specific local risk environments in which 

HIV risk behaviour occurred. The authors urged the clear conceptualisation, description 

and measurement of specific forms of mobility relevant to the research question in 

terms of: who moves; from whence and to where they move; why they move and for 

how long they stay. Deane et al. criticised the undue focus on the number of sexual 

partners as the principal measure of HIV risk and emphasised the influence of social 

process on the risk environment in which individual behaviour is situated. Deane et al. 

also drew attention to recent developments in theories of migration such as the concept 

of the “migration state” and its role in regulating international migration to pursue the 

competing agendas of state security and economic prosperity (Hollifield 2004). 

Soskolne and Shtarkshall developed a framework for analysis of HIV prevention 

for immigrant populations in Israel, including social and individual determinants of HIV 
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exposure risk. Social determinants included structural macro-level factors such as socio-

economic and power inequalities after migration; intermediate-level factors included 

social capital and changing cultural norms situated in specific geographical, temporal 

and cultural contexts; individual determinants included cultural and psychosocial factors 

such as changing beliefs/identity, competing migration-related stressors and 

psychological resilience, as well as behaviours leading to HIV exposure or avoidance 

and access to health care services (Figure 4‑1). 
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Figure 4-1 Factors linking migration with HIV infection33 

 

                                                

33 Soskolne V & Shtarkshall R 2002, ‘Migration and HIV prevention programmes: linking structural 
factors, culture, and individual behaviour - an Israeli experience’, Social Science & Medicine, 55, 1297-
1307. 
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Soskolne and Shtarkshall’s conceptualisation of migration encompassed multiple 

individual, population and structural factors as well as the temporal dimension. This 

framework provided a basis for the development of HIV prevention initiatives balancing 

individual-level approaches tailored to the specific psychosocial context of migration, 

with social, economic and political structural initiatives intended to modify the risk 

environment. The authors described some social policy responses to the alienation and 

barriers impeding access by immigrants to HIV prevention and treatment.  They also 

described the “reflexive” process of developing community- and individual-level health 

promotion strategies. This process involved active, critical participation of community 

members in the development, delivery and evaluation of the projects (Soskolne & 

Shtarkshall, 2002). A key feature was the emphasis on cross-cultural communication, 

underpinned by a commitment to mutual respect. This approach was adopted by 

UNAIDS as its best practice model guiding HIV prevention for migrant and mobile 

populations (Shtarkshall & Soskolne, 2000). 

Soskolne and Shtarkshall based their framework for upon their work with two 

culturally distinct populations in Israel: Jewish immigrants from Ethiopia and the 

former Soviet Union. This suggests a need for consideration of the local context when 

assessing the applicability of the UNAIDS framework to HIV in Victoria’s African 

communities, whose cultural and psychosocial characteristics might differ in important 

ways, from those of immigrants to Israel, with implications for the proximate 

determinants of HIV exposure risk. Moreover, structural factors affecting these two 

groups of Jewish immigrants to Israel (who were automatically granted full citizenship 

on arrival) might differ markedly from those affecting African immigrants in Western 

Europe, North America and Australasia––34where legal barriers exist that limit, delay or 

bar the eligibility of many immigrants to permanent residency, citizenship, government 

support and access to state-funded services. In such circumstances, the structural factors 

barring access to effective HIV prevention may overshadow the cultural and 

psychosocial factors emphasised by Soskolne and Shtarkshall. 

                                                

34 Structural factors may also differ for non-Jewish African immigrants in Israel 
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4.3 Australian perspective on international research 

The foregoing research has shown the impact of African immigration on the size 

and nature of the HIV epidemics of industrialised countries, in terms of number of cases 

and the demographic profile of PLHIV. The epidemiology of HIV within African 

immigrant populations is diverse with respect to the location, timing and route of 

exposure. African immigrants with HIV face some clinical issues common to other 

PLHIV in industrialised countries, but important differences exist in virology and the 

pattern of HIV-related illnesses; differences in rates of disease progression and response 

to ART may exist, but their clinical significance remains unclear. Finally, the complex 

social context of HIV in African immigrant communities produces intersecting barriers 

to effective HIV prevention and equitable access to HIV treatment and support, of 

which the most significant are HIV-related stigma, gender inequality and structural 

discrimination against immigrants. 

Australian research and surveillance have identified issues sharing some 

similarities with those concerning HIV and African immigrant populations in other 

industrialised countries, but important socio-political and geographical differences exist 

that may have implications for the epidemiology and appropriate response to HIV in 

Australia’s African immigrant population. Although lessons can be learned from the 

much larger body of research concerning African immigrants in other industrialised 

countries, the need for more research conducted in the Australian setting is evident. 

Australia’s HIV epidemic is fairly small by global standards, but is a significant 

issue: over 20 000 Australian residents are living with HIV and approximately 1000 

new cases are diagnosed annually––similar to the total number diagnosed annually in 

Belgium, Portugal or the Netherlands (Table 4‑3). Sub-Saharan African-born cases 

accounted for 11% of newly diagnosed cases in 2009 in Australia, having previously 

ranged between 5–8% for most of the preceding decade (Table 4‑1). This is similar to 

the proportion diagnosed in Germany, Spain or the Netherlands (Table 4‑3). The 

proportion of PLHIV in Australia that are African immigrants is unknown, but historical 
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trends suggest it is likely to be under 10%. This proportion may rise in future, following 

the increase in proportion of diagnosed cases. The prevalence of HIV in African 

immigrant populations resident in Australia has never been measured and cannot be 

estimated with any accuracy.35 The absence of ethnicity data renders difficult any 

attempt to ascertain, from surveillance data, the risk or burden of HIV infection within 

socially-defined African communities. This may limit stigmatisation of particular ethnic 

communities, but may also hamper health promotion and advocacy focusing on 

particular cultural or linguistic groups. The majority of African immigrants diagnosed in 

Australia with HIV originate from Sub-Saharan Africa, as is the case in most European 

countries; the proportion of North Africans among diagnosed cases of HIV is small 

even in countries with high levels of immigration from this region, such as France and 

Spain, but remains largely unknown since most OECD countries (including Australia) 

fail to identify North Africans as a specific category in HIV surveillance (Table 4‑2). 

Key issues related to HIV in African immigrant populations in other industrialised 

countries include delayed diagnosis, importance of TB and HIV genetic diversity. The 

Australian situation may differ somewhat from those of other countries, due to 

geographical distance from Africa, smaller scale and different origins of African 

immigration, the nature of Australian health care system and the Australian response to 

HIV. A striking observation emerging from Australian research is the high proportion of 

African immigrants diagnosed with AIDS having exposure via sex between men: 33% 

of all Sub-Saharan African-born people diagnosed with AIDS 1992–1998 (43% of 

males) were MSM (Dore et al. 2001). This is a much larger proportion than the 1–11% 

of cases classified as MSM amongst Sub-Saharan Africa migrant PLHIV in other 

OECD countries and may reflect older patterns of African immigration determined by 

the “White Australia” policy, which may have more readily permitted entry to African-

born immigrants from social groups amongst which the sex between men may have 

been a more common exposure than heterosexual sex (Maartens et al. 1997). However, 
                                                

35 All that can reasonably be said is that HIV prevalence in African-born Australian residents is 
likely to lie between the prevalence in countries of origin and that of the general Australian population––a 
statement so general as to be virtually meaningless. 
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this remains speculation, since indigenous status is the only ethnic or racial category 

collected in Australian HIV surveillance. Heterosexual sex appears to be the commonest 

HIV exposure route for African-born Australian residents, but the timing of exposure in 

relation to migration is unclear, given the systematic screening of intending permanent 

settlers and the de facto discrimination against visa applicants diagnosed with HIV. The 

contribution of IDU is likely to be small, given that the prevalence of HIV in Australian 

PWID (excluding those who are also MSM) is extremely low. 

The issue of delayed HIV diagnosis among African immigrants clearly affects 

Australia, as it does other industrialised countries. However, it remains unclear whether 

African origin per se is a risk factor for delayed diagnosis, or why this should be so. 

African-born Australian residents diagnosed with HIV evidently have an increased risk 

of TB, but associations with other opportunistic infections are little understood. The 

increased frequency of non-B HIV-1 subtypes appears to be associated with origin in 

Sub-Saharan Africa. The uptake of treatment and response to ART for African 

immigrants with HIV in Australia has not been reported. 

The lived experience of some African immigrant PLHIV has been reported, along 

with that of other people from CALD backgrounds living with HIV in New South 

Wales, but these accounts remain few in number, despite the diversity of origin and 

experience of this population. The social context of HIV in African immigrant 

communities in Victoria has been explored from the perspective of some young people 

from refugee backgrounds, but the perspectives of older community members, including 

parents, have not been sufficiently explored; nor have African ethnic or religious 

identities been explored in relation to HIV in Victoria. Studies of knowledge and 

understanding of HIV within African immigrant communities have identified various 

factual inaccuracies in knowledge, but have not studied the relationship between 

knowledge and behaviour; nor have the relationship between personal experience, 

cultural context and HIV-related knowledge been explored. 

Australia is relatively distant from Africa. This is becoming less relevant with 

increasing rapidity and scale of global travel, but the legacy of previous patterns of 
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travel is reflected in the demographic characteristics of African immigrant populations 

in Australia. Moreover, travel and migration between Africa and Australia are more 

regulated than is the case between Africa and the countries of Western and Southern 

Europe. This, in conjunction with systematic HIV screening of prospective immigrants, 

lessens the likelihood that large numbers of PLHIV are migrating from Africa to 

Australia. However, the number of short-term visitors and temporary residents from 

Africa is growing. Some are likely to have HIV, but not all will be aware of the fact. 

The scale of this issue and the implications for public health and migration policy are 

unclear. 

The Australian health system is relatively well resourced and is a hybrid of 

privately and publicly funded health providers. A government-funded insurer (Medicare 

Australia) provides rebates to all permanent and some temporary residents for the cost 

of clinical consultation and investigations with registered health care providers. ARV 

drugs are widely available and their cost and that of many other prescribed medications 

is subsidised by the Pharmaceutical Benefits Scheme (PBS). Investigation into the 

access of African immigrants to HIV treatment and support services in Australia is thus 

warranted, as it may differ from that in other industrialised countries in which the 

private sector is less prominent (such as the UK) or more prominent (such as the US). 

HIV-related stigma and racism are issues affecting African immigrant populations 

throughout the industrialised world. Australia had racially discriminatory immigration 

policies that were finally dismantled in 1973 (Department of Immigration and 

Multicultural Affairs 2001), whilst informal racial, ethnic and religious prejudice has 

always existed to some degree. However, institutionalised racial and ethnic 

discrimination within Australia have been less pronounced than in many other 

industrialised countries.36 In particular, Australia lacks the large ethnic minorities 

descended from enslaved and ex-colonial African populations, which still shape the 

                                                

36 Exceptions are laws and policies regarding Aboriginal people. 
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social and political landscape of the UK, France and North America, within which 

newer African immigrant communities have emerged. 

The Australian HIV response has been characterised by a partnership between 

government, health care providers and members of affected communities, including gay 

men, sex workers and PWID, as well as PLHIV. Although periodically strained, this 

partnership underlies the development of policies, conduct of research, and the 

provision of health care and support to people and communities affected by HIV. 

Australia’s HIV strategies for HIV prevention, diagnosis, treatment and support have 

largely been directed toward gay men and other MSM, due to their preponderance 

amongst PLHIV and new diagnoses of HIV, as well as their strong, well-organised and 

continued advocacy. Other groups, such as women living with HIV and affected 

immigrant communities, have remained somewhat marginalised in the Australian HIV 

response; no dedicated national organisation exists to articulate the concerns of these 

groups, although some state-based organisations are striving for greater recognition of 

women living with HIV in HIV-related policy and debate.37 No African Australian 

HIV-related advocacy organisation yet exists; however, emerging trends in HIV 

surveillance have led Australia’s recent national HIV strategies to acknowledge the 

importance of  “populations originating from, or travelling to, regions of high HIV 

prevalence”, including members of Australia’s African communities (Department of 

Health and Ageing 2010). This has resulted in efforts by governments and other 

stakeholders to engage African communities in the Australian HIV response; such 

efforts include the funding and support of the research behind this doctoral thesis. 

4.4 Research question and aims of study 

Several questions emerged from the foregoing review of the scientific literature. 

Were members of Victoria’s African communities acquiring HIV before or after 

migration? Were they at risk of HIV exposure in Australia? If so, what factors 
                                                

37 Positive Women Victoria has organised several national conferences for women with HIV: 
http://pozhet.org.au/wp-content/uploads/2013/11/Advancing-the-Agenda-National-Womens-Conference-
2014.pdf 
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influenced their likelihood of exposure to HIV after migration? What delayed the 

diagnosis of Victoria’s African immigrant PLHIV? What support did they require after 

HIV diagnosis and what barriers did they encounter in accessing necessary support? 

How could Victoria’s African communities obtain information about HIV that would 

reduce their risk of HIV infection, and delayed HIV diagnosis and improve the access to 

social support for African Australian PLHIV? 

This study set out to explore the social epidemiology and clinical features of HIV 

in Victoria’s African communities so as to better inform HIV prevention, treatment and 

care for this population. Specific aims of this study were therefore: firstly, to identify 

factors influencing the risk of HIV exposure for members of Victoria’s African 

communities; secondly, to identify factors delaying diagnosis after HIV exposure; 

thirdly, to identify sources of social support for Victoria’s African PLHIV and barriers 

to accessing such support; and fourthly, to identify effective means for providing 

Victoria’s African communities with accurate, relevant, culturally appropriate 

information about HIV. 
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5. Methodology 

This study of the social epidemiology and clinical features of HIV in Victoria’s 

African communities was an exploratory study of various biological, psychological and 

social dimensions of a relatively rare, heavily stigmatised condition affecting members 

of a small, diverse and somewhat marginalised population. The study sought to identify 

and understand subjective and external influences on behaviour that might expose 

African Australians to the risk of HIV infection or delay diagnostic testing; to identify 

needs for social support after HIV diagnosis and means to address such needs; and 

finally, to gather data on the number and characteristics of African-born people 

diagnosed with HIV in Australia and Victoria, that could both inform the development 

of future HIV prevention and care efforts in Victoria and provide a base from which 

accurate, relevant information about HIV might be provided to Victoria’s African 

communities. 

A conceptual framework was developed to explore the physical and psychosocial 

aspects of individual illness in relation to structural influences on individual and 

population health. Data collection and analysis followed the multi-level, mixed-methods 

approach of social epidemiology (Pearce & Merletti, 2006). Direct theoretical 

influences included Virchow’s “social medicine” (De Walt & Pincus, 2003), Bhaskar’s 

“critical realism” (Bhaskar 1998; Harvey 2002) and Barad’s “agential realism” (Barad 

2007). The process through which this analytical framework was developed is described 

in Appendix E. 

5.1 Framework for data analysis 

This research required an “agential cut”38 by which I distinguished myself from 

the individuals, communities and issue on which the inquiry was focused, 

acknowledging my “insider-outsider” status as a medically trained, Australian-born 

                                                

38 A determination of the boundaries of the phenomenon of interest through the process of deciding 
the object of observation and the conditions of measurement. See Barad KM 2007, Meeting the universe 
halfway: quantum physics and the entanglement of matter and meaning. Durham: Duke University Press.. 
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member of (Sydney’s) Sierra Leonean community, working with Victorian 

communities originating from the Horn of Africa and North Africa. My status permitted 

a degree of commonality, with residual differences in perspective. I remained aware of 

the subjective nature of this distinction, its implications and the potential for alternative 

agential cuts to be enacted by myself or other actors at different times, particularly with 

regard to the disclosure and use of sensitive information. Further agential cuts within 

the frame of inquiry created sets of complementary analytical categories (such as 

gender, age, ethnicity etc.). The relationships between sets of these analytical categories 

were then open to exploration in search of explanations for their observed 

characteristics. As researcher, I maintained awareness of my choices regarding 

placement of cuts and the consequent inclusion/exclusion from analytical categories. I 

also maintained a sense of the potential for alternative placement of cuts and hence 

alternative interpretations of observed phenomena––thus remaining “in the picture” 

although outside the frame (Figure 5‑1).  
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Figure 5-1 Analytical framework for exploration of HIV in Victoria's African communities 
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An event or action was taken to have observed characteristics arising from the 

interactions between various influences. Such events included those reported by study 

participants in interviews. For any given experience, action or event, two domains were 

distinguished: external and internal, according to the perspective of observation. Within 

each domain were various dimensions of perception. An important point to emphasise is 

the simultaneous existence and relevance of all of these domains and dimensions at any 

given time during events described by participants or interactions between researcher 

and participant in which data was collected. Although the focus of an event––such as an 

action or a description of that action––might be one or other dimension in one or other 

domain, the corresponding aspects of that action in other dimensions also underwent 

changes that might themselves become the focus of attention at another point in time. 

The external domain of action was that which was observable (although not 

necessarily observed) by both a subject (a conscious entity having agency) and an 

observer (i.e. another subject). In the research setting these subjects could be a 

participant and the researcher to whom s/he reported an action or event. The external 

domain included the physical dimension of material entities, such as animate or 

inanimate bodies of matter (macroscopic and microscopic), their physical actions, and 

the social dimensions––both interpersonal and structural––of the action or event. 

The interpersonal dimension of action described direct person-to-person 

interactions between particular individuals. The structural dimension described 

relationships between social positions occupied by various people whose actions were 

constrained by these positions or who experienced actions of others by virtue of their 

position rather than their individual identity. Note however, that these structures existed 

in the realm of meaning, within the consciousness of individual people. Structural 

influences were thus exerted through the interpersonal dimension, as expectations or 

norms constraining individual personal actions. Culture, in this schema, was defined 

simply as “shared meaning.” 

The internal domain of action was that experienced subjectively, not being 

directly observable by any other subject. This included the physical dimension 
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(sensations), the cognitive dimension (knowledge and rational thoughts), the affective 

dimension (emotion) and the moral-spiritual dimension (related to value judgements of 

right and wrong; oriented to some transcendent purpose not limited by the lifespan of 

the individual consciousness––often discussed in terms of faith or religion). This 

framework extends that of Kleinman, recognising cognitive, affective and social 

dimensions of life and chronic illness (Kleinman 1988), but attempting to establish a 

more formal ontological basis for these dimensions and bridging the gaps between 

psychological, somatic and social aspects of illness to enable clearer conceptualisation 

and study of causal pathways and effects. 

Within this multi-dimensional analytical framework, the study involved collection 

and analysis of both qualitative and quantitative data. Qualitative methods were used in 

a flexible manner, following evolving lines of inquiry and seeking insights from 

multiple perspectives on emerging issues of key importance (Pope & Mays, 1995). This 

approach generated hypotheses related to the research questions: hypotheses able to be 

tested and refined in future studies––particularly hypotheses related to possible causal 

pathways generating observed phenomena. Quantitative data included descriptive 

statistics (used to estimate the magnitude of predictive and outcome variables contained 

in falsifiable hypotheses) and analytical techniques (identifying statistical associations 

between observed variables and tested hypotheses). Statistical inferences were then 

made about the populations from which the study samples were drawn. Despite 

increasing the complexity of the study and forcing compromises in study design, the use 

of both qualitative and quantitative methods offered potential to address complex 

problems from varying perspectives, to broaden the range of available sources of data 

and to strengthen the basis of interpretation of results through triangulation of data from 

several sources (Mays & Pope 1995; Pope & Mays 2009; Spencer et al. 2003). 

This analytical framework allowed integration of the qualitative and quantitative 

data. Subjective experiences derived from participant narratives were examined 

alongside externally observed and measured phenomena at both individual and 

population levels. Microscopic and macroscopic physical structures and events were 

examined alongside emotional and cognitive psychological processes, sensations and 



 110 

interpretations, as well as both formal and informal social structures. This framework 

encompassed data collected in all three sub-studies (analysis of surveillance data, case 

series and community inquiry), but proved most valuable in the thematic analysis of 

qualitative data: themes and sub-themes could be identified as referring to one or more 

domains and dimensions within the analytical framework and the relationships between 

them could be explored, whilst preserving clarity, for each theme, regarding who spoke 

and about what they were speaking. 

5.2 Research strategy and study methods 

The first challenge was to define the study population. An associated challenge 

was that of putting into practice the participatory approach in development of the study 

design. The research questions concerned African communities in Victoria, but the 

question arose of who was included in the term “African communities.” The concept of 

“community” is a vexed question in sociology, health promotion and health research. 

The common threads in most definitions refer to a group of people having something in 

common and some sense of this commonality. Weijer et al. have argued that there are 

different types of communities and that the definition of one type may not fit others 

(Weijer 1999). Jewkes and Murcott argued that the identity of the individuals or 

interests constructing a “community” is as important to that community as the purpose 

for which it is constructed (Jewkes & Murcott 1996). 

The current study involved communication with groups of people about the issue 

of HIV. This involved sharing of information about an infection transmitted largely 

through sexual activity. Networks of sexual contact are likely to be related to networks 

of social contact; for this reason, a concept of community involving a subjective sense 

of belonging was necessary. However, since the distribution of HIV varies with 

geography and the population of interest also moved in space and time, a geographical 

dimension to the concept of community was also necessary. This also overlapped with 

the epidemiological idea of “population”, since much epidemiological data was 

collected, analysed and published without reference to the subjective experience of the 

people constituting the populations to which the data referred. Since all geographical 
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definitions are to some degree arbitrary, the definition of “Africa” was that used by the 

Australian Bureau of Statistics: this could then be used as a basis for the collation of 

published epidemiological and demographic information from a wide variety of sources, 

particularly Australian HIV surveillance data (Australian Bureau of Statistics 1998). 

The final definition of “African communities” was therefore “a group of 

individuals sharing a social connection to contemporary societies located on the 

continent of “Africa” (as defined in the Standard Australian Classification of 

Countries) and recognising each others’ connection to those societies.” This definition 

shares some characteristics with the “three part definition” of Aboriginality (self-

identity, community acceptance and descent), although that definition has also been 

contentious and is to some degree circular (Gardiner-Garden 2003). However this 

definition of “African communities” was not limited by prescriptions concerning 

country of birth, nationality, ethnicity, ancestry, language, religion, or race. The study 

definition was intended to enable communication with groups of people who would 

share the common environmental (geographical) risk of exposure to HIV in Africa, 

common social networks and sufficient common identity upon which to base collective 

action in response to the challenge of HIV. 

Exploratory discussions with community-based organisations and service 

providers suggested that African settlers in Victoria originating from the Horn of Africa 

and Egypt had formed close-knit “communities” as described above. Members of these 

communities identified themselves and described their groups in various ways: ethnicity 

(e.g. Somali, Oromo, Harerean, Tigray); religion (e.g. Muslim, Coptic Orthodox, 

Ethiopian Orthodox); or former nationality (e.g. Eritrean, Ethiopian, Somali). Many 

settlers from the Horn of Africa spoke LOTE and were not fluent in English (English 

being neither an official language nor a former colonial language in their countries of 

origin).39 This hampered communication with English-speaking Australians and 

reinforced a difference between these ethno-linguistic groups and other Australian 

                                                

39 See section 2.3 “African migration to Australia.” 
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residents. Moreover, some of these languages (Arabic, Amharic and Tigrinya) had long 

literary traditions supporting intergenerational transmission of language. Similarly, 

many settlers from the Horn of Africa possessed strong religious identity and adhered to 

religious traditions (Ethiopian and Coptic Orthodox Christianity, or Islam) differing 

from those of the majority of Australian residents and reflecting social and institutional 

structures existing in their countries of origin. Settlement patterns of migrants from the 

Horn of Africa seemed likely to contribute to shared, distinctive group identity through 

the arrival, as humanitarian entrants, of large groups of families or members of pre-

existing geo-political groupings, followed by subsequent family reunion and 

intermarriage. These three factors (language, religion and settlement) appeared 

prominent in expressions of individual identity and group membership, amongst 

informants contacted in the early phase of the study. An exception was the Coptic 

Egyptian community, whose identity was largely defined by religion, rather than 

geographical origin or language; this was probably due to the historical legacy of 

Egyptian migration, which had occurred over a long period of time, as individuals and 

families settled in Australia for work, study, business opportunities or marital links and 

family ties. It seemed likely religion, language and settlement patterns were factors 

distinguishing the Horn of Africa communities from other Australian residents and 

other African migrants and reinforcing group identity through “cultural unity and 

expressive solidarity” (Harvey 2002). 

In contrast to settlers from the Horn of Africa and Coptic Egyptians, other African 

migrants had arrived, like the Egyptians, as individuals or small family groups. Apart 

from South African and Zimbabwean settlers, most had arrived over a shorter period of 

time than those from the Horn of Africa and Egypt. Moreover, many spoke English 

fluently as a first or second language. Large, self-identified communities did not appear 

to exist. During the course of this study, newer groups of humanitarian migrants arrived 

from West and Central Africa (Sierra Leone, Liberia, Democratic Republic of Congo, 

Rwanda and Burundi). These groups formed communities similar to those of settlers 

from the Horn of Africa; however, these groups were not included in this study. This 

exclusion resulted partly from limited resources and partly to the lack of sufficient time 
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to engage with these communities to the same degree as was possible with those from 

the Horn of Africa. 

The second challenge was the conduct of scientifically rigorous research into a 

sensitive topic within a minority population. As with other research into HIV 

epidemiology, data collection depended on the willingness of participants to discuss 

sexual behaviour and attitudes. Researching an already stigmatised STI in the context of 

migration from Africa risked intensifying stigma through labelling and stereotyping of 

African migrants, particularly African Australian PLHIV (Link & Phelan, 2006). This 

necessitated active involvement of these communities to improve the ethical 

accountability of the project and the validity of the results (Spencer et al. 2003). African 

community involvement included critique of the framing of research questions and the 

design of the method of inquiry, as well as cooperation and creative input into actions 

arising from the analysis and publication of the results of the inquiry. This process 

included careful consideration of the potential harms of this research during study 

design, data collection, analysis and publication. These concerns were subsequently 

vindicated by media articles suggesting molecular tracking of migrant PLHIV (Medew 

2007) and a series of inflammatory remarks by politicians linking African migration to 

communicable diseases (Rehn & Watts, 2007), voicing concerns about the ability of 

African immigrants to “integrate” into Australian society (Harrison 2007) or suggesting 

that migration of PLHIV to Australia should be prevented if possible (Metlikovec 

2007). The well-publicised murder, in Melbourne, during this time, of a young man who 

had migrated from Sudan as a refugee, was viewed by many African Australians to be 

partially motivated by anti-African racism (Curtain 2009; Hunt 2010; Oakes & Cooke, 

2007). 

The participatory approach to this study entailed firstly the appointment of a 

community project adviser and subsequently a series of preliminary meetings with 

various African community organisations to inform them about the project and seek 
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comments about its planned course and outcomes. The project advisor40 had familial 

and other social connections with several countries in the Horn of Africa. She had 

trained and worked as a social worker and had subsequent extensive experience in 

research, advocacy and service provision with the Victorian Horn of Africa 

communities, including a key role in the Family and Reproductive Rights Program 

(FARREP) which had begun in 1998 as a Victorian government-funded program to 

support health care in Victorian public hospitals of women who had undergone female 

genital mutilation (FGM) and to engage in health promotion to prevent this practice and 

promote sexual and reproductive health for women from the horn of Africa.41 She was a 

member of several African community-based organisations and, once convinced of the 

value of the project, facilitated contact and engagement with several of these 

organisations. 

Community engagement subsequently entailed a series of meetings with several 

African community-based organisations, seeking their advice, approval and support for 

the conduct of the research project. Although the initial reaction was often cautious, the 

discussions were uniformly cordial and productive. Community organisations expressed 

surprise that HIV was an issue of importance to their communities in Victoria, but 

appreciated the initiative. Most expressed caution about possible stigmatisation of 

African communities by association with HIV, seeking assurances that information 

about HIV risk or prevalence would be used sensitively, in the interests of the 

communities. All community leaders supported the project once they had received these 

assurances. Several suggested individuals willing to become partners in the research 

project. Some executive members of African community organisations joined the study 

team as research assistants. Senior members of several African community associations 

were thus involved in the design and execution of this study, through initial 

consultation, through work on the project as research assistants or as project advisor. 

                                                

40 Ms Samia Baho 
41 Information about FARREP is available from the Victorian Government Department of Health 

http://www.health.vic.gov.au/vwhp/farrep.htm and 
http://www.health.vic.gov.au/vwhp/downloads/interim_guidelines_3 
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Active participation of African community organisations was achieved in practice, 

rather than through formal project governance. However, research team discussions 

were amicable, frank and often animated, providing ample opportunity to identify and 

consider issues of study design and data collection with potential to cause unintended 

harm or distress to individual African PLHIV or members of African communities. 

Collectively, the research team had links with several ethnic communities from 

the Horn of Africa and North Africa: the Eritrean, Ethiopian, Amhara, Tigrayan, 

Oromo, Sudanese and South Sudanese, Somali and Coptic Egyptian communities. 

These links enhanced development of the study protocol and facilitated recruitment of 

participants. The entire research team underwent group training. Research assistants and 

the project advisor shared knowledge and experience of various aspects of the culture, 

language, history and politics of the Horn of Africa and Egypt relating to the 

communities living in Victoria. Research assistants participated in training seminars on 

sexual and reproductive health, drug- and alcohol-related health issues. Several had 

previous experience in one or more of these fields, sharing their expertise with 

colleagues. Researchers and research assistants also participated in workshops to refine 

interview techniques and focus group facilitation focus skills and develop supporting 

materials, becoming confident to conduct sessions and gaining familiarity with the use 

of field recording equipment.   

A project advisory committee included my PhD supervisors, the project advisory 

consultant, an experienced qualitative researcher from the university, and myself. The 

committee included one person openly living with HIV. Unfortunately, no member of 

the research team or advisory committee was an African Australian openly living with 

HIV. This limited the direct input from a specifically African PLHIV perspective. This 

committee reviewed my development of the study protocol and progress until the 

submission, in 2006, of a report to the Victorian Government, based on findings from 

the community qualitative inquiry.42 African community organisations had requested 

                                                

42 Department of Medicine, The University of Melbourne. 2006. Reducing the risk of Transmission 
of HIV/AIDS in African and Arabic-Speaking Communities in Victoria. Melbourne. 
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timely access to study results. Consequently, the report was provided to the 

participating community organisations prior to its formal submission, with the approval 

of the human research ethic committee and the Victorian government. 

The research project included three sub-studies. Analysis of national and 

Victorian surveillance data built on previous studies in Australia and abroad (Del Amo 

et al. 2010; Dore et al. 2001; Hamers & Downs 2004; McDonald et al. 2003). A case 

series collected clinical data comparable to that emerging from studies with African 

migrant PLHIV in Europe (Del Amo et al. 1996b; O'Farrell et al. 1995), using 

ethnographic methods in clinical settings to explore illness narratives of African-born 

Victorian PLHIV (Anderson & Doyal 2004; Doyal & Anderson 2005; Kleinman 1988). 

Finally, community-based ethnographic interviews and focus groups in non-clinical 

settings explored the social context of HIV, paralleling similar research with African 

and other immigrant communities (Bakopanos & Gifford 2001; Burns et al. 2007; Heus 

2010; Omorodion et al. 2007; Othieno 2007). The combination of surveillance data 

analysis, case series and qualitative community inquiry enabled a multi-dimensional 

description of HIV in Victoria’s African communities, suggesting causal mechanisms 

underlying challenging issues in HIV prevention, timely diagnosis and support for 

PLHIV in these communities. Detailed descriptions of study methods and analysis may 

be found in the chapters specific to each study. 

Case series participants provided access to stored frozen plasma samples or fresh 

blood samples for a molecular epidemiological study resembling previous European 

studies, carried out in collaboration with the Burnet Centre for Virology (Aggarwal et 

al. 2006; Alaeus et al. 1997). Detailed discussion of phylogenetic analysis results is 

published elsewhere and is beyond the scope of this doctoral thesis, which includes only 

subtyping results from sequencing and case notes.43 

                                                

43 Results of phylogenetic analysis are published as: Lemoh C, Ryan CE, Sekawi Z, Hearps AC, 
Aleksic E, Chibo D, Grierson J, Baho S, Street A, Hallard M, Biggs BA & Crowe SM 2013, ‘Acquisition 
of HIV by African-born residents of Victoria, Australia: insights from molecular epidemiology’, PLoS 
ONE, 8, e84008. 
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6. Analysis of HIV and AIDS surveillance data 

Analysis of HIV and AIDS surveillance data enabled exploration of associations 

between delayed diagnosis and African origin, in relation to other demographic and 

epidemiological characteristics. Analysis of surveillance data also yielded a 

demographic profile of African-born PLHIV, to inform planning of services and 

contribute to development of HIV prevention strategies for African communities. Due 

to the relatively small number of African-born people diagnosed with HIV in Victoria, 

analysis of both national and Victorian data was undertaken, to test important 

associations through analysis of the larger national dataset that might guide analysis of 

the Victorian surveillance figures.  

6.1 Aims of surveillance data analysis 

The aims of this analysis of HIV/AIDS surveillance data were to: 

1. Determine the number of African-born people diagnosed with HIV and AIDS in 

Australia and Victoria 

2. Describe the demographic, epidemiological and clinical characteristics of 

African-born people diagnosed with HIV and AIDS in Australia and Victoria 

3. Determine the proportion of African-born PLHIV diagnosed late in Australia 

and Victoria 

4. Identify risk factors for delayed diagnosis of HIV in Australia and Victoria 

5. Ascertain whether PLHIV born in the Horn of Africa/North Africa were more 

likely to be diagnosed late than other African-born people in Victoria 

6.2 Surveillance data analysis methods 

6.2.1 Analysis of Australian national HIV and AIDS surveillance data 

The national surveillance study population included all individuals notified with 

HIV or AIDS in Australia until the end of 2006. The Kirby Institute provided two 

datasets. One included all AIDS cases notified in Australia between 1 January 1984 and 
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31 December 2006. The other included all cases of HIV notified between 1 January 

2002 and 31 December 2006. 

Standard statistics were used to describe the study sample. Cases characteristics 

included in the analysis were: sex, age at diagnosis of HIV or AIDS; state of residence 

at HIV or AIDS diagnosis; region of birth; route of HIV exposure; and year of diagnosis 

of HIV or AIDS. Age groups at diagnosis were: < 30 years, 30–39 years, 40–49 years, 

and 50+ years. Regions of birth were those used in the Australian Standard 

Classification of Countries (Australian Bureau of Statistics 2008b). Exposures to HIV 

were: male-to-male sex with or without a history of injecting drug use (MSM+/-IDU); 

injecting drug use (IDU); heterosexual; and other/unknown. An individual could only 

belong to a single category of exposure, in a hierarchical scheme prioritising MSM and 

IDU over heterosexual exposure for all regions of birth (Kaldor and McDonald 2003). 

Transgender individuals were classified as male. 

African-born cases were compared to Australian-born cases and cases with 

delayed HIV diagnosis were compared to other cases of AIDS and HIV, using the chi-

square test or Fisher’s exact test for categorical variables, as appropriate. Significant p-

values were those < .05. Univariate logistic regression and penalised maximum 

likelihood regression were used to calculate odds of diagnosis of specific AIDS-

defining illnesses (Heinze 2006, Heinze & Schemper 2002). States of residence other 

than New South Wales (NSW) and Victoria were combined into a single category. 

Multivariate logistic regression was used to identify factors significantly 

associated with delayed diagnosis of HIV infection. Delayed diagnosis of HIV infection 

was defined in the AIDS dataset as a diagnosis of HIV within three months of AIDS 

diagnosis), and in the HIV dataset as a CD4 count < 200 cells/µL at HIV diagnosis. This 

definition of delayed diagnosis was based on the Australian guidelines for treatment of 

HIV current during the period of fieldwork, when the threshold CD4 count below which 

initiation of cART in asymptomatic HIV infection was unequivocally recommended for 
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all PLHIV was 200 cells/µL44 and for consistency with the definitions of late HIV 

diagnosis used in national HIV and AIDS surveillance reports (Chadborn et al. 2006; 

Delpierre et al. 2007; DHSS Panel on Antiretroviral Guidelines for Adults and 

Adolescents and Australian Antiretroviral Guidelines Panel 2006; DHSS Panel on 

Antiretroviral Guidelines for Adults and Adolescents and Australian Antiretroviral 

Guidelines Panel 2008; Kaldor & McDonald 2003; McDonald et al. 2006; National 

Centre in HIV Epidemiology and Clinical Research 2009). 

Predictor variables in both analyses of delayed diagnosis were: sex; age at 

diagnosis (of HIV or AIDS according to dataset); state of residence at diagnosis; region 

of birth; route of HIV exposure and year of diagnosis of HIV or AIDS. All predictor 

variables were successively included stepwise in nested models on theoretical grounds, 

tested for significance and retained where p < .90, as suggested by Hosmer and 

Lemeshow (Hosmer & Lemeshow 2004). Interactions were tested using nested models 

with cross-product terms and were retained if statistically significant (p  < .05) and their 

inclusion resulted in a substantial change in the estimated coefficient of the main 

predictor variable (region of birth). Exposure categories MSM+/-IDU and IDU did not 

differ significantly with respect to delayed diagnosis and were merged to a single 

category (MSM/IDU) to better manage interactions between other variables. State of 

residence was categorised as: New South Wales (NSW), Victoria and Other. Year of 

AIDS diagnosis was grouped into four periods: 1991–1994; 1995–1998; 1999–2002 and 

2003–2006. Over half of AIDS notifications from 1984–1990 lacked a date of HIV 

diagnosis; AIDS cases notified before 1 January 1991 were therefore excluded from 

regression analysis. 

Nested models were compared using likelihood ratio test (Hosmer & Lemeshow 

2004). Non-nested models were compared by Bayesian information coefficient (BIC) 

(Emiliano et al. 2013; Schwarcz 1978) and bias-corrected Akaike information 

coefficient (AICc) (Akaike 1974; Burnham 2004; Raftery 1996; Sugiura 1978). Fit was 

                                                

44 The guidelines suggested that treatment “should be offered” for CD4 counts 201–350 cells/µL and 
“should be deferred” at a CD4 count >350 cells/µL. 
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assessed using the Hosmer-Lemeshow goodness-of-fit test and by calculating the area 

under the receiver-operating characteristic (ROC) curve (AUC). Influential and outlying 

covariate patterns were identified by visual inspection of the graphs plotting the 

Pregibon Delta-Beta influence statistic and Hosmer-Lemeshow Delta chi-squared 

influence statistic against predicted probability (Hosmer & Lemeshow 2004). Results of 

regression analysis were reported as crude odds ratios (OR) and adjusted odds ratios 

(aOR), with 95% confidence intervals [95%CI]; confidence intervals not including 1.0 

were considered significant.  

6.2.2 Analysis of Victorian HIV surveillance data 

This analysis included all individuals notified with HIV infection in Victoria 

between 1 January 1994 and 31 December 2006.45 The methodology for analysis of the 

Victorian HIV and AIDS dataset was similar to that for the national datasets, but as the 

HIV and AIDS cases were integrated in a single dataset, the definition of delayed 

diagnosis of HIV differed slightly from that in the national surveillance study: delayed 

diagnosis of HIV was defined as either the diagnosis of AIDS at a time earlier than 

three months after HIV diagnosis; or a CD4 count < 200 cells/µL at HIV diagnosis. The 

CD4 count of individuals without a recorded CD4 count at HIV diagnosis was assumed 

to be ≥ 200 cells/µL. The rationale and implications of using these definitions, rather 

than the European consensus definition for late presentation, are discussed below in the 

Results of the Victoria HIV database analysis. 

Standard descriptive statistics were used to characterise the study population. 

Those born in Africa and other regions were compared with Australian-born 

individuals. Those born in Africa were divided into two groups: the Horn of 

Africa/North Africa and those born in other parts of Africa. These two African-born 

groups and those with other or unknown region of birth were then compared to the 

Australian-born group (Australian Bureau of Statistics 2008b). Exposure to HIV was 

                                                

45 Published as: Lemoh C, Guy R, Yohannes K, Lewis J, Street A, Biggs BA & Hellard M 2009, 
‘Delayed diagnosis of HIV infection in Victoria 1994 to 2006’, Sexual Health, no. 6, vol. 2, pp117-122. 
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classified as: men who had sex with men with or without a history of injecting drug use 

(MSM+/-IDU), heterosexual, injecting drug use (IDU), and other/unknown. 

Remoteness of residence was classified by postcode of residence at HIV diagnosis 

(Australian Bureau of Statistics 2001). Year of HIV diagnosis was grouped into four 

periods: 1994–1997, 1998–2000, 2001–2003, and 2004–2006. Transgender persons 

were classified as males. 

Multivariate logistic regression was used to identify factors associated with 

delayed diagnosis of HIV infection, comparing cases with delayed diagnosis to all other 

cases of HIV infection. Predictor variables were: age at HIV diagnosis, gender, 

remoteness of residence at HIV diagnosis, region of birth, exposure category and year 

of HIV diagnosis. All predictor variables were included in the multivariate model and 

the model developed as above. The final model was stratified by period of diagnosis in 

order to manage significant interactions between variables. 

A second multivariate logistic regression model was developed to explore the 

association between delayed diagnosis and origin from the Horn of Africa/North Africa. 

Region of birth was categorised as: Australia/Northwestern Europe/North America, 

Horn of Africa/North Africa, Other Africa and Other/Unknown. Exposure was 

categorised as: MSM/IDU, heterosexual and other/unknown to avoid excessive 

collinearity. Remoteness was not included as a predictor variable (p = .9895). Results 

are presented as OR and aOR with 95%CI, stratified by period of HIV diagnosis as 

above. 

6.3 Results of Australian AIDS Registry analysis 

6.3.1 AIDS cases in Australia 1984–2006 

A total of 10 017 AIDS cases were notified in Australia between 1 January 1984 

and 31 December 2006, of whom 9458 (94%) were male, 524 (5%) were female and 35 

(<1%) were transgender. AIDS-defining illnesses numbered 11 860. Mean age at AIDS 

diagnosis was 38.9 years (SD 10.3). Over three quarters resided in either NSW (57%) or 
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Victoria (21%). Over two thirds (67%) were born in Australia, while 205 (2%) were 

born in Africa. The majority (82%) acquired HIV through male-to-male sex. 

Significantly more of the African-born cases than the Australian-born were 

female. Mean age of the African-born was 36.5 years (SD 9.6), which was significantly 

lower than the 38.4 years (SD 10.1) of the Australian-born (p = .0074). Significantly 

fewer of the African-born lived in NSW, compared to the Australian-born, but more 

lived in Victoria. Significantly fewer African-born cases had exposure as MSM or IDU, 

but more had heterosexual exposure, when compared to the Australian-born group 

(Table 6‑1). The proportion of MSM exposure declined significantly amongst African-

born people diagnosed with AIDS, from 80% in 1984–1986 to 16% in 2003–2006 (p < 

.001). Odds of non-MSM exposure amongst African-born cases of AIDS increased 

steadily, by 0.19 per year (95%CI 0.12–0.25), between 1984 and 2006 (Figure 6‑1). 
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Table 6-1 Australian- and African-born AIDS cases in Australia 1984–2006 
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Figure 6-1 Proportion of MSM amongst African-born AIDS cases in Australia 1984–2006 
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6.3.2 AIDS-defining illness in Australia 1984–2006 

The commonest AIDS-defining illnesses (ADI) were PCP (29%), oesophageal 

candidiasis (13%) and Kaposi’s sarcoma (12%). TB accounted for 2% of ADI. The 205 

African-born cases had 231 ADI, most commonly PCP (25%), TB (19%) and KS 

(10%). The 6741 Australian-born cases had 7960 ADI, predominantly PCP (27%), 

oesophageal candidiasis (12%) and KS (8%); TB accounted for 1% of ADI in the 

Australian-born (Table 6‑2). The African-born had significantly more TB (22.0% vs 

1.2%; p < .001) and less oesophageal candidiasis (27.8% vs 33.3%; P < .001).  
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Table 6-2 Region of birth & AIDS-defining illness in Australia 1984–2006 

 Australian-born African-born  

AIDS-defining illness No. % No. % p value† 

Pneumocystis jiroveci pneumonia 2243 28.2 57 24.7 .113 

Oesophageal candidiasis 1055 13.3 14 6.1 < .001 

Kaposi's sarcoma 930 11.7 23 10.0 .353 

HIV-related wasting 656 8.2 14 6.1 .187 

Mycobacterium avium complex  480 6.0 12 5.2 .581 

HIV Encephalopathy 405 5.1 7 3.0 .134 

Cytomegalovirus infection 377 4.7 7 3.0 .214 

Lymphoma 362 4.5 7 3.0 .268 

Cryptococcosis 317 4.0 11 4.8 .615 

Cerebral toxoplasmosis 288 3.6 14 6.1 .082 

Herpes simplex virus 255 3.2 7 3.0 1.000 

Cryptosporidiosis 222 2.8 2 0.9 .068 

Other AIDS-defining illness 203 2.6 6 2.6 1.000 

Pneumonia (recurrent) 83 1.0 4 1.7 .328 

Tuberculosis 82 1.0 45 19.5 < .001 

Cervical cancer 2 0.0 1 0.4 .086 

Total AIDS-defining illnesses 7960 100.0 231 100.0 … 

*Australian-born n = 6741; African-born n = 205 †Fisher's exact test 
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6.3.3 Delayed HIV diagnosis among AIDS cases in Australia 1991–2006 

The proportion of African-born AIDS cases with late HIV diagnosis was 

significantly higher than that of Australian-born cases diagnosed 1991–2006 (50.3% vs 

22.5%; p < .001). Compared to other AIDS cases, the late HIV diagnosis group 

included significantly higher proportion of females (9.0% vs 5.2%, p < .001), older 

individuals (25.1% vs 12.2% aged 50 years and over, p < .001) and individuals born 

outside Australia (37.5% vs 25.3%, p < .001). Significantly fewer cases with late HIV 

diagnosis were NSW residents (47.1% vs 55.9%, p < .001) or MSM+/-IDU (64.2% vs 

84.7%, p < .001). AIDS cases with late HIV diagnosis were significantly more 

frequently diagnosed in recent years (21.1% vs 8.5% diagnosed 2003–2006, p < .001). 

African-born AIDS cases were significantly more frequently notified in recent years, 

whereas most Australian-born cases were diagnosed before 1999 (p < .001). 

Univariate analysis indicated that delayed HIV diagnosis was significantly 

associated with: gender; age at AIDS diagnosis; state of residence; region of birth; 

exposure route; and year of AIDS diagnosis (p < .001). All were included in the 

multivariate logistic regression model. Potentially significant interactions were 

identified between exposure, gender and region of birth. These were explored in a 

multivariate logistic regression model stratified by gender: neither interaction was 

significant. Associations with delayed diagnosis amongst females (Table 6‑3) and males 

(Table 6‑4) in the gender-stratified model were examined for consistency with those 

identified in a model including males and females (Table 6‑5), in which the association 

between gender and delayed diagnosis could be tested. Both gender-stratified models 

and the combined gender model appeared to have adequate fit (Hosmer-Lemeshow 

goodness-of-fit test p value > .05) and acceptable discrimination (AUC > 0.70). No 

outlying observations were identified. 
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Table 6-3 Delayed HIV diagnosis amongst female AIDS cases in Australia 1991–2006 

Female AIDS cases 1991–200646 Delayed HIV 
diagnosis 

Total AIDS 
cases % OR [95%CI] aOR [95%CI] 

Age at AIDS diagnosis < 30 47 117 40% 1.00 … 1.00 … 

 30 to 39 58 177 33% 0.73 [0.45, 1.18] 0.65 [0.38, 1.13] 

 40 to 49 32 86 37% 0.88 [0.50, 1.57] 1.00 [0.52, 1.94] 

 50+ 27 55 49% 1.44 [0.75, 2.74] 1.04 [0.49, 2.20] 

State of residence NSW 72 195 37% 1.00 … 1.00 … 

 Victoria 36 100 36% 0.96 [0.58, 1.59] 0.81 [0.46, 1.44] 

 Other 56 140 40% 1.14 [0.73, 1.78] 1.11 [0.67, 1.84] 

Region of birth Australia 64 246 26% 1.00 … 1.00 … 

 NW Eur/N America 12 36 33% 1.42 [0.67, 3.01] 1.31 [0.57, 3.01] 

 SE Europe 13 19 68% 6.16 [2.25, 16.89] 5.93 [1.93, 18.21] 

 Africa 29 51 57% 3.75 [2.01, 6.99] 2.35 [1.19, 4.64] 

                                                

46 L-R test = 97.28 (df = 15, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 1.13 (df = 8, p = .9973) AUC = 0.7664 
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 SE Asia 36 54 67% 5.69 [3.02, 10.72] 3.61 [1.80, 7.24] 

 Other/Unk 10 29 35% 1.50 [0.66, 3.39] 1.09 [0.45, 2.64] 

Exposure MSM/IDU47 5 82 6% 1.00 … 1.00 … 

 Heterosexual 131 282 47% 13.36 [5.25, 34.01] 9.00 [3.42, 23.71] 

 Other/Unk48 28 71 39% 10.03 [3.61, 27.87] 8.26 [2.87, 23.78] 

AIDS diagnosis period 1991–1994 39 143 27% 1.00 … 1.00 … 

 1995–1998 40 123 33% 1.29 [0.76, 2.18] 1.16 [0.65, 2.08] 

 1999–2002 40 87 46% 2.27 [1.30, 3.97] 1.95 [1.04, 3.64] 

 2003–2006 45 82 55% 3.24 [1.84, 5.73] 2.17 [1.11, 4.24] 

Total … 164 435 38% … … … … 

 

  

                                                

47 MSM/IDU included 82 IDU. 
48 Other/unk included 36 recipients of blood/tissue, 14 vertically infected and 21 other/undetermined 
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Table 6-4 Delayed HIV diagnosis amongst male AIDS cases in Australia 1991–2006 

Male AIDS cases 1991–200649 Delayed HIV 
diagnosis 

Total AIDS 
cases % OR [95%CI] aOR [95%CI] 

Age at AIDS diagnosis < 30 191 916 21% 1.00 … 1.00 … 

 30 to 39 542 2718 20% 0.95 [0.79, 1.14] 0.94 [0.78, 1.15] 

 40 to 49 491 1957 25% 1.27 [1.05, 1.54] 1.20 [0.98, 1.47] 

 50+ 429 1039 41% 2.67 [2.18, 3.27] 2.16 [1.74, 2.69] 

State of residence NSW 783 3595 22% 1.00 … 1.00 … 

 Victoria 447 1476 30% 1.56 [1.36, 1.79] 1.49 [1.29, 1.73] 

 Other 423 1559 27% 1.34 [1.17, 1.53] 1.31 [1.13, 1.52] 

Region of birth Australia 1072 4810 22% 1.00 … 1.00 … 

 NW Eur/N America 129 633 20% 0.89 [0.73, 1.10] 0.78 [0.63, 0.97] 

 SE Europe 89 203 44% 2.72 [2.05, 3.62] 1.81 [1.32, 2.48] 

 Africa 57 120 48% 3.16 [2.19, 4.54] 1.41 [0.93, 2.14] 

                                                

49 LR test = 804.29 (df = 15, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 10.35 (df = 8, p = .2414) AUC = 0.7087 “Male” includes 29 transgender, one 
“female” coded as “male homosexual contact and one “female” coded “male homosexual contact and injecting drug use.” 
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 SE Asia 110 205 54% 4.04 [3.04, 5.36] 2.78 [2.03, 3.80] 

 Other/Unk 196 659 30% 1.48 [1.23, 1.77] 1.33 [1.10, 1.62] 

Exposure MSM/IDU50 1220 5805 21% 1.00 … 1.00 … 

 Heterosexual 288 449 64% 6.72 [5.49, 8.24] 4.58 [3.67, 5.72] 

 Other/Unk51 145 376 39% 2.36 [1.90, 2.93] 1.97 [1.57, 2.48] 

AIDS diagnosis period 1991–1994 546 3061 18% 1.00 … 1.00 … 

 1995–1998 454 1991 23% 1.36 [1.18, 1.57] 1.21 [1.05, 1.40] 

 1999–2002 314 830 38% 2.80 [2.37, 3.32] 2.20 [1.84, 2.63] 

 2003–2006 339 748 45% 3.82 [3.22, 4.53] 2.79 [2.32, 3.35] 

Total … 1653 6630 25% … … … … 

 

  

                                                

50 MSM/IDU included 5208 MSM, 404 MSM+IDU, 193 IDU 
51 Other/unk included 114 recipients of blood/tissue, 12 vertically infected and 250 other/undetermined exposure 
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Table 6-5 Delayed HIV diagnosis among AIDS cases in Australia 1991–2006 

AIDS cases in Australia 1991–200652 Delayed HIV 
diagnosis 

Total AIDS 
cases % OR [95%CI] aOR [95%CI] 

Gender Male53 1653 6630 25% 1.00 … 1.00 … 

 Female 164 435 38% 1.82 [1.49, 2.23] 0.54 [0.42, 0.71] 

Age at AIDS diagnosis < 30 238 1033 23% 1.00 … 1.00 … 

 30 to 39 600 2895 21% 0.87 [0.74, 1.04] 0.90 [0.75, 1.08] 

 40 to 49 523 2043 26% 1.15 [0.96, 1.37] 1.16 [0.96, 1.40] 

 50+ 456 1094 42% 2.39 [1.98, 2.88] 2.05 [1.66, 2.52] 

State of residence NSW 855 3790 23% 1.00 … 1.00 … 

 Victoria 483 1576 31% 1.52 [1.33, 1.73] 1.43 [1.24, 1.65] 

 Other 479 1699 28% 1.35 [1.18, 1.54] 1.30 [1.13, 1.50] 

Region of birth Australia 1136 5056 23% 1.00 … 1.00 … 

 NW Eur/N America 141 669 21% 0.92 [0.76, 1.12] 0.81 [0.66, 1.00] 

                                                

52 LR test = 910.24 (df = 16, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 5.66 (df = 8, p = .6850) AUC = 0.7147 
53 “Male” includes 29 transgender, one “female” coded as “male homosexual contact and one “female” coded “male homosexual contact and injecting drug use.” 
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 SE Europe 102 222 46% 2.93 [2.23, 3.85] 1.98 [1.47, 2.67] 

 Africa 86 171 50% 3.49 [2.57, 4.75] 1.61 [1.14, 2.28] 

 SE Asia 146 259 56% 4.46 [3.46, 5.75] 2.92 [2.20, 3.86] 

 Other/Unk 206 688 30% 1.48 [1.24, 1.76] 1.32 [1.10, 1.60] 

Exposure MSM/IDU54 1225 5887 21% 1.00 … 1.00 … 

 Heterosexual 419 731 57% 5.11 [4.36, 6.00] 4.33 [3.53, 5.31] 

 Other/Unk55 173 447 39% 2.40 [2.00, 2.94] 2.19 [1.76, 2.71] 

AIDS diagnosis period 1991–1994 585 3204 18% 1.00 … 1.00 … 

 1995–1998 494 2114 23% 1.37 [1.19, 1.56] 1.21 [1.05, 1.39] 

 1999–2002 354 917 39% 2.82 [2.40, 3.31] 2.19 [1.85, 2.60] 

 2003–2006 384 830 46% 3.86 [3.27, 4.54] 2.71 [2.28, 3.24] 

Total … 1817 7065 26% … … … … 

 

                                                

54 MSM/IDU includes 5208 MSM, 275 IDU and 404 MSM+IDU 
55 Includes 150 recipients of blood/tissue, 26 vertically infected and 271 with other/undetermined exposure 
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Multivariate analysis showed African region of birth was significantly associated 

with delayed HIV diagnosis amongst females (aOR 2.35, 95%CI 1.19–4.64) and in the 

combined model (aOR 1.61, 95%CI 1.14–2.28), but not amongst male cases (aOR 1.41, 

95%CI 0.93–2.14). Delayed HIV diagnosis was significantly associated with region of 

birth in Southern/Eastern Europe and South East Asia in both gender-stratified and 

combined models. Other factors significantly associated with delayed HIV diagnosis in 

all three models were exposure other than MSM/IDU and more recent period of AIDS 

diagnosis. The combined model identified a significant association between delayed 

diagnosis and male gender (female aOR 0.54, 95%CI 0.42–0.71). 

Amongst males, delayed HIV diagnosis was also significantly associated with: 

age over 50 years at AIDS diagnosis (aOR 2.16, 95%CI 1.74–2.69); state of residence 

other than NSW (Victoria aOR 1.49, 95%CI 1.29–1.73; Other state aOR 1.31, 95%CI 

1.13–1.52); and Other/Unknown region of birth (aOR 1.33, 95%CI 1.10–1.62). These 

factors were also significantly associated with delayed HIV diagnosis in the combined 

model but not amongst females (age 50+ aOR 1.04, 95%CI 0.49–2.20; state of 

residence Victoria aOR 0.81, 95%CI 0.46–1.44; Other state aOR 1.11, 95%CI 0.67–

1.84; Unknown/Other region of birth aOR 1.09, 95%CI 0.45–2.64). Region of birth in 

Northwest Europe/North America was significantly associated with reduced odds of 

delayed HIV diagnosis amongst males (aOR 0.78, 95%CI 0.63–0.97) and in the 

combined model (aOR 0.81, 95%CI 0.66–1.00). 

Factors consistently associated with delayed HIV diagnosis were: region of birth 

in Southern/Eastern Europe or South East Asia; exposure other than MSM/IDU; and 

recent AIDS diagnosis. African origin was associated with delayed HIV diagnosis 

amongst females. Older age, residence outside NSW and Other/unknown region of birth 

were associated with delayed HIV diagnosis amongst males, amongst whom Northwest 

European/North American origin was associated with reduced odds of delayed HIV 

diagnosis.  
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6.4 Results of Australian HIV Registry analysis 

6.4.1 HIV cases in Australia 2002–2006 

A total of 4571 cases of HIV were notified in Australia between 1 January 2002 

and 31 December 2006, including 4023 (88%) males, 531 (12%) females and 11 (< 1%) 

transgender individuals. Gender was unknown in six cases. Mean age at HIV diagnosis 

was 37 years (SD 11). Almost 45% were NSW residents, with 26% resident in Victoria, 

16% in Queensland and the remainder in other states. Australian-born cases numbered 

2709 (59%); 287 (6%) were born in Africa. Route of exposure was most commonly 

MSM+/-IDU, numbering 3134 (69%) cases; 910 (20%) had heterosexual exposure and 

143 (3%) IDU. CD4 count at HIV diagnosis was known for 3579 (78%) of cases, of 

which 992 (22%) had a CD4 count < 200 cells/µL at HIV diagnosis. 

Compared to Australian-born HIV cases diagnosed 2002–2006, African-born 

cases were more often female and younger (mean age at diagnosis 34 years vs 38, P < 

.0001). Fewer African-born cases had exposure via MSM+/-IDU or IDU, but more 

through heterosexual sex (Table 6‑6). A larger proportion of African-born cases had a 

missing CD4 count at HIV diagnosis (22% vs 16%, p = .009), but of those with a 

recorded CD4 count, a larger proportion of African-born cases had a < CD4 count < 200 

cells/µL at HIV diagnosis (32% vs 17%, p < .001).  

 



 139 

Table 6-6 Australian- & African-born HIV cases in Australia 2002–2006 

Region of birth
No. % No. % p value*

Gender
Male† 2533 93.5 138 48.4 < .001
Female 176 6.5 147 51.6
Age at HIV diagnosis (y)
<30 648 23.9 95 33.2 < .001
30–39 1039 38.4 120 42
40–49 640 23.6 49 17.1
50+ 382 14.1 22 7.7
State of residence
NSW 1057 39 108 37.6 .066
Victoria 821 30.3 73 25.4
Other 831 30.7 106 36.9
Route of exposure
MSM+/-IDU‡ 2167 80 34 11.9 < .001
IDU§ 91 3.4 3 1.1
Heterosexual 327 12.1 244 85
Other/Unknown 124 4.6 6 2.1
Year of HIV diagnosis
2002 489 18.1 46 16 .046
2003 530 19.6 46 16
2004 554 20.5 69 24
2005 574 21.2 50 17.4
2006 562 20.8 76 26.5
Total 2709 90.4 287 9.6 …

Australia Africa

*Chi-square †Includes 11 transgender ‡Male-to-male sex with/without injecting drug 
use §Injecting drug use  
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6.4.2 Delayed HIV diagnosis in Australia 2002–2006 

Further analysis sought to identify risk factors associated with low CD4 count at 

HIV diagnosis among HIV cases in Australia 2002–2006.56 Compared to those 

diagnosed with higher CD4 counts, the group with delayed HIV diagnosis included a 

higher proportion of females (p = .009); was older at HIV diagnosis (mean age 43 vs 36 

years; p < .0001), included a lower proportion of Australian-born individuals (p < .001); 

fewer MSM+/-IDU and more exposed via heterosexual sex (p < .001). There was no 

significant difference between the two groups with respect to state of residence (p = 

.769) or year of HIV diagnosis (p = .579) (data not shown). 

The association between delayed HIV diagnosis and region of birth was explored 

in multivariate logistic regression. Other predictor variables included in the model were: 

gender; age at HIV diagnosis; state of residence; exposure route and year of HIV 

diagnosis. A statistically significant interaction was noted between gender and exposure 

(p = .0276), however inclusion of the interaction term resulted in minimal change in 

magnitude of the estimated coefficients for region of birth (range 15% to −2%). This 

interaction was therefore not included in the final model. No other significant 

interactions were noted. The final model appeared to have adequate fit (Hosmer-

Lemeshow goodness-of-fit chi square p value = .0646) and acceptable discrimination 

(AUC = 0.7086). No outlying or influential observations were identified. 

African region of birth was significantly associated with delayed HIV diagnosis 

(aOR 1.87, 95%CI 1.31–2.65) in multivariate analysis. Other factors significantly 

associated with delayed HIV diagnosis were: male gender (female aOR 0.63, 95%CI 

0.46–0.86); older age at diagnosis (above 30 years old); region of birth in 

Southern/Eastern Europe (aOR 2.31, 95%CI 1.47–3.63), South East Asia (aOR 3.38, 

95CI 2.48–4.61) or Other/Unknown region (aOR 1.47, 95%CI 1.14–1.90); and exposure 

through heterosexual sex (aOR 2.60, 95%CI 2.02–3.34) or other/unknown route (aOR 

                                                

56This analysis of 3578 cases excluded six cases with missing gender, two cases with missing age at 
HIV diagnosis and 992 with missing CD4 count at HIV diagnosis. 



 141 

2.73, 95%CI 1.92–3.89). No significant associations were identified with state of 

residence or year of HIV diagnosis (Table 6‑7). 

An alternative “Horn of Africa” model was tested, categorising region of birth as 

Australia/Northwest Europe/North America; Horn of Africa/North Africa; Other Africa, 

Other and Unknown. This model showed that delayed HIV diagnosis was statistically 

significantly associated with region of birth in Horn of Africa/North Africa (aOR 2.63, 

95%CI 1.53–4.51), but not with Other Africa (aOR 1.37, 95%CI 0.91–2.07) (Table 6‑8). 

The “Horn of Africa” model, compared to that using the previous region of birth 

categorisation scheme, had significantly worse fit (change in AICc = 32.170; change in 

BIC = 25.988) and poorer discrimination (AUC = 0.6980). However, it did suggest that 

the risk of delayed HIV diagnosis might vary between immigrant populations from 

different sub-regions of Africa. 
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Table 6-7 Delayed diagnosis among HIV cases in Australia 2002–2006 

HIV cases in Australia 2002–200657 Delayed HIV Diagnosis Total HIV cases % OR [95%CI] aOR [95%CI] 

Gender Male58 657 3157 21% 1.00 … 1.00 … 

 Female 111 421 26% 1.36 [1.08, 1.72] 0.63 [0.46, 0.86] 

Age at diagnosis < 30 103 867 12% 1.00 … 1.00 … 

 30 to 39 238 1335 18% 1.61 [1.26, 2.06] 1.81 [1.39, 2.34] 

 40 to 49 215 824 26% 2.62 [2.02, 3.39] 3.05 [2.32, 4.00] 

 50+ 212 552 38% 4.63 [3.54, 6.05] 5.06 [3.79, 6.77] 

State of residence NSW 269 1293 21% 1.00 … 1.00 … 

 Victoria 229 1051 22% 1.06 [0.87, 1.29] 1.06 [0.86, 1.31] 

 Other 270 1234 22% 1.07 [0.88, 1.29] 0.90 [0.74, 1.11] 

Region of birth Australia 396 2286 17% 1.00 … 1.00 … 

 NW Eur/N America 61 290 21% 1.27 [0.94, 1.72] 0.93 [0.68, 1.28] 

                                                

57 LR test = 354.71 (df = 17, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 14.73 (df = 8, p = .066) AUC = 0.7086 AICc = 3402.745 BIC = −25763.166 
58 Includes 10 transgender 
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 SE Europe 39 96 41% 3.27 [2.14, 4.98] 2.31 [1.47, 3.63] 

 Africa 72 224 32% 2.26 [1.67, 3.05] 1.87 [1.31, 2.65] 

 SE Asia 94 238 40% 3.12 [2.35, 4.13] 3.38 [2.48, 4.61] 

 Other/Unk 106 444 24% 1.50 [1.17, 1.91] 1.47 [1.14, 1.90] 

Exposure MSM/IDU59 452 2679 17% 1.00 … 1.00 … 

 Heterosexual 253 737 34% 2.58 [2.15, 3.09] 2.60 [2.02, 3.34] 

 Other/Unk60 63 162 39% 3.14 [2.25, 4.37] 2.73 [1.92, 3.89] 

Year of diagnosis 2002 133 635 21% 1.00 … 1.00 … 

 2003 148 655 23% 1.10 [0.85, 1.44] 1.10 [0.83, 1.46] 

 2004 146 723 20% 0.96 [0.73, 1.24] 0.90 [0.68, 1.20] 

 2005 157 766 21% 0.97 [0.75, 1.26] 0.92 [0.70, 1.21] 

 2006 184 799 23% 1.13 [0.88, 1.45] 1.00 [0.76, 1.29] 

Total … 768 3578 22% … … … … 

                                                

59 Includes 2430 MSM, 144 MSM+IDU and 105 IDU. 
60 Includes 1 recipient of blood transfusion, 14 vertical, 4 other and 143 unknown exposure. 
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Table 6-8 Horn of Africa & North African origin associated with delayed HIV diagnosis in Australia 2002–2006 

                                                

61 LR test = 320.54 (df = 16, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 9.79 (df = 8, p = .2797) AUC = 0.6980 AICc = 3434.915 BIC = −25737.178 
62 Includes 10 transgender 

HIV cases in Australia 2002–200661 Delayed HIV diagnosis Total HIV cases % OR [95%CI] aOR [95%CI] 

Gender Male62 657 3157 21% 1.00 … 1.00 … 

 Female 111 421 26% 1.36 [1.08, 1.72] 0.72 [0.53, 0.97] 

Age at diagnosis < 30 103 867 12% 1.00 … 1.00 … 

 30 to 39 238 1335 18% 1.61 [1.26, 2.06] 1.75 [1.35, 2.27] 

 40 to 49 215 824 26% 2.62 [2.02, 3.39] 2.85 [2.18, 3.73] 

 50+ 212 552 38% 4.63 [3.54, 6.05] 4.46 [3.36, 5.92] 

State of residence NSW 269 1293 21% 1.00 … 1.00 … 

 Victoria 229 1051 22% 1.06 [0.87, 1.29] 1.07 [0.87, 1.32] 

 Other 270 1234 22% 1.07 [0.88, 1.29] 0.90 [0.73, 1.10] 

Region of birth Australia 396 2286 17% 1.00 … 1.00 … 

 Horn of Africa/N Africa 30 67 45% 3.87 [2.36, 6.34] 2.63 [1.53, 4.51] 
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63 “Other Africa” includes one female with country of birth recorded as “Africa, not further specified.” 
64 Includes 2430 MSM, 144 MSM+IDU and 105 IDU. 
65 Includes 1 recipient of blood transfusion, 14 vertical, 4 other and 143 unknown exposure. 

 Other Africa63 42 157 27% 1.74 [1.21, 2.52] 1.37 0.91, 2.07] 

 Other 264 895 30% 2.00 [1.67, 2.39] 1.74 [1.44, 2.11] 

 Unknown 36 173 21% 1.25 [0.86, 1.84] 1.22 [0.81, 1.82] 

Exposure MSM/IDU64 452 2679 17% 1.00 … 1.00 … 

 Heterosexual 253 737 34% 2.58 [2.15, 3.09] 2.67 [2.08, 3,42] 

 Other/unknown65 63 162 39% 3.14 [2.25, 4.37] 2.75 [1.93, 3.90] 

Year of diagnosis 2002 133 635 21% 1.00 … 1.00 … 

 2003 148 655 23% 1.10 [0.85, 1.44] 1.10 [0.84, 1.46] 

 2004 146 723 20% 0.96 [0.75, 1.26] 0.89 [0.68, 1.18] 

 2005 157 766 21% 0.97 [0.75, 1.26] 0.94 [0.71, 1.23] 

 2006 184 799 23% 1.13 [0.88, 1.45] 1.02 [0.78, 1.32] 

Total … 768 3578  22% … … … 
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6.5 Results of Victorian HIV database analysis 

6.5.1 HIV cases in Victoria 1994–2006 

A total of 2779 individuals were diagnosed with HIV in Victoria between 1 

January 1994 and 31 December 2006, of which 2520 (91%) were male, 249 (9%) were 

female and 10 (<1%) were transgender (Table 6‑9). Mean age of individuals diagnosed 

with HIV was 37 years (SD 11). Most lived in a major city66 and were born in Australia. 

Male-to-male sex was the commonest route of HIV exposure. CD4 count at HIV 

diagnosis was recorded in 2252 (81%) of cases, of whom 549 (24%) had a CD4 count < 

200 cell/µL. AIDS was diagnosed in 534 (19%) of cases, of whom 398 (75%) were 

diagnosed with AIDS less than three months after HIV diagnosis. Overall, 627 (23%) of 

individuals had a delayed diagnosis of HIV. 

African-born cases numbered 158 (6%). Country of birth was specified for 157 of 

those born in Africa, of whom 62 (39%) were from the Horn of Africa/North Africa and 

95 (61%) were born in Other Africa. Those born in the Horn of Africa/North Africa 

group included 45 (73%) from Ethiopia, nine (15%) from Sudan, four (6%) from 

Somalia, three (5%) from Eritrea and one (1%) from Egypt. Those born in Other Africa 

included 16 (17%) from Zimbabwe, 13 (14%) from South Africa, 12 (13%) from 

Zambia, 11 (12%) from Botswana, 6 (6%) from Kenya, five each (5%) from Malawi, 

Mauritius, Ghana and fewer than five (<5%) each from Tanzania, Uganda, Angola, 

Namibia, Seychelles, Cameroon, Liberia, Nigeria, Democratic Republic of Congo, 

Gabon, Sierra Leone and countries in Southern and East Africa or Africa not further 

specified. The proportion of African-born cases exposed via male-to-male sex ranged 

from 0–25%, but did not change significantly over time (chi-square p = .735; Fisher’s 

exact p = .848) (data not shown). Compared to those born in Australia, the African-born 

group had a significantly higher proportion of females, a significantly lower proportion 

exposed to HIV via male-to-male sex and a higher proportion exposed via heterosexual 

                                                

66 Major city 2351 persons (84.6%) Inner regional 238 (8.6%) Outer regional 51 (1.8%) 
Other/unknown 139 (5.0%) 
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sex; no Africans were exposed via IDU (p < .001). A larger proportion of the African-

born group had a CD4 count < 200 cells/µL at HIV diagnosis (39% vs 21%, p < .001), 

had been diagnosed with AIDS (25% vs 17%, p < .001) or had been diagnosed with 

AIDS less than 3 months after HIV diagnosis (22% vs 12%, p < .001). A significantly 

greater proportion of African-born than Australian-born had a delayed diagnosis of HIV 

(Table 6‑10).  
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Table 6-9 HIV cases in Victoria 1994–2006 

No. %
Gender Male* 2530 91

Female 249 9
Age at HIV diagnosis (y) <30 770 27.7

30–39 1089 39.2
40–49 568 20.4
50+ 352 12.7

Region of birth Australia 1974 71

Other Oceania 64 2.3

Northwest 
Europe 110 4

Southern/East
ern Europe 88 3.2

Africa 158 5.7
Middle East 13 0.5
South East 
Asia 180 6.5

Other Asia 50 1.8
North 
America 34 1.2

South/Central 
America 33 1.2

Unknown 75 2.7

Exposure to HIV MSM+/-IDU‡ 2111 76

Heterosexual 491 17.7
IDU§ 101 3.6
Other/Unkno
wn|| 76 2.7

Year of HIV diagnosis 1994–1997 777 28
1998–2000 486 17.5
2001–2003 675 24.3
2004–2006 841 30.3

Total 2779 100

Demographic characteristics

*Includes 10 transgender †Includes 111 unknown residence  ‡Male-to-male 
sex with/without injecting drug §Injecting drug use ||Includes 56 unknown 
exposure  
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Table 6-10 Australian- & African-born HIV cases in Victoria 1994–2006 

No. % No. % p value
Gender Male† 1870 84.7 92 58.2 < .001

Female 104 5.3 66 41.8
Age at diagnosis <30 548 27.8 57 36.1 < .001

30–39 768 38.9 72 45.6
40–49 412 20.9 24 15.2
50+ 246 12.5 5 3.2

Remoteness Major city 1672 84.7 143 84.3 .971
Other/Unknown 302 15.3 24 15.2

Exposure to HIV MSM+/-IDU‡ 1686 85.4 17 10.8 < .001
Heterosexual 188 9.5 136 86.1
IDU§ 55 2.8 0 0
Other 12 0.1 2 1.3
Unknown 33 1.7 3 1.9

Year of HIV diagnosis 1994–1997 576 29.2 32 20.3 .029
1998–2000 318 16.1 34 21.5
2001–2003 471 23.9 47 29.8
2004–2006 609 30.9 45 28.5

Delayed HIV diagnosis|| Yes 380 19.3 56 35.4
No 1594 80.8 102 64.6 < .001

Total 1974 … 158 … …

Region of birth Australia Africa

*Chi square †Includes two transgender (Australian-born) ‡Male-to-male sex with/without injecting 
drug use §Injecting drug use ||AIDS<3m after HIV diagnosis/CD4<200 cells/µL at HIV diagnosis  

6.5.2 AIDS-defining illnesses in Victoria 1994 to 2006 

A total of 410 AIDS-defining illnesses were notified among the 341 Australian-

born cases of HIV; a total of 45 ADI were diagnosed among the 40 African-born. The 

African-born group included significantly more cases of TB and cerebral toxoplasmosis, 

but significantly fewer cases of PCP and KS (Table 6‑11).  
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Table 6-11 Region of birth & AIDS-defining illnesses in Victoria 1994–2006 

Region of birth Australia Africa  

AIDS-defining illness No. % No. % p value* 

Pneumocystis jiroveci 
pneumonia 

150 44.0 10 25.0 .027 

Oesophageal candidiasis 70 20.5 4 10.0 .140 

Kaposi’s sarcoma 45 13.2 0 0.0 .008 

Lymphoma 30 8.8 3 7.5 1.000 

HIV myelopathy 24 7.0 0 0.0 .093 

Mycobacterium avium complex 15 4.4 0 0.0 .384 

Cryptococcosis 13 3.8 1 2.5 1.000 

HIV encephalopathy 12 3.5 2 5.0 .649 

Cryptosporidiosis 10 2.9 0 0.0 .608 

Cytomegalovirus 8 2.4 3 7.5 .098 

Herpes simplex virus 7 2.1 1 2.5 .592 

Cerebral toxoplasmosis 5 1.5 7 17.5 < .001 

Tuberculosis 5 1.5 11 27.5 < .001 

Recurrent pneumonia 2 0.6 1 2.5 .284 

Other AIDS-defining illness 14 4.1 2 5.0 .680 

Total AIDS-defining illnesses 410 … 45 … … 

Total number of patients 341 100.0 40 100.0 … 

*Fisher’s exact test 
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Univariate regression showed that African-born cases were significantly more 

likely than Australian-born cases to be diagnosed with cerebral toxoplasmosis (OR 

13.70, 95%CI 4.31–43.53) or TB (OR 23.85, 95%CI 8.07–59.45) and significantly less 

likely to be diagnosed with PCP (OR 0.42, 95%CI 0.20–0.90); however the odds of KS 

did not differ significantly for those born in Africa compared to those born in Australia 

(OR 0.08, 95%CI 0.01–1.33).67 The small sample precluded multivariate regression 

analysis. 

The group originating from the Horn of Africa/North Africa was compared the 

Other Africa group of HIV cases (Table 6‑12)68. The Horn of Africa/North Africa group 

was significantly younger than the Other Africa group (mean age 31 years (SD 8) vs 35 

years (SD 9); p = .0007) and a significantly higher proportion lived in a major city. The 

two groups did not differ significantly with respect to gender or route of HIV exposure. 

The proportion of the Horn of Africa/North Africa group with delayed diagnosis 

of HIV was significantly larger than that of the Other Africa group (47% vs 28%; p = 

.019). Although the two groups did not differ significantly with respect to the proportion 

diagnosed with AIDS within three months of HIV, the Horn of Africa/North Africa 

group included a significantly larger proportion having a CD4 count < 200 cells/µL at 

HIV diagnosis (51% vs 31%; p = .026).  

 

                                                

67 Penalised maximum likelihood regression 
68 The sample used for this comparison totalled 65, excluding one female African case with country 

of birth recorded as “Africa, not further specified.” 
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Table 6-12 Horn of Africa & Other African HIV cases in Victoria 1994–2006 

Region of birth Horn of Africa/ N Africa Other Africa  

  No. % No. % p value 

Gender Male 37 59.7 55 57.9 .825 

 Female* 25 40.3 40 42.1  

Age at diagnosis <30 31 50.0 26 27.4 .036 

 30–39 22 35.5 49 51.6  

 40–49 8 12.9 16 16.8  

 50+ 1 1.6 4 4.2  

Remoteness Major city 58 93.6 76 80.0 .019 

 Other/Unknown 4 6.5 19 20.0  

Exposure MSM+/-IDU69 3 4.8 14 14.7 .198 

 Heterosexual 57 91.9 78 82.1  

 IDU70 0 0.0 0 0.0  

 Other 1 1.6 1 1.1  

 Unknown 1 1.6 2 2.1  

Year of diagnosis 1994–1997 12 19.4 20 21.1 .137 

 1998–2000 10 16.1 24 25.3  

 2001–2003 16 25.8 30 31.6  

 2004–2006 24 38.7 21 22.1  

Delayed diagnosis Yes 29 46.8 27 28.4 .019 

 No 33 53.2 68 71.6  

Total  62 100.0 95 100.0 … 

                                                

69 Male-to-male sex with/without injecting drug use 
70 Injecting drug use 
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6.5.3 Delayed HIV diagnosis in Victoria 1994–2006 

6.5.3.1 Number of cases with delayed HIV diagnosis 

A total 627 of people (23% of all cases) had delayed HIV diagnosis in Victoria 

between 1 January 1994 and 31 December 2006. These included 321 individuals with 

both a CD4 count < 200 cells/µL at HIV diagnosis and AIDS earlier than three months 

after HIV diagnosis, 228 having CD4 count < 200 cells/µL without AIDS earlier than 

three months after HIV diagnosis, 42 with AIDS earlier than three months after HIV 

diagnosis but with CD4 count > 200 cells/µL at HIV diagnosis and 36 with AIDS 

earlier than three months after HIV diagnosis whose CD4 count at HIV diagnosis was 

unrecorded (Table 6‑13). 

Table 6-13 Cases fulfilling criteria for delayed HIV diagnosis in Victoria 1994–200671 

Time of AIDS diagnosis CD4 count at HIV diagnosis (cells/µL)  

 < 200 ≥200 Not recorded Total 

Before 3 months after HIV diagnosis 321 42 36 399 

More than 3 months after HIV diagnosis 228 0 0 228 

Total 549 42 36 627 

 

                                                

71 Of 627 cases with delayed diagnosis, 31 did not fit the European consensus definition of advanced 
HIV disease at presentation. All were diagnosed with AIDS after HIV diagnosis after median duration of 
5 days (IQR 2 to 58 days). Of the 31 cases not fitting the consensus definition for advanced HIV disease 
at presentation, 19 had CD4 count ≥200 cells/µL and 12 had no CD4 count recorded at HIV diagnosis. 
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The group with delayed diagnosis was significantly older at diagnosis than others 

diagnosed with HIV (mean age 42 years (SD 12), vs 35 (SD 10); p < .0001). Those with 

delayed diagnosis included a significantly lower proportion of Australian-born 

individuals (61% vs 74%) and a significantly higher proportion of African-born (9% vs 

5%)(p < .001). The group with delayed diagnosis also had a significantly lower 

proportion of exposure via MSM+/-IDU (64% vs 79%) and a significantly larger 

proportion exposed via heterosexual sex (28% vs 15%; p < .001). The two groups did 

not differ significantly with respect to gender (p = .977), remoteness of residence (p = 

.760) or year of HIV diagnosis (p = .073) (data not shown). 

6.5.3.2 Congruence with European consensus definition of late presentation 

Of the 627 cases with delayed HIV diagnosis, 606 (99%) fulfilled criteria for the 

European consensus definition of late presentation and 596 (97%) fulfilled consensus 

criteria for advanced HIV disease at presentation. The 21 cases with delayed HIV 

diagnosis, not fitting the European consensus definition of late presentation, included 

twelve cases with known date of HIV and AIDS diagnoses but missing CD4 count at 

HIV diagnosis and nine cases with delayed diagnosis due to diagnosis of AIDS after 

HIV diagnosis (median 5 days between HIV and AIDS diagnoses, IQR 2–6) whose 

CD4 counts were > 350 at HIV diagnosis (median 550 cells/µL, IQR 494–577); AIDS-

defining illnesses for these nine cases included two cases each of PCP, TB and KS, as 

well as one case each of other AIDS-defining illnesses.72 The 31 cases with delayed 

HIV diagnosis that did not fulfill criteria for advanced HIV disease at presentation all 

were diagnosed with AIDS after HIV diagnosis. The median time between HIV and 

AIDS diagnoses for the 31 cases was five days (IQR 2–58 days). Of these 31 cases, 19 

had CD4 counts > 200 cells/µL at HIV diagnosis (median 320 cells/µL, IQR 237–577) 

and 12 had missing CD4 counts. 

Of the total 2779 cases, 945 (34%) fitted the European consensus definition of late 

HIV presentation, although 503 cases could not be classified due to missing CD4 count 

                                                

72 Specific diagnoses withheld to protect privacy. 
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at HIV diagnosis. Of the 945 cases with late presentation, 750 had CD4 count < 350 

cells/µL at HIV diagnosis, 195 had AIDS at or before HIV diagnosis (of whom 24 had 

missing CD4 count at HIV diagnosis) and 154 fulfilled both criteria (Table 6‑14). Of 

those with late presentation, 606 (64%) fulfilled study criteria for delayed HIV 

diagnosis. 

  

Table 6-14 Cases fulfilling consensus definition of late HIV presentation in Victoria 1994–
2006 

AIDS at HIV diagnosis CD4 count at HIV diagnosis (cells/µL) 

 <350 ≥350 Not recorded Total 

Yes 154 171 24 349 

No 596 0 0 596 

Total 750 171 24 945 

 

Of the total 2779 cases, 596 (22%) fitted the European consensus definition of 

advanced HIV disease at diagnosis: 47 had been diagnosed with AIDS by the time of 

HIV diagnosis (of whom 24 had missing CD4 count); 401 had CD4 counts < 200 

cells/µL at HIV diagnosis and 148 fulfilled both criteria (Table 6‑15). All cases fitting 

the consensus definition of advanced HIV disease at presentation also fulfilled the study 

criteria for delayed HIV diagnosis. 
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Table 6-15 Cases fulfilling consensus definition of advanced HIV disease in Victoria 1994–
2006 

AIDS at HIV diagnosis CD4 count at HIV diagnosis (cells/µL) 

 < 200 ≥200 Not recorded Total 

Yes 148 23 24 195 

No 401 0 0 401 

Total 549 23 24 596 

 

Nine cases fulfilled study criteria for delayed diagnosis but not consensus 

definition of late HIV presentation; two had TB. Nineteen fulfilled study criteria for 

delayed diagnosis but not consensus definition of advanced HIV disease at presentation; 

two (the same cases) had TB: one was born in Australia and one in Africa; both were 

diagnosed with TB within days of HIV diagnosis, at CD4 counts ≥ 500 cells/µL. 

Substantial overlap thus existed between the study definition of delayed HIV 

diagnosis and the European consensus definition of advanced HIV disease at 

presentation. However, the consensus definition of late presentation included a 

substantial proportion of cases not classified as delayed HIV diagnosis according to 

study criteria, whilst the study definition of delayed diagnosis included a number of 

cases not fulfilling criteria for advanced HIV disease at presentation, whose 

development of AIDS less than three months after HIV diagnosis nevertheless indicated 

severe immune deficiency. 

Despite the publication of the European consensus definition of late presentation 

and advanced HIV disease at presentation, the study definition of delayed HIV 

diagnosis was used for the following multivariate regression analysis. One reason for 

this decision was the desire to maintain consistency with historical Australian studies of 

late diagnosis of HIV infection (Guy et al. 2008; McDonald et al. 2003) and the 

associations between region of birth and AIDS-defining illnesses (Dore et al. 2001), 

from which this study developed. Another reason was the established biological end-
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point of AIDS-defining illness as an indicator of severe immune deficiency, in contrast 

to the more arbitrary CD4 count threshold for initiation of ART, which was raised 

several times during the course of the study, as new research findings emerged 

suggesting benefits of ever earlier initiation of ART. Focusing on this biological end-

point, the study definition of delayed diagnosis, by including cases of AIDS diagnosed 

in the three months following HIV diagnosis (as well as those diagnosed with AIDS 

at/before HIV diagnosis and those with CD4 count < 200 cells/µL at HIV diagnosis) 

captured more cases with severe immune deficiency than the consensus definition of 

advanced HIV disease at presentation. The number of cases classified differently under 

the two definitions could be ascertained from the Victorian dataset, but not from the 

national HIV and AIDS datasets, which were only recently merged to allow inclusion 

into a single database of HIV and AIDS cases diagnosed after 22 August 2011 (Lucky 

et al. 2013). 

6.5.3.3 Delayed HIV diagnosis in Victoria 1994–2006  

Univariate analysis revealed that delayed diagnosis was significantly associated 

with: age at HIV diagnosis (p < .001); region of birth (p < .001); exposure route (p < 

.001) and year of HIV diagnosis (p = .0323). Delayed diagnosis was not significantly 

associated with gender (p = .977) or remoteness (p = .760). The primary predictor 

variable of interest was region of birth. 

The association between delayed HIV diagnosis and region of birth was explored 

using multivariate logistic regression. Other predictor variables were gender, age at HIV 

diagnosis, exposure, remoteness of residence and year of HIV diagnosis as above. Age 

at HIV was categorised as < 30 years, 30 to 39, 40 to 49 and 50+ years. A statistically 

significant interaction was identified between region of birth and year of HIV diagnosis 

(p = .0146). Collinearity resulting from inclusion of the interaction was resolved by 

stratifying the model into four periods: 1994–1997; 1998–2000; 2001–2003; and 2004–

2006. No other significant interactions were identified. Stratum-specific Hosmer-

Lemeshow tests indicated adequate fit for the logistic regression model (p > .05), 

however AUC for the period 1994–1997 was < 0.70, indicating poor discrimination for 
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this period; AUC for the latter three periods were all > 0.70. No outlying cases were 

identified.  

Stratified multivariate analysis identified significant associations between delayed 

diagnosis and region of birth, although the factor most consistently associated with 

delayed diagnosis was older age. African region of birth was significantly associated 

with delayed diagnosis after 1997. The association between delayed diagnosis and older 

age was demonstrated throughout the study period from 1994 to 2006, as was region of 

birth in South East Asia and exposure via routes other than sex or IDU. Delayed 

diagnosis during the period 1994–1997 was also significantly associated with region of 

birth in Southern/Eastern Europe but not Africa. African region of birth was 

significantly associated with delayed diagnosis during the latter three periods.  Male 

gender and heterosexual exposure were significantly associated with delayed diagnosis 

in the latter two periods. Those with delayed diagnosis after 2000 were significantly less 

likely to be female, but significantly more likely to have heterosexual exposure (Tables 

6-16 to 6-19). 

These results suggested that the factor most strongly associated with delayed HIV 

diagnosis was older age, but associations with male gender and heterosexual exposure 

became stronger in later years, as did that with African region of birth. This model 

appeared reasonably well fitted, but clearly left unexplained a substantial amount of 

variation in delayed diagnosis. Given the heterogeneity of African populations, a more 

focused multivariate analysis of delayed diagnosis was undertaken to identify any 

difference in the odds of delayed diagnosis for migrants from the Horn of Africa/North 

Africa compared to those from other sub-regions of Africa (Table 6‑20 to 6-23). 
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Table 6-16 Factors associated with delayed HIV diagnosis in Victoria. Period 1: 1994–1997 

New HIV cases in Victoria 1994–199773 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 187 718 26% 1.00 … 1.00 … 

 Female 14 59 26% 0.88 [0.47, 1.65] 1.00 0.44, 2.26] 

Age at diagnosis < 30 34 253 13% 1.00 … 1.00 … 

 30 to 39 69 296 23% 1.96 [1.25, 3.07] 2.00 [1.26, 3.16] 

 40 to 49 47 130 36% 3.65 [2.19, 6.07] 3.57 [2.12, 6.02] 

 50+ 51 98 52% 7.00 [4.09, 11.99] 6.63 [3.80, 11.55] 

Remoteness Major city 171 659 26% 1.00 … 1.00 … 

 Other/unknown 30 118 25% 0.97 [0.62, 1.53] 0.88 [0.54, 1.44] 

Region of birth Aus/NW Eur/N America 154 616 25% 1.00 … 1.00 … 

 SE Europe 15 28 54% 3.46 [1.61, 7.44] 2.50 [1.09, 5.77] 

 Africa 6 32 19% 0.69 [0.28, 1.71] 0.96 [0.34, 2.71] 

                                                

73 LR test = 78.22 (df = 12, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 2.28 (df = 5, p = .8093) AUC = 0.6863 AICc = 836.169 BIC = −4274.587 
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 SE Asia 12 34 36% 1.64 [0.79, 3.38] 2.47 [1.13, 5.37] 

 Other/Unknown 14 67 21% 0.79 [0.43, 1.47] 0.78 [0.40, 1.49] 

Exposure MSM+/-IDU74 159 620 26% 1.00 … 1.00 … 

 Heterosexual 29 113 26% 1.00 [0.63, 1..58] 1.05 [0.55, 1.99] 

 IDU75 3 26 12% 0.38 [0.11, 1.28] 0.38 [0.11, 1.37] 

 Other/Unknown 10 18 56% 3.62 [1.41, 9.34] 3.02 [1.05, 8.68] 

Total … 201 777 26% … … … … 

 

  

                                                

74 Male-to-male sex with/without injecting drug use 
75 Injecting drug use 
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Table 6-17 Factors associated with delayed HIV diagnosis in Victoria. Period 2: 1998–2000 

New HIV cases in Victoria 1998–200076 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 101 446 23% 1.00 … 1.00 … 

 Female 6 40 15% 0.60 [0.25, 1.48] 0.32 [0.11, 0.93] 

Age at diagnosis < 30 9 164 6% 1.00 … 1.00 … 

 30 to 39 39 175 22% 4.94 [2.31, 10.57] 5.61 [2.50, 12.60] 

 40 to 49 30 83 36% 9.75 [4.35, 21.86] 12.76 [5.25, 30.99] 

 50+ 29 64 45% 14.27 [6.20, 32.82] 17.93 [7.11, 42. 23] 

Remoteness Major city 80 379 21% 1.00 … 1.00 … 

 Other/Unknown 27 107 25% 1.26 [0.76, 2.08] 1.46 [0.83, 2.58] 

Region of birth Aus/NW Eur/N America 63 342 18% 1.00 … 1.00 … 

 SE Europe 9 21 43% 3.32 [1.34, 8.22] 3.62 [1.24, 10.56] 

 Africa 13 34 38% 2.74 [1.30, 5.77] 4.63 [1.65, 12.97] 

                                                

76 LR test = 98.81 (df = 12, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 5.15 (df = 7, p = .6419) AUC = 0.7889 AICc = 439.550 BIC = −2512.527 
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 SE Asia 14 43 33% 2.14 [1.07, 4.28] 3.79 [1.57, 9.14] 

 Other/Unknown 8 46 17% 0.93 [0.42, 2.10] 0.83 [0.34, 2.05] 

Exposure MSM+/-IDU77 58 334 17% 1.00 … 1.00 … 

 Heterosexual 34 106 32% 2.25 [1.37, 3.69] 1.57 [0.81, 3.06] 

 IDU78 3 23 13% 0.71 [0.21, 2.48] 1.22 [0.32, 4.60] 

 Other/Unknown 12 23 52% 5.19 [2.18, 12.34] 4.00 [1.35, 11.88] 

Total … 107 486 22% … … … … 

 

  

                                                

77 Male-to-male sex with/without injecting drug use 
78 Injecting drug use 
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Table 6-18 Factors associated with delayed HIV diagnosis in Victoria. Period 3: 2001–2003 

New HIV cases in Victoria 2001–200379 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender  Male 131 609 22% 1.00 … 1.00 … 

 Female 14 66 21% 0.98 [0.53, 1.83] 0.27 [0.12, 0.60] 

Age at diagnosis < 30 17 163 10% 1.00 … 1.00 … 

 30 to 39 52 301 17% 1.79 [1.00, 3.22] 1.91 [1.02, 3.57] 

 40 to 49 42 135 31% 3.88 [2.09, 7.21] 4.63 [2.36, 9.08] 

 50+ 34 76 45% 6.95 [3.54, 13.67] 7.59 [3.62, 15.92] 

Remoteness Major city 122 588 21% 1.00 … 1.00 … 

 Other/Unknown 23 87 26% 1.37 [0.82, 2.30] 1.40 [0.78, 2.52] 

Region of birth Aus/NW Eur/N America 84 506 17% 1.00 … 1.00 … 

 SE Europe 12 22 55% 6.03 [2.52, 14.41] 4.43 [1.64, 11.92] 

 Africa 17 47 36% 2.85 [1.50, 5.40] 2.26 [1.02, 5.00] 

                                                

79 LR test = 113.97 (df = 12, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 7.05 (df = 6, p = .3164) AUC = 0.7685 AICc = 614.390 BIC = −3724.349 
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 SE Asia 15 50 30% 2.15 [1.13, 4.12] 2.73 [1.28, 5.79] 

 Other/Unknown 17 50 34% 2.59 [1.38, 4.86] 1.99 [0.99, 4.01] 

Exposure MSM+/-IDU80 82 504 16% 1.00 … 1.00 … 

 Heterosexual 51 132 39% 3.24 [2.12, 4.95] 4.35 [2.42, 7.81] 

 IDU81 4 25 16% 0.98 [0.33, 2.93] 1.00 [0.29, 3.92] 

 Other/Unknown 8 14 57% 6.86 [2.32, 20.30] 11.20 [3.16, 39.72] 

Total … 145 675 22% … … … … 

 

  

                                                

80 Male-to-male sex with/without injecting drug use 
81 Injecting drug use 
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Table 6-19 Factors associated with delayed HIV diagnosis in Victoria. Period 4: 2004–2006 

New HIV cases in Victoria 2004–200682 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 152 757 20% 1.00 … 1.00 … 

 Female 22 84 26% 1.41 [0.84, 2.37] 0.37 [0.18, 0.75] 

Age at diagnosis < 30 21 190 11% 1.00 … 1.00 … 

 30 to 39 50 317 16% 1.51 [0.87, 2.60] 1.59 [0.89, 2.85] 

 40 to 49 60 220 27% 3.02 [1.76, 5.19] 3.49 [1.95, 6.25] 

 50+ 43 114 38% 4.87 [2.70, 8.80] 5.59 [2.91, 10.76] 

Remoteness Major city 155 725 21% 1.00 … 1.00 … 

 Other/Unknown 19 116 16% 0.72 [0.43, 1.22] 0.64 [0.36, 1.13] 

Region of birth Aus/NW Eur/N America 112 654 17% 1.00 … 1.00 … 

 SE Europe 5 17 29% 2.02 [0.70, 5.84] 1.02 [0.30, 3.39] 

 Africa 20 45 44% 3.87 [2.08, 7.21] 2.28 [1.06, 4.88] 

                                                

82 LR test = 108.89 (df = 12, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 7.04 (df = 7, p = .4249) AICc = 774.619 BIC = −3724.349 
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 SE Asia 20 53 38% 2.93 [1.62, 5.30] 2.73 [1.38, 5.40] 

 Other/Unknown 17 72 24% 1.50 [0.84, 2.67] 1.22 [0.65, 2.28] 

Exposure MSM+/-IDU83 104 653 16% 1.00 … 1.00 … 

 Heterosexual 59 140 42% 3.85 [2.59, 5.71] 5.18 [2.84, 9.44] 

 IDU84 4 27 15% 0.92 [0.31, 2.71] 1.05 [0.33, 3.33] 

 Other/Unknown 7 21 33% 2.64 [1.04, 6.70] 2.79 [1.02, 7.63] 

Total … 174 841 21% … … … … 

 

                                                

83 Male-to-male sex with/without injecting drug use 
84 Injecting drug use 
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6.5.3.4 Delayed HIV diagnosis in Victoria: Horn of Africa and North Africa 

The second multivariate logistic regression model was constructed in a similar 

manner to the first. The outcome variable of interest was region of birth, categorised as: 

Australia/Northwestern Europe/ North America; Horn of Africa/North Africa; Other 

Africa; and Other/Unknown. Predictor variables included as potential confounders 

were: gender; age at HIV diagnosis; exposure; and year of diagnosis. Gender and age at 

HIV diagnosis and period of HIV diagnosis were categorised as for the first model. 

Exposure was categorised as: MSM/IDU; heterosexual; and other/unknown, to avoid 

numerical problems in analysis. Remoteness of residence was not included as a 

predictor variable (p = .9895). Significant interactions were identified between region of 

birth and year of HIV diagnosis (p = .0153). The final model was again stratified by 

period of HIV diagnosis, with acceptable fit (Hosmer-Lemeshow goodness-of-fit test p 

> .05 for each period). Model discrimination was poor in the earliest period (1994–1998 

AUC = 0.6810) but acceptable thereafter (1999–2006 AUC > 0.70). No outlying cases 

were identified. This second (Horn of Africa) model was tested against the first: BIC 

and AICc for the second model decreased for all periods, indicating consistent strong 

support for the Horn of Africa model. 

The Horn of Africa multivariate logistic regression model, stratified by period of 

HIV diagnosis, indicated that delayed diagnosis was most consistently significantly 

associated with older age at diagnosis throughout all periods. Region of birth in the 

Horn of Africa/North Africa was significantly associated with delayed diagnosis after 

1997 (1998–2006), as was exposure non-sexual and unknown exposure. Heterosexual 

exposure was significantly associated with delayed diagnosis after 2003 (2004–2006). 

No significant association was identified between delayed diagnosis and Other African 

region of birth. The magnitude of the aOR for the Horn of Africa/North Africa group 

rose from 1.77 (95%CI 0.42–7.53) in 1994–1997 (Table 6‑20) to 6.96 (95%CI 1.33–

36.43) in 1998–2000 (Table 6‑21) peaking at 7.86 (95%CI 2.35–26.23) in 2001–2003 

(Table 6‑22) before falling to 2.80 (95%CI 1.06–7.42) in 2004–2006 (Table 6‑23). 



 169 

These results suggested that Victorian immigrants from regions other than 

Northwest Europe and North America had an increased risk of delayed HIV diagnosis, 

but that this increased risk was unevenly distributed between migrants from different 

regions and changed over time. African migrants from the Horn of Africa and North 

Africa appeared to be at increased risk of delayed diagnosis, compared to other African 

immigrants, even after adjustment for other factors associated with delayed diagnosis 

such as heterosexual exposure. This risk may have decreased over time, after peaking in 

the period 2001–2003, although the wide confidence intervals indicate a need for 

caution in attributing these fluctuations in odds ratios to real changes in relative risk.  

The odds of delayed diagnosis for Other Africa did not significantly differ from that for 

people born in Australia/Northwest Europe/North America, with absolute aOR close to 

1.00 and 95%CI including 1.00. It seemed likely that a real difference existed between 

these two groups of African-born cases, despite the low discriminatory power of the 

model. Other findings of note were declining odds of delayed diagnosis for cases 

originating from Southern and Eastern Europe and the contrast between the increase, 

over time, in the odds of delayed diagnosis for heterosexual exposure and decrease in 

the odds for female gender. 
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Table 6-20 Delayed HIV diagnosis in Victoria - Horn of Africa & North Africa. Period 1: 1994–1997 

New HIV cases in Victoria 1994–199785 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 187 718 26% 1.00 … 1.00 … 

 Female 14 59 24% 0.88 [0.47, 1.65] 0.92 [0.42, 2.01] 

Age at diagnosis < 30 34 253 13% 1.00 … 1.00 … 

 30 to 39 69 296 23% 1.96 [1.25, 3.07] 2.04 [1.29, 3.22] 

 40 to 49 47 130 36% 3.65 [2.19, 6.07] 3.69 [2.20, 6.20] 

 50+ 51 98 52% 6.99 [4.09, 11.95] 6.91 [3.99, 11.94] 

Region of birth Aus/NW Eur/N America 154 616 25% 1.00 … 1.00 … 

 Horn of Africa/N Africa 3 12 25% 1.00 [0.27, 3.74] 1.77 [0.42, 7.53] 

 Other Africa 3 20 15% 0.53 [0.15, 1.83] 0.64 [0.17, 2.42] 

 Other/Unknown 41 129 32% 1.40 [0.93, 2.11] 1.39 [0.89, 2.17] 

Exposure MSM/IDU86 162 646 25% 1.00 … 1.00 … 

                                                

85 LR test = 69.38 (df = 9, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 2.26 (df = 5, p = .8115) AUC = 0.6810 AICc = 839.006 BIC = −4285.717 
86 Male-to-male sex /injecting drug use 
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 Heterosexual 29 113 26% 1.03 [0.65, 1.63] 1.13 [0.61, 2.11] 

 Other/Unknown 10 18 56% 3.74 [1.45, 9.62] 2.92 [1.03, 8.27] 

Total … 201 777 23% … … … … 
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Table 6-21 Delayed HIV diagnosis in Victoria - Horn of Africa & North Africa. Period 2: 1998–2000 

New HIV cases in Victoria 1998–200087 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 101 446 23% 1.00 … 1.00 … 

 Female 6 40 15% 0.60 [0.25, 1.48] 0.35 [0.12, 1.03] 

Age at diagnosis < 30 9 164 6% 1.00 .. 1.00 … 

 30 to 39 39 175 23% 4.94 [2.31, 10.57] 5.30 [2.38, 11.77] 

 40 to 49 30 83 36% 9.75 [4.35, 21.86] 11.54 [4.87, 27.33] 

 50+ 29 64 45% 14.27 [6.20, 32.82] 15.77 [6.45, 38.55] 

Region of birth Aus/NW Eur/N America 63 342 18% 1.00 … 1.00 … 

 Horn of Africa/N Africa 4 10 40% 2.95 [0.81, 10.77] 6.96 [1.33, 36.43] 

 Other Africa 9 24 38% 2.66 [1.11, 6.35] 3.02 [0.99, 9.19] 

 Other/Unknown 31 110 28% 1.74 [1.06, 2.86] 1.92 [1.07, 3.47] 

Exposure MSM/IDU88 61 357 17% 1.00 … 1.00 … 

                                                

87 LR test = 89.81 (df = 9, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 4.73 (df = 6, p = .5788) AUC = 0.7785 AICc = 442.546 BIC = −2522.090 
88 Male-to-male sex/injecting drug use 
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 Heterosexual 34 106 32% 2.29 [1.40, 3.75] 1.79 [0.95, 3.38] 

 Other/Unknown 12 23 52% 5.29 [2.23, 12.55] 4.08 [1.46, 11.40] 

Total … 107 486 22% … … … … 
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Table 6-22 Delayed HIV diagnosis in Victoria - Horn of Africa & North Africa. Period 3: 2001–2003 

New HIV cases in Victoria 1998–200089 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 131 609 22% 1.00 … 1.00 … 

 Female 14 66 21% 0.98 [0.53, 1.83] 0.32 [0.14, 0.71] 

Age at diagnosis < 30 17 163 10% 1.00 … 1.00 … 

 30 to 39 52 301 17% 1.79 [1.00, 3.22] 2.05 [1.08, 3.87] 

 40 to 49 42 135 31% 3.88 [2.09, 7.21] 4.90 [2.47, 9.73] 

 50+ 34 76 45% 6.95 [3.54, 13.67] 8.51 [4.05, 17.87] 

Region of birth Aus/NW Eur/N America 84 506 17% 1.00 … 1.00 … 

 Horn of Africa/N Africa 10 16 63% 8.37 [2.96, 23.66] 7.86 [2.35, 26.23] 

 Other Africa 7 30 23% 1.53 [0.64, 3.68] 1.16 [0.43, 3.15] 

 Other/Unknown 44 123 36% 2.80 [1.81, 4.33] 2.55 [1.57, 4.14] 

Exposure MSM/IDU90 86 529 16% 1.00 … 1.00 … 

                                                

89 LR test = 118.06 (df = 9, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 4.86 (df = 6, p = .5622) AUC = 0.7661 AICc = 604.298 BIC = −3747.986 
90 Male-to-male sex/injecting drug use 
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 Heterosexual 51 132 39% 3.24 [2.13, 4.93] 4.20 [2.35, 7.53] 

 Other/Unknown 8 14 57% 6.87 [2.33, 20.29] 11.96 [3.43, 41.68] 

Total … 145 675 22% … … … … 
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Table 6-23 Delayed HIV diagnosis in Victoria - Horn of Africa & North Africa. Period 4: 2004–2006 

New HIV cases in Victoria 1998–200091 Delayed HIV 
diagnosis 

Total HIV 
cases % OR [95%CI] aOR [95%CI] 

Gender Male 152 757 20% 1.00 … 1.00 … 

 Female 22 84 26% 1.41 [0.84, 2.37] 0.38 [0.18, 0.77] 

Age at diagnosis < 30 21 190 11% 1.00 … 1.00 … 

 30 to 39 50 317 16% 1.51 [0.87, 2.60] 1.61 [0.91, 2.87] 

 40 to 49 60 220 27% 3.02 [1.76, 5.19] 3.44 [1.93, 6.13] 

 50+ 43 114 38% 4.87 [2.70, 8.80] 5.09 [2.69, 9.65] 

Region of birth Aus/NW Eur/N America 112 654 17% 1.00 … 1.00 … 

 Horn of Africa/N Africa 12 24 50% 4.84 [2.12, 11.05] 2.80 [1.06, 7.42] 

 Other Africa 8 21 38% 2.98 [1.21, 7.35] 1.75 [0.64, 4.82] 

 Other/Unknown 42 142 30% 2.03 1.34, 3.07] 1.65 [1.04, 2.62] 

Exposure MSM/IDU92 108 680 16% 1.00 .. 1.00 … 

                                                

91 LR test = 102.64 (df = 9, p < .0001) Hosmer-Lemeshow goodness-of-fit test = 7.12 (df = 5, p = .2118) AICc = 774.868 BIC = −4841.577 
92 Male-to-male sex/injecting drug use 
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 Heterosexual 59 140 42% 3.86 [2.60, 5.72] 5.16 [2.88, 9.25] 

 Other/Unknown 7 21 33% 2.65 [1.05, 6.71] 2.84 [1.05, 7.70] 

Total … 174 841 21% … … … … 
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6.6 Discussion of surveillance data analysis 

This analysis of surveillance data, along with recent national surveillance reports, 

indicated a rise in the proportion of African-born people amongst diagnosed cases of 

HIV in Australia over time. This is consistent with the general increase in proportion of 

immigrants from high prevalence countries amongst diagnosed cases of AIDS in 

Australia 1992–2006, but the associated increase of female cases also represents a 

qualitative change in the epidemiology of HIV in Australia, having implications for 

both prevention strategies and provision of services to PLHIV (Guy et al. 2008; The 

Kirby Institute 2012). 

Over half (52%) of the African-born PLHIV in Australia 2002–2009 were female, 

as were 42% of those in diagnosed in Victoria 1994–2009. This was consistent with 

European HIV surveillance reports, in which female African immigrant PLHIV 

generally equal or outnumber males (Del Amo et al. 2010). These results show that 27% 

of women diagnosed with HIV in Victoria were born in Africa and 58% were born 

abroad. Unsurprisingly, given the high proportion of females, most African-born cases 

in Australia and Victoria reported heterosexual exposure. 

The proportion of African people with AIDS exposed through heterosexual sex 

increased over time. The preponderance of heterosexual exposure was consistent with 

epidemiological features of African immigrant PLHIV in Europe (Del Amo et al. 2011) 

and the US (Kerani et al. 2008). In this study, exposure via sex between men accounted 

for only 12% of African-born HIV cases diagnosed in Australia 2002–2006 and 11% of 

African-born HIV cases in Victoria 1994–2006. These proportions were much lower 

than the 33% of Sub-Saharan African-born cases in Dore’s analysis of AIDS cases 

diagnosed in Australia 1992–1998 (Dore et al. 2001); moreover the proportion of MSM 

amongst African-born people diagnosed with AIDS in Australia appeared to have been 

falling steadily since the late 1980s. The reason for the fall in the proportion of MSM 

amongst African-born cases in Australia is unclear; one possibility is the changing 

pattern of migration, with increasing emigration from regions (and social classes) in 

Africa in which heterosexual sex is the most common route of HIV exposure––for 
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example: Black South Africans. However, it was impossible to test this hypothesis from 

available surveillance, immigration or census data, since racial and ethnic categories 

(other than Aboriginal and Torres Strait Islander identity) were not consistently 

collected in Australia. Implications of applying such categories outside their original 

socio-political context should also be considered carefully. 

The commonest AIDS-defining illnesses amongst African-born people in 

Australia and Victoria were PCP and TB. PCP is the commonest ADI in most series of 

AIDS cases in industrialised countries and should thus be expected to occur frequently 

amongst African-born people diagnosed with AIDS. An association between African 

region of birth and toxoplasmosis has not previously been described in Australia, 

although toxoplasmosis has been noted to occur frequently among African immigrants 

with AIDS in the UK (O'Farrell et al. 1995). In contrast, the association between 

African region of birth and TB is well described in studies of African immigrant PLHIV 

in the UK, Europe and Australia, reinforcing the importance of active screening for 

latent and active TB amongst African-born PLHIV in Australia, to enable prevention or 

prompt treatment of active disease (Caro-Murillo et al. 2009; Del Amo et al. 1996b; Del 

Amo et al. 2011; Dore et al. 2001; Sinka et al. 2003; Sudre et al. 1996a). 

African region of birth was an independent risk factor for delayed HIV diagnosis 

amongst Australian AIDS and HIV cases and Victorian cases of HIV, as were all 

regions of birth except Northwestern Europe and North America. The association with 

delayed diagnosis appeared stronger for the Horn of Africa/North Africa than Other 

Africa. Delayed HIV diagnosis amongst Australian AIDS cases was also significantly 

associated with origin in Southern/Eastern Europe and South East Asia, as well as male 

gender, older age at diagnosis, exposure other than MSM/IDU and more recent year of 

AIDS diagnosis. Gender differences were evident amongst AIDS cases: delayed 

diagnosis amongst males was associated with older age and residence outside NSW; 

men born in Northwestern Europe and North America had lower odds of delayed 

diagnosis than Australian-born men. African origin was associated with delayed 

diagnosis amongst females only. 
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These gender differences were not evident in the Australian HIV dataset, although 

the associations between delayed diagnosis and the same regions of birth, older age and 

non-MSM/IDU exposure were significant. Male gender was significantly associated 

with delayed diagnosis in the HIV dataset. No significant association was found 

between delayed diagnosis and year of HIV diagnosis, although the Australian HIV 

dataset covered a more recent time period, falling entirely within the post-cART era, 

when an AIDS diagnosis was itself a marker of delayed HIV diagnosis as well as poor 

treatment uptake. 

Amongst Victorian HIV/AIDS cases, delayed diagnosis was independently 

associated with region of birth outside Australia except for Northwest Europe and North 

America, but varied by region and over time. Origin from Horn of Africa/North Africa 

appeared to be a more strongly associated with delayed diagnosis than Other Africa, but 

this difference may have been concentrated in a particular period 2001–2003. Other 

associations were male gender, older age and exposure other than MSM/IDU. 

Southern/Eastern European origin was significantly associated with delayed diagnosis 

between 1994 and 2003, but not thereafter. African origin became significantly 

associated with delayed diagnosis after 1997. Male gender and heterosexual exposure 

became significantly associated with delayed diagnosis after 2003. Remoteness of 

residence was not significantly associated with delayed diagnosis in any period. 

The association between African origin and delayed diagnosis remains 

inconsistent. Some studies from Europe and the US identified associations between late 

diagnosis and foreign origin, including Sub-Saharan Africa (Johnson et al. 2010; 

Staehelin et al. 2003; Tang et al. 2011; Wolbers et al. 2008; Zoufaly et al. 2012). 

However, other studies, including previous analysis of Australian AIDS surveillance 

data, have detected no such association (Dickson et al. 2012; McDonald et al. 2003; 

Rotily et al. 2000). Foreign origin may well be associated with other socioeconomic 

factors affecting access to HIV testing but routinely collected Australian surveillance 

data includes insufficient demographic or socioeconomic data to address this question 

(Couturier et al. 1998; Delpierre et al. 2006; Delpierre et al., 2007). Several studies have 

identified an association between delayed HIV diagnosis and older age, heterosexual 
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exposure and male gender (Chadborn et al. 2006; Manfredi 2004; McDonald et al. 

2003; Rotily et al. 2000). Borghi et al found no significant association between 

exposure route and late presentation amongst patients diagnosed in Modena 1992–2006, 

for whom late presentation was associated with older age, male gender and foreign 

origin; however their study population differed from that of the present Australian study 

in that the commonest reported exposure in Modena after 1996 was heterosexual sex 

(Borghi et al. 2008). Two studies from Switzerland and Croatia failed to identify a 

significant association between gender and late presentation, but any such association 

may have been obscured by the relationship between gender and exposure (Begovac et 

al. 2008; Wolbers et al. 2008). The earlier diagnosis of women (after adjustment for 

age) may be partly due to the improvement in adherence to antenatal HIV screening 

guidelines amongst Australian practitioners, which has resulted in an increase in the 

number of antenatal HIV diagnoses amongst women, but a decrease in the number of 

babies perinatally exposed to HIV (Giles et al. 2004; McDonald et al. 2009). This may 

have resulted in earlier HIV diagnosis amongst female, but not male, PLHIV from the 

Horn of Africa. The proportion of HIV cases diagnosed during antenatal testing is 

reported in national surveillance, but was not included in the dataset provided for this 

analysis. 

The strength of this study was that the sample was large, representative of HIV 

and AIDS cases diagnosed in Australia and complete for cases of HIV diagnosed in 

Victoria, but it was nevertheless subject to a number of limitations. Foremost amongst 

these was the inability of this retrospective observational study to demonstrate causation 

in the statistical associations identified between the various demographic and 

epidemiological variables and the measured outcomes of delayed diagnosis and ADI. A 

limitation common to any research based on a passive surveillance system was 

unavailability of undiagnosed cases of HIV analysis. This would have been particularly 

relevant for populations at higher risk of late diagnosis through under-testing. Another 

limitation common to passive surveillance systems was the relative paucity of 

demographic data and epidemiological information, evident from the absence of data on 

migration, ethnicity, language, income or education––all of which are relevant to 
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questions of access to HIV testing and treatment (Delpierre et al. 2006; Delpierre et al. 

2007). Also, the surveillance data originated from self-report during clinical interviews, 

rendering this information subject to recall and reporting bias and hence introducing the 

possibility of misclassification, particularly regarding stigmatised risk behaviour. 

Datasets analysed included most of the study populations, but excluded a number 

of cases due to incomplete data on country of birth. Another significant limitation was 

the lack of a single national dataset that included all HIV and AIDS cases. The absence 

of information in the AIDS dataset of information about CD4 count at HIV diagnosis, 

together with the absence of AIDS diagnosis data in the HIV dataset, likely resulted in 

some misclassification of cases. The notable increase in the recorded numbers of HIV 

diagnoses and deaths of PLHIV in Australia following the merger of the two databases 

suggests that such misclassification of delayed diagnosis might be substantial (Lucky et 

al. 2013). 

Despite the large overall sample size, the power of the study to identify important 

associations with African origin was limited by the relatively small size of the sub-

group of interest. This was true in particular for the groups originating from the Horn of 

Africa and North Africa. Although several associations were identified, others may not 

have been detected due to small group size or unmeasured confounders. Multivariate 

regression analysis attempted to adjust for the confounding effect of the measured 

variables, but could not adjust for unmeasured socioeconomic factors likely to have 

influenced risk of delayed diagnosis. For example, country of birth was the only way to 

identify African immigrants in the absence of ethnicity data: this would have classified 

as Australian those younger, Australian-born members of more established African 

ethnic communities such as those of Egyptian ancestry. Ethnicity may be relevant as a 

marker of social networks extending into populations of relatively high HIV prevalence 

within and beyond Australia, but its importance is impossible to ascertain from 

currently collected surveillance data. The benefits of collecting more detailed 

demographic data need to be balanced against the risks of stigmatising certain 

communities (Proctor et al. 2011). Discussion with African and other communities 

ought to be part of the process for enhancing surveillance procedures along such lines, 
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as well as the development of an ongoing research agenda on HIV prevention, care and 

support to redress, rather than perpetuate, inequities (Kesby et al. 2003). However, some 

improvements in HIV surveillance other than more detailed demographic detail may 

provide better information about the location and circumstances of HIV exposure: an 

example is the enhanced surveillance developed in Western Australia, in which year of 

arrival (for non-Australian-born cases) is collected along with likely time and location 

of exposure. This system has already helped to inform the development of more 

proactive and innovative research and HIV prevention strategies addressing the risks 

faced by heterosexually active, mobile residents of Australia, including those born 

abroad (Combs & Giele, 2009). Of course, an observational study such as this cannot 

identify causal mechanisms underlying the observed statistical association. 

Another important limitation is the age of the surveillance data used for this 

analysis; the most recent data extends only to December 2006, six years prior to the 

submission of this thesis. This resulted from the protracted duration of the overall 

research project and decreases the confidence with which results from this study might 

be generalised to African immigrant populations currently in Victoria at the time of 

writing. Such concerns are increased by the many changes in African migration (section 

3.1.5), Australian HIV treatment guidelines and clinical practice (section 2.1.5) and 

changes in the epidemiology of HIV in Africa (section 2.2.2) that have occurred since 

2006. The results of this analysis are best regarded as a snapshot of HIV and AIDS in 

Australia at a particular period in time; many subsequent changes may have occurred. 

However, the study findings should serve as a starting point for future research into 

trends in HIV diagnosis and epidemiology amongst African and other immigrants 

providing a basis for comparison and an indication of what might have changed in the 

ensuing years. 

The definition of delayed diagnosis, although not unique to this study (Borghi et 

al. 2008), may limit the generalisability of the study results to other populations and the 

comparability to other research conducted using the European consensus definition of 

late presentation of HIV and advanced HIV disease at presentation (Antinori et al. 

2011). This would be most relevant for studies measuring late presentation, since there 
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was substantial overlap between the study definition of delayed HIV diagnosis and the 

European consensus definition of advanced HIV disease at presentation. The greater 

discrimination of study definition of delayed diagnosis in the Victorian dataset appeared 

to offset the reduction in power resulting from the smaller number of observed cases in 

comparison to the consensus definition of late presentation. 

This analysis of surveillance data revealed the magnitude of the issue of delayed 

HIV diagnosis, identified factors associated with delayed diagnosis (most notable older 

age) and suggested potential African community stakeholders for future HIV prevention 

or management initiatives, based on demographic characteristics of African-born people 

diagnosed with HIV. The results also provided basic demographic and epidemiological 

information to inform future HIV prevention for Victoria’s African communities. The 

study confirmed the preponderance of heterosexual acquisition among African-born 

PLHIV, but highlighted an important minority of African MSM; the social context of 

HIV exposure for this group may differ from that of both heterosexual African 

Australians and non-African MSM, and warrants future research to better inform HIV 

prevention among CALD MSM in Victoria. 

The association between foreign origin and delayed diagnosis appeared complex. 

On the one hand the diversity of regions associated with delayed diagnosis suggested 

the existence of systemic barriers impeding access of overseas-born people (particularly 

those from non-English-speaking regions) to HIV testing. Further exploration of factors 

delaying diagnosis amongst immigrants in general is necessary, but goes beyond the 

scope of this thesis. On the other hand, the association in Victoria between delayed 

diagnosis and origin in the Horn of Africa/North Africa suggested the existence of 

factors specific to these communities, particularly those from Ethiopia.93 The increased 

risk of delayed diagnosis associated with origin from the Horn of Africa/North Africa 

may have resulted from circumstances limiting access to timely testing during a 

particular era of African immigration to Victoria; alternatively, a cohort of immigrants 

                                                

93 Most (73%) Victorian HIV cases from the Horn of Africa/North Africa were born in Ethiopia (see 
Section 6.5.1 "HIV cases in Victoria 1994–2006). 



 185 

from this region may have arrived with unrecognised HIV infection, being subsequently 

diagnosed due to illness or through contact with the Victorian health care system. A hint 

of this possibility is the dynamic change in odds of delayed diagnosis for the Horn of 

Africa/North Africa group over time, with a peak in the 2001–2003 period.  The 

Victorian public health effort focused on communities from the Horn of Africa appears 

justified, but further research is necessary to identify specific casual factors delaying 

diagnosis in these communities and to ascertain whether differences from other African 

communities persist over time. Fakoya’s review of cultural, social and structural 

barriers to HIV testing in Europe faced by Black Africans suggests various avenues of 

inquiry to explore the differences between members of the Horn of Africa communities 

and other African immigrants in Victoria (Fakoya et al. 2008), using qualitative 

methods. Qualitative inquiry has been used as a strategy for the exploring these 

psychological and social influences on timeliness of HIV diagnosis in more detail in the 

UK (Burns et al. 2007) and with CALD PLHIV in Sydney (Körner 2007b); the case 

series of African-born PLHIV described in the following chapter collected qualitative, 

clinical and virological data in an effort to understand the interplay between subjective 

experience and the physical and social environment influencing HIV exposure, testing 

and diagnosis. 
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7. Case series of African-born Victorian residents living with HIV 

African-born people are a minority amongst people diagnosed with HIV in 

Australia, with a high per capita rate of HIV diagnosis and late diagnosis (Dore et al. 

2001; The Kirby Institute 2012; McDonald et al. 2003), the epidemiology of HIV in 

African migrants has not been studied in such detail as that of Black Africans in the UK 

(Burns et al. 2005; Erwin et al. 2002). Neither have clinical and virological 

characteristics of African immigrant PLHIV in Australia been described to the same 

extent as in Europe (Aggarwal et al. 2006; Clumeck et al. 1984; Burns et al. 2001; Del 

Amo et al. 1996a; Del Amo et al. 1996b; Del Amo et al. 1998; Fonquernie et al. 2006; 

O'Farrell et al. 1995; Staehelin et al. 2004). European research has provided insights 

into the challenges confronting African migrant PLHIV in industrialised countries 

(Anderson & Doyal 2004; Dodds 2006; Doyal 2008; Doyal & Anderson 2005; Erwin & 

Peters 1999; Flowers et al. 2006; Prost et al. 2008; Pourette 2008), but the Australian 

geopolitical context and health care system differ from those of Europe and North 

America, suggesting a need for more locally contextualised data. Although previous 

studies of CALD PLHIV have included the experience of African Australians, these 

voices remain rare (Körner 2005; Körner 2007a; Körner 2007b). Little information is 

available to guide those caring for African immigrant PLHIV, or to provide African 

Australians with resources to cope with challenges arising after HIV diagnosis. This 

case series was undertaken to inform planning and delivery of clinical care and social 

support for African-born PLHIV in Victoria; to further understanding of the individual 

and environmental factors leading to HIV infection and delaying diagnosis; and to give 

voice to the experiences of African immigrants living with HIV in the Australian 

setting. 

7.1 Aims of case series 

This case series of African-born residents of Victoria living with HIV aimed to: 

6. Describe the demographic, clinical and virological characteristics of African-

born Victorian residents living with HIV 
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7. Describe the response to combination antiretroviral therapy (cART) of African-

born Victorian residents living with HIV 

8. Describe the route, location and timing with respect to migration of HIV 

exposure among African-born Victorian residents living with HIV  

9. Understand the circumstances in which African-born Victorian residents acquire 

HIV 

10. Identify factors associated with delayed HIV diagnosis 

11. Identify sources of social support for African-born Victorian residents living 

with HIV and barriers preventing their access to such support 

12. Understand the types of information sought by African-born Victorian residents 

living with HIV and identify effective means for providing them with 

information 

7.2 Case series methods  

The study collected demographic, epidemiological, clinical and virological data 

and accounts of the lived experience of African Australian PLHIV. The small size and 

marginalised nature of the study population and the crucial importance of participant 

privacy strongly influenced study design. 

The study population included all adult African-born residents of Victoria living 

with HIV. The number of eligible individuals in Victoria at the commencement of the 

study was estimated at 80, based on HIV notification data (Guy 2005) and discussions 

with lead clinicians at HIV-specific clinics––public hospital94 infectious diseases 

outpatients clinics; Victoria’s only specialty sexual health clinic95 and high-HIV-

caseload private general practices––who provided estimates of African-born adult HIV 

patients still regularly attending consultations. 

                                                

94 Royal Melbourne Hospital, Western Hospital, The Alfred, Monash Medical Centre, Dandenong 
Hospital, St Vincent’s Hospital (Melbourne) and Royal Women’s Hospital. The Austin Hospital was not 
included as no eligible patients were attending the clinic at the time of the study. 

95 Melbourne Sexual Health Centre 
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Participants were recruited via treating doctors, using de-identified HIV case 

notification data obtained from the Victorian Department of Health to identify doctors 

to whom notified individuals had been referred for management (Guy R 2005, personal 

communication).96 This strategy was adopted to preserve privacy of patients declining 

participation, since no identifying details were accessible to the researcher. Regular 

contact was maintained with clinicians and clinic coordinators. Doctors informed 

eligible patients of the study, seeking permission to provide patient contact details to the 

research team. Some doctors also telephoned eligible patients between appointments. 

The research contacted patients who had given permission, discussed the nature and 

purpose of the study and requested their participation, seeking consent for an interview, 

a review of case notes/results and use of stored and fresh blood samples for virological 

studies. This information was provided in person whenever possible, although telephone 

contact was sometimes necessary, due to inability or unwillingness of potential 

participants to speak face-to-face after visiting the treating doctor. Although research 

assistants had been engaged to conduct interviews with case series participants in 

LOTE, no potential participants agreed to the use of interpreters for initial discussions, 

consent, or interviews. 

This case series collected demographic, epidemiological, clinical and virological 

data by interview and case notes review, with qualitative data collected by open-ended 

questions. Qualitative and quantitative data were collected during a single interview, it 

being anticipated that some participants would be unable or unwilling to engage in more 

than one interview. Interview fixed-response data were triangulated with case notes data 

and diagnostic investigation results. 

Face-to-face, semi-structured interviews were based on a questionnaire adapted 

from HIV Futures97 (Grierson et al. 2002). Audio recording of interviews were made 

with the consent of participants. Answers to fixed-response questions were recorded on 

the questionnaire, along with field notes. Responses to open questions were transcribed 

                                                

96 Guy R. 13 April 2005. RE: African-born individuals notified with HIV in Victoria. 
97 See Appendix G 
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verbatim unless the participant had withheld consent for audio recording; in such cases, 

field notes constituted the recorded responses to open questions, including as many 

direct quotations as possible. Transcripts of responses to open questions were saved as 

plain text documents and imported into the computer-assisted qualitative data analysis 

software (CAQDAS) application HyperRESEARCH™ v2.8.3 (ResearchWare Inc., 

Randolph, MA), which was used for coding and annotation of text during thematic 

analysis. Case notes were reviewed using a specifically developed data collection tool.98 

Case notes included written clinical records, correspondence and investigations 

(including results of HIV genotyping for ARV susceptibility). Some participants had 

attended more than one clinic; in such cases all available case notes were reviewed, 

from all clinics attended. 

The basis of the questionnaire was HIV Futures: particularly the 2002 survey 

conducted in New Zealand, which had introduced a section focusing on experiences of 

migrant PLHIV. The HIV Futures questionnaire was a self-completed instrument, but 

service providers had administered the migrant section, sometimes using interpreters 

(Grierson J 2002; Grierson J et al. 2002). Like HIV Futures, the case series 

questionnaire included sections on: demographics; health (HIV-related conditions, viral 

hepatitis and other conditions); HIV diagnosis and wellbeing; experience of ART and 

response to therapy; use of services; and access to information. Case series 

questionnaire sections were organised by research questions: demographics; 

ethnicity/language; HIV diagnosis; HIV exposure; social support (practical and 

emotional); health services; treatment; and information. 

Demographics and ethnicity/language sections explored anticipated participant 

diversity of identity that might inform engagement with individual African migrant 

PLHIV and African communities in Victoria, including requirements for interpreting 

services and translated health promotion materials. Unlike HIV Futures, sections on 

diagnosis, exposure, social support and information included open questions eliciting 

                                                

98 See Appendix G 
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unstructured answers. Questions around diagnosis focused on first positive HIV and last 

negative HIV tests, exploring subjective and environmental influences operating at 

these crucial times. Concerns about recall bias and temporal ambiguities underlay the 

decision against exploring HIV testing behaviour or contact with health services over 

longer periods, in the absence of corroborative laboratory or clinic data. Similarly, the 

exposure section focused on the occasion or period thought by participants most likely 

to have resulted in HIV acquisition: although subject to multiple biases, the narrower 

temporal focus was hoped to improve recall of circumstances surrounding exposure and 

to limit the period during which bias might apply. Sections on social support and 

information included specific, open-ended questions regarding sources of support and 

information; nature of support; information content; barriers to accessing support and 

information; and participant suggestions for providing support and information. 

Stigma within African communities precluded active involvement of African 

Australians openly living with HIV in questionnaire design. However, the project 

advisor and research assistants (including several African community associations 

executives) assessed the draft questionnaire for complexity and participant 

acceptability. Concern about acceptability included direct questions about sexual 

orientation, experience and assault; drug use; and immigration status. The project 

advisory committee also assessed the draft questionnaire. One key fixed-response 

question regarding date of initial migration to Australia was dropped following these 

discussions, to avoid arousing concern within African communities and the wider 

Victorian community about immigration of Africans with known HIV infection. In 

retrospect, this concern was misplaced: most participants volunteered this information 

spontaneously. 

The case notes data collection tool was organised into similar sections, based on 

previous clinical studies of African migrant PLHIV: demographics; ethnicity/language; 

diagnosis; exposure; health; and treatment (Anderson et al. 1996; Burns et al. 2001; 

Burns et al. 2005; Del Amo et al. 1996a; Del Amo et al. 1996b; Del Amo et al. 1998; 

Erwin & Peters 1999; O'Farrell et al. 1995). Detailed and precise case notes clinical 

information complemented interview data, which collected narratives and explored 
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meaning of events and circumstances surrounding HIV exposure, diagnosis, treatment 

and lived experience since diagnosis. Case notes data also corroborated and checked 

accounts of events mentioned in interviews, particularly with regard to specifics of time, 

place, clinical diagnosis and treatment. Clinical data addressed stage of HIV disease at 

diagnosis; ART response and side effects; opportunistic infections and other HIV-

related disease; co-infections with TB, viral hepatitis and non-HIV-related illness. The 

importance of TB and chronic viral hepatitis was suggested by previous studies of 

African migrant PLHIV and the high prevalence of these conditions in African 

populations. Results of routine genotyping, together with HIV subtyping performed on 

freshly obtained samples, enabled HIV-1 subtype determination. 

Demographic data about participants included: gender; date of birth; country of 

birth; postcode of residence at HIV diagnosis; marital status; children; accommodation; 

employment; education; ethnicity; language; English fluency; and religion. Region of 

birth was categorised according to country of birth into either Horn of Africa/North 

Africa or Other Africa (Australian Bureau of Statistics 2008b). No participants from 

North Africa were recruited, so the “Horn of Africa/North Africa” group actually 

included only people from the Horn of Africa. 

Epidemiological data collected included route, location and circumstances of HIV 

exposure leading to infection. Likely country of HIV acquisition was ascertained from 

interview and case notes: where a single country was recorded in both interview and 

case notes, that country was recorded as location of exposure. Where different countries 

were named in interview and case notes, or no country was named in interview or case 

notes, location of exposure was categorised “unknown”. HIV exposure routes were: 

male-to-male sex with or without injecting drug use (MSM+/-IDU); heterosexual; 

injecting drug use (IDU); and other/unknown. AIDS-defining illnesses (ADI) were 

defined according to Australian convention and did not include CD4 count < 200/µL 

(Castro et al. 1992; Kaldor & McDonald, 2003). 

Delayed HIV diagnosis was defined as CD4 count < 200 cells/µL at HIV 

diagnosis and/or AIDS within three months of HIV diagnosis. This definition closely 
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resembled the European consensus definition of  “advanced HIV disease”, but included 

cases where AIDS occurred after HIV diagnosis, which were excluded from the 

consensus definition. Congruence between consensus and cases definitions is presented 

below (Antinori et al. 2011). 

Combination antiretroviral therapy (cART) was defined as at least three ARV 

drugs (two nucleoside transcriptase inhibitors plus either a non-nucleoside reverse 

transcriptase inhibitor or a protease inhibitor). Clinical failure of therapy was defined as 

a diagnosis of an opportunistic infection more than three months after initially starting 

cART. Immunological failure was defined as inadequate rise (less than 30% of baseline) 

in CD4 count after starting cART, or confirmed fall in CD4 count < 200 cells/µL on any 

cART regimen. Virological failure was defined as (a) inadequate viral suppression or 

(b) confirmed rebound viraemia on any cART regimen. Inadequate viral suppression 

was defined as: (a) a fall of less than 0.5 log10 in viral load from baseline a four weeks 

(or less than 1.0 log10 at eight weeks), or (b) failure to achieve an undetectable viral load 

after six months.99 Rebound viraemia was defined as (a) 0.5 log10 or greater increase in 

viral load from nadir, or (b) detectable viral load on cART after a previous undetectable 

level (Hoy and Lewin, 2004, DHSS Panel on Antiretroviral Guidelines for Adults and 

Adolescents and Australian Antiretroviral Guidelines Panel, 2008). HIV viral load was 

measured using the Roche Amplicor Monitor kit. The limit of detectability for HIV 

viral load was 400 copies/mL from 1995 until December 1999 and < 50 copies/mL 

thereafter (Chibo 2013). 

Standard statistics described participant demographic characteristics. Groups were 

compared using Student’s t test or Wilcoxon rank-sum test for continuous variables and 

chi-square test or Fisher’s exact test for categorical variables, as appropriate. A p value 

< .05 was statistically significant. The case series sample was compared to the African-

born cases in the Victorian HIV surveillance database. The Horn of Africa group was 

                                                

99 HIV viral load was measured using the Roche Amplicor Monitor kit. The limit of detectability for 
HIV viral load was 400 copies/mL from 1995 until December 1999, after which it dropped to < 50 
copies/mL. (Chibo D 2013, ‘Threshold of HIV viral load detectability’, personal communication. 
Victorian Infectious Diseases Laboratory, 14 August). 
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compared to the Other Africa group. The delayed diagnosis group was compared to 

other participants. Univariate regression analysis was used to identify factors associated 

with delayed HIV diagnosis, multivariate regression being precluded by small sample 

size. Penalised maximum likelihood regression was used for binomial predictor 

variables and exact logistic regression for polynomial categorical predictor variables 

(Firth 1993; Heinze 2006; Heinze & Schemper 2002; Mehta & Patel 1995). Results 

were reported as OR with 95%CI.100 

Virological data was limited to pol and env HIV-1 subtype. HIV pol genotype 

reports were results of ARV resistance assays, obtained from two laboratories: the 

Burnet Institute sequenced RT and protease (pol gene) using the Viroseq assay 

(Abbott); the Victorian Infectious Diseases Research Laboratories (VIDRL) used an in-

house sequencing method; both laboratories interpreted results according to an online 

drug resistance algorithm supplied and maintained by Stanford University (Liu & 

Shafer 2006). Subtyping of env was performed as part of an associated sub-study. 

Stored plasma samples were obtained from VIDRL and the Burnet Institute 

(Victorian Blood and Tissue Storage Bank). Fresh whole blood was collected in 10mL 

EDTA tubes during venepuncture performed for routine clinical blood tests. HIV-1 

DNA was extracted and amplified by nested RT-PCR. Dr Zamberi Sekawi undertook 

DNA purification and sequencing of V3 region of env under the supervision of Dr 

Claire Ryan and Prof Suzanne Crowe, with the assistance of Ms Eman Aleksic and Dr 

Anna Hearps. The methods used were those published by Dr Ryan (Ryan et al. 2004). 

Dr Sekawi performed phylogenetic analysis, with identification of subtypes and creation 

of phylogenetic trees to ascertain the geographical origins of homologous sequences and 

compare these to the geographic location of exposure elicited from interviews and case 

notes. Data included in this thesis includes pol subtype information obtained from 

genotyping resistance assay reports and env subtypes from sequencing and phylogenetic 

                                                

100 Results of statistical analysis published as: Lemoh C, Baho S, Grierson J, Street A & Biggs BA 
2010, ‘African Australians living with HIV: a case series from Victoria’, Sexual Health, no. 7, vol. 2, 
pp142-148. 
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analysis. Associations between HIV-1 subtype (B or non-B), route of exposure and 

region of origin (Horn of Africa or Other Africa), were tested using Fisher’s exact test. 

A p value < .05 was considered significant. More detailed results of phylogenetic 

analysis are beyond the scope of this thesis.101 

Transcripts of responses to open-ended questions were analysed thematically. The 

analytical framework, described in Chapter Four, considered the social and physical 

environment of each individual as well as their internal subjective experience of HIV 

exposure and diagnosis and living with HIV. This framework took into account the 

nature of the interview data as reports on the subjective perceptions and recollections of 

both external events (observable by others) and the accompanying internal motivations 

and meanings attributed by the participants to these events. Interview transcripts were 

coded thematically, using a mixture of a priori and emergent themes. A priori themes 

were derived from the research questions: HIV exposure, diagnosis, social support, and 

information. These four main themes were assigned various sub-themes. Transcripts 

were then re-read and emergent themes were identified, coded and refined until all 

emergent themes had been identified. Coding strategy and interim results were 

discussed with my supervisors, a member of the project advisory committee102 and 

several academic staff experienced in health care-related qualitative research.103 

However, I alone undertook line-by-line coding of the original transcripts; member 

checking with participants was not undertaken. The thematic analysis thus represents 

my interpretation of the words of the participants, presented in the context of specific 

research questions to be answered by the study; other valid interpretations are 

undoubtedly possible. 

                                                

101 Results of phylogenetic analysis were presented at the XVIII International AIDS Conference in 
Vienna, Austria 2010 (See Appendix A) and published as: Lemoh C, Ryan C, Sekawi Z, Hearps A, 
Aleksic E, Chibo D, Grierson J, Baho S, Street A, Hellard M, Biggs BA & Crowe S 2013, ‘Acquisition of 
HIV by African-born residents of Victoria, Australia: insights from molecular epidemiology’, PLoS 
ONE, no. 8, vol 12: e84008, doi: 10.1371/journal.pone.0084008. 

102 Dr Jeffrey Grierson, Australian Research Centre in Sex, Health and Society, La Trobe University 
103 Ms Lisa Natoli, Centre for International Health, Burnet Institute; Dr Martha McIntyre, School of 

Population Health, The University of Melbourne; and Dr Martha Morrow, Australian International Health 
Institute, The University of Melbourne 
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From each participant narrative a composite chronology of key events was 

developed, using both participant responses and data from case notes reviews. Key 

events shared by all participants and able to be located in place and time were, “first 

positive HIV test” and “diagnosis of HIV infection”. Subjectively, the key event for 

participants was the diagnosis of HIV: all subsequent events could be interpreted from 

the perspective of “living with HIV”. From the researcher perspective, participant 

narratives focusing on the period before diagnosis contained insights relevant to the 

prevention of HIV exposure and timely diagnosis. Narratives focusing on the period 

after diagnosis contained insights relevant to accessing social support and information. 

Other key events identified in interviews and case notes were not necessarily shared by 

all participants or able to be specifically located in place and time. They included: 

“migration to Australia”, “migration HIV screening test”, “last negative HIV test”, 

“exposure” (leading to acquisition of HIV), and “childbearing”. These events were 

placed in the participant chronology in relation to the first positive test and HIV 

diagnosis. A priori themes were located in three time periods: before, during and after 

the key event of HIV diagnosis. The first period contained themes of: HIV exposure to 

HIV, delayed diagnosis and information about HIV related to exposure and delayed 

diagnosis. The second contained themes of delayed HIV diagnosis and social support 

after diagnosis. The third contained themes of social support after diagnosis and 

information about living with HIV. Emergent themes are presented below, with 

illustrative quotations. Participants are identified using case numbers in statistical 

analysis and pseudonyms in thematic analysis (Figure 7‑1). 
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Figure 7-1 Narrative themes from African-born Victorians living with HIV 
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The results of statistical analysis are first reported and discussed, followed by the 

results and discussion of thematic analysis. The results of thematic analysis for each 

narrative period are presented as a descriptive list in table form, showing a priori 

themes, emergent themes and sub-themes. Each emergent theme is then described in 

more detail, using illustrative quotations from participants, after which key themes are 

summarised in relation to the conceptual framework of the study. Key themes related to 

the research questions are then discussed in the context of other components of this case 

series and of other research. Limitations of the study are considered, along with 

suggested lines of future inquiry and implications for policy and clinical practice. 

7.3 Clinical case series of HIV in African-born Victorian residents 

7.3.1 Characteristics of case series sample  

Treating doctors approached 36 individuals of whom 31 agreed to contact by the 

research team. Twenty-two individuals consented to take part. Two withdrew from the 

study, leaving 20 participants. Conditions of human research ethics committee approval 

precluded collection or analysis of demographic data or reasons for non-participation 

from the 16 patients approached who declined participation. Participants were 

interviewed between 9 May 2006 and 23 July 2007. Case notes were reviewed between 

7 September 2006 and 4 March 2009. Twelve participants were public hospital patients, 

seven attended a sexual health clinic and one attended a private high-HIV caseload GP. 

Median time from HIV diagnosis to interview was 63.5 months (range six months to 16 

years). Age at interview ranged from 31–56 years, (median of 42 years, IQR 34–52). 

Six participants were female, nine had at least one dependent child and five were 

married (Table 7‑1). Median age at HIV diagnosis was 39 years (range 23–51, IQR 27–

47). Eighteen had completed at least secondary education; eight owned their own homes 

and 15 were employed. Half originated from the Horn of Africa: nine from Ethiopia and 

one from Eritrea. Of the remainder, two each were from Kenya, Mauritius and 

Zimbabwe and one each from Ghana, South Africa, Tanzania and Zambia. Seventeen 

were Christian. Nineteen felt comfortable using English with health services. None 
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wished to use interpreters and all preferred to receive HIV-related information in 

English. 
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Table 7-1 Characteristics of African-born Victorians living with HIV 

Gender No. % Region of birth No. %
Male 14 70 Horn of Africa/N Africa‡ 10 50
Female 6 30 Other Africa 10 50
Age at HIV diagnosis (y) Employment
<30 5 25 Student 2 10
30–39 6 30 Unemployed 3 15
40–49 8 40 Self-employed 5 25
50+ 1 5 Full-time 6 30
Marital status Part-time/Casual 4 20
Never married 6 30
Currently married 5 25
Separated/divorced 9 45
Children Preferred language
Yes* 12 60 Amharic 7 35
No 8 40 English 6 30
Accommodation Tigrinya 2 10
Own home 8 40 Swahili 2 10
Private rental 9 45 French 1 5
Government-owned 2 10 Creole 1 5
Other 1 5 Other 1 5
Education Religion
None 1 5 Christian 17 85
Primary school 1 5 Muslim 1 5
Secondary school 5 25 None/Other 2 10
Tertiary† 13 65
Total 20 100 Total 20 100

Demographic characteristics

*Nine had dependent children †Trade certificate, graduate diploma, undergraduate or postgraduate degree 
‡Nine born in Ethiopia; none born in North Africa  
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7.3.2 Case series compared to Victorian HIV surveillance data 

Demographic, epidemiological and clinical characteristics of the 20 case series 

participants were compared to those of the 158 African-born cases of HIV diagnosed in 

Victoria 1994–2006 (see Section 6.5.1). Mean age at HIV diagnosis for case series 

participants was significantly older than that of surveillance cases (37.1 years, SD 8.3 vs 

33.0 years, SD 8.5, p = .0469). Significantly more case series exposures were MSM+/-

IDU (20% vs 11%), fewer had heterosexual exposure (60% vs 86%) and more had 

other/unknown exposure (20% vs 3%) when compared to the surveillance cases (p = 

.004). The proportion of case series participants from the Horn of Africa/North Africa 

was higher than that amongst surveillance cases (50% vs 39%) but this was not 

statistically significant (p = .529). Country of birth did not differ significantly amongst 

those from the Horn of Africa/North Africa, but the case series included a higher 

proportion from Eritrea (10% vs 5%) and Ethiopia (90% vs 73%) and lower proportion 

from Egypt (0% vs 2%), Somalia (0% vs 7%) and Sudan (0% vs 15%, p = .514) (Table 

7‑2). 

There was no significant difference in mean CD4 count at HIV diagnosis between 

the case series (278 cells/µL, SD 305) and the surveillance cases (339 cells/µL, SD 290; 

p = . 4093). Neither was there any significant difference in the proportions with CD4 

count < 200 cells/µL at HIV diagnosis (56% vs 39%, p = .207),104 AIDS within three 

months of HIV diagnosis (30% vs 22%, p = .410) or delayed diagnosis (50% vs 35%, p 

= .225), although there was a trend for case series participants to have later stage HIV 

disease than the surveillance cases. 

7.3.3 HIV exposure 

Twelve participants reported HIV acquisition through heterosexual sex, making 

this the commonest exposure route. Four reported exposure via sex between men. Two 

reported HIV acquisition through health care-associated blood-borne exposure. None 
                                                

104 Two case series participants and 35 African-born HIV surveillance cases were excluded due to 
missing CD4 count at HIV diagnosis. 
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reported exposure via IDU. Two reported unknown routes of exposure.105 Sixteen 

participants reported sexual exposure to HIV. Five (31%) presumed acquisition from 

partners born in high prevalence countries, three (19%) from MSM, one (6%) from a 

partner known to have HIV and seven (44%) from partners with unknown HIV risk 

factors. 

Seven (35%) of the participants reported exposure in Australia, eight (40%) in 

their countries of birth, three (15)% in other countries, and two (10%) in unknown 

locations. Self-reported location of exposure from interview and case notes was 

identical in seven cases. In no case did location of exposure reported from the interview 

contradict case notes. Exposure location was reported as “unknown” in six interviews 

and eleven case notes but in only one case (CS16_Ruth) did both sources report 

unknown location (Table 7‑2). In one case (CS08_Gidada) the interviewer unfortunately 

assumed female gender of the source partner. The participant left this assumption 

uncorrected for the remainder of the interview; the male gender of the source partner 

was revealed on review of case notes immediately after the interview. Due to the 

marked discomfort exhibited by the participant when discussing HIV exposure, the 

interview was not repeated; however, thematic analysis of the interview responses of 

this participant was undertaken after review of case notes, with knowledge of the 

recorded route of exposure as MSM. The implications of this incident for interpretation 

of results are discussed below (see Section 7.6.4). 

  

                                                

105 CS10_Ivy was diagnosed with HIV, along with her husband, many years after migration to 
Australia. She arrived in 1989, before HIV screening for migrants became routine. It seems likely that 
sexual transmission of HIV occurred within the marital relationship (before or after migration to 
Australia), but from available information it was impossible to confirm this, to identify the index partner, 
or to determine the exposure of the index partner. 

CS_20_Alice had been married in Ghana and borne a child. She also had HCV. Location and time 
of exposure could be established with reasonable certainty (Ghana, before migration), but it was not 
possible to distinguish between sexual and blood-borne exposure routes. 
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Table 7-2 Demographic characteristics, migration, exposure & HIV-1 subtype in African-born Victorians 

Demographic characteristics Migration Age at 
diagnosis 

(y) 

HIV testing dates Exposure* HIV-1 
subtype 

CRN_Alias Age/ 
Sex 

Country of 
birth 

Year of 
arrival 

Last 
negative‡ 

First 
positive 

Route¶ Location env pol 

CS01_Alex 56M South Africa Unk 51 1987 2001 MSM Australia/ 
Europe 

B … 

CS02_Berhanu 41M Eritrea 1995 40 2003 2005 Hetero Australia C … 

CS05_Dawit 40M Ethiopia 1994 35 1994 2002 Hetero Kenya/ 
Australia 

C C 

CS06_Estelle 35F Kenya 1997 27 1997 1998 Blood Kenya A … 

CS07_Francis 41M Mauritius Unk 39 2004 2004 MSM Australia B B 

CS08_Gidada 42M Ethiopia 1996 38 1996 2002 MSM Australia B B 

CS09_Hannah 36F Zimbabwe 1999 31 1998 2002 Blood Zimbabwe C … 

CS10_Ivy 50F Zambia 1989 42 N/A 2000 Unk Australia C … 

CS11_Kelile 50M Ethiopia Unk 47 N/A 2005 Hetero Ethiopia C … 

CS12_Leonard 34M Kenya Unk 33 N/A 2006 Hetero Kenya A A1 

CS13_Martha 31F Ethiopia 1998 25 N/A 2001 Hetero Uganda/ 
Ethiopia 

… C 
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CS14_Negasi 48M Ethiopia 1996 47 1995 2006 Hetero Australia C … 

CS15_Oscar 53M Tanzania Unk 41 N/A 1995 Hetero Europe A … 

CS16_Ruth 33F Ethiopia Unk 23 1990 1997 Hetero/
Blood 

Unknown … C 

CS17_Tesfa 46M Ethiopia 1993 41 1993 2002 Hetero Australia C … 

CS18_Yilma 39M Ethiopia Unk 29 N/A 1998 Hetero Ethiopia C C 

CS19_Zewdu 43M Ethiopia 1990 26 N/A 1990 Hetero Ethiopia C C 

CS20_Alice 33F Ghana 2005 30 N/A 2005 Unk Ghana A AG 

CS21_Benjamin 52M Zimbabwe Unk 46 2000 2002 Hetero Papua New 
Guinea 

C … 

CS22_Christophe 55M Mauritius Unk 40 N/A 1992 MSM Australia B B 

*Self-report from interview and case notes. †Sequencing of env by Dr Zamberi Sekawi (Burnet Institute); CS13 and CS16 not sequenced. Ten participants had 
pol subtype result from clinical RT and protease genotyping. ‡N/A: No previous negative HIV test. ¶MSM: Male-to-male sex; Blood: Health care-associated 
or occupational blood exposure 
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7.3.4 Delayed HIV diagnosis and indications for testing 

Eighteen were diagnosed in Australia; two diagnosed abroad. Year of migration 

was reported for ten participants; amongst these, the median time from migration to 

diagnosis was 4.5 years (range 0–11; IQR 2–10). Ten participants had their first positive 

HIV test due to clinical illness; five were diagnosed during migration screening; three 

were diagnosed following known high-risk exposures and two following diagnosis of 

HIV in a partner (Table 7‑3). Eleven had previously tested negative for HIV, of whom 

five (46%) had tested negative in Australia. Excluding one man (CS07_Francis) 

diagnosed during seroconversion illness, the median time between last negative HIV 

test and HIV diagnosis was three years for those last testing negative in Australia (range 

2–11 years) and 6.5 years for those last testing negative outside Australia (range 1–9 

years). Median CD4 count at HIV diagnosis was 145 cells/µL (IQR 60–320). Median 

viral load at HIV diagnosis was log10 copies/mL (IQR 4.28–5.00). 

Ten participants had delayed HIV diagnosis. All had a CD4 count less than 200 

cells/µL at HIV diagnosis; six also had AIDS within three months of HIV diagnosis. 

Eight of the ten individuals with delayed diagnosis were from the Horn of Africa and 

two from Other Africa (Figure 7‑2); this difference was statistically significant (p = 

.023). Those with delayed diagnosis did not otherwise differ significantly from the other 

participants (data not shown). Univariate regression analysis showed a significant 

association between delayed diagnosis and birth in the Horn of Africa (OR 11.56, 

95%CI 1.57–84.93). 
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Table 7-3 Location & indication for first positive HIV test in African-born Victorians 

Location of first positive HIV test No. % 

Australia 18 90 

Abroad 2 10 

Indication for first positive HIV test   

Illness 10 50 

Migration screening 5 25 

Risk event/exposure 3 15 

HIV+ partner 2 10 

Total 20 100 
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Figure 7-2 CD4 count, symptoms & stage at HIV diagnosis in African-born Victorians 
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7.3.5 HIV-1 subtypes 

HIV-1 subtype (pol) was identified from genotyping resistance assay reports in 

ten participants. Three participants had subtype B; all had exposure through sex 

between men. Five had subtype C; all were exposed via heterosexual sex. Two had 

subtype A (one A1, one CRF_AG); both were exposed via heterosexual sex. HIV-1 

subtype was also identified using V3 env region RNA sequences extracted from stored 

frozen plasma and fresh whole blood as described above (Table 7‑2). Sequences were 

successfully obtained from 18 of 20 participants; two (CS13_Martha and CS16_Ruth) 

were not sequenced.106 

Four env sequences were subtype B. All four were obtained from MSM 

(CS01_Alex, CS07_Francis, CS08_Gidada and CS22_Christophe), of whom three 

reported acquisition of HIV in Australia and one (CS01_Alex) in Australia or Europe. 

The remaining 14 sequences included four subtype A (CS06_Estelle, CS12_Leonard, 

CS15_Oscar and CS20_Alice) and ten subtype C. Subtypes from env were consistent 

with subtypes from pol, although recombinant forms could not be excluded without 

whole genome sequencing. Reported exposure locations for participants with subtypes 

A and C were varied, including African countries of birth, Australia and Papua New 

Guinea (CS21_Benjamin). 

All MSM participants had subtype B; all of those exposed by other routes had 

non-B subtypes. This difference was statistically significant (p < .001).107 No significant 

association was identified between non-B subtype and age (p = 1.000), gender (p = 

.267), origin from Horn of Africa (p = .582), exposure location (p = .101), year of 

exposure (p = 1.000), or delayed diagnosis (p = 1.000). Subtype B was strongly 

associated with exposure via male-to-male sex (OR 297.00 95%CI 5.14–1752.1).108 

                                                

106 Participant env sequences were uploaded into the LANL HIV Database (see Appendix B). 
107 Fisher’s exact test. 
108 Univariate penalised maximum likelihood regression 
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7.3.6 AIDS-defining illnesses and latent tuberculosis 

Nine participants had been diagnosed with ADI, including three cases of active 

TB, three of PCP, two of cerebral toxoplasmosis and one each of lymphoma, 

cytomegalovirus (CMV) infection and oesophageal candidiasis.109 One individual 

(CS14_Negasi) had PCP, CMV and oesophageal candidiasis. The remaining eight each 

had only one ADI. Six had AIDS diagnosed within three months of HIV diagnosis. The 

three remaining cases included two cases of TB and one of PCP. CS16_Ruth was 

diagnosed with TB in 2001, four years after HIV diagnosis; CS19_Zewdu was 

diagnosed with TB in 1997, six years after HIV diagnosis; and CS22_Christophe 

developed PCP in 1995, three years after HIV diagnosis. None had received 

antiretroviral therapy prior to AIDS diagnosis. Three participants had been diagnosed 

with active TB and two with latent TB. Not all participants had been screened for latent 

TB, but numbers were not clearly recorded in case notes. 

7.3.7 Viral hepatitis and other conditions 

Serology results for HCV and HBV were reviewed. Three participants had 

detectable anti-HCV antibodies. Of these, two (CS18_Yilma and CS20_Alice) had 

positive HCV PCR, indicating persistent infection; one (CS21_Benjamin) had no record 

of HCV PCR testing. According to available hepatitis B serology results, ten 

participants were immune to hepatitis B. Three had evidence of past infection without 

immunity or proven chronic infection (i.e. sole anti-hepatitis B core antibody positive). 

Two (CS09_Hannah and CS17_Tesfa) had chronic infection. Four were definitely 

susceptible to hepatitis B. One had insufficient testing to determine status (Table 7‑4). 

Neither gender nor route of exposure was significantly associated with HCV exposure, 

persistent HCV infection or persistent HBV infection (p > .05). 

 

                                                

109 Footnote: “ADI” here refers to conditions which, when identified in an HIV-infected person 
result in a diagnosis of AIDS. It does not imply that these conditions were those actually present at the 
time of AIDS diagnosis for any participants; some occurred after the initial AIDS diagnosis. 
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Table 7-4 Serological markers of hepatitis B in African-born Victorians living with HIV 

Hepatitis B status Anti-HBs* Anti-HBc† HBsAg‡ No. % 

Immune (past infection) Yes Yes No 6 30 

Immunised Yes No No 1 5 

Immune (unspecified) Yes … … 3 15 

Isolated anti-HBc No Yes No 3 15 

Chronic infection No Yes Yes 2 10 

Susceptible No No No 4 20 

Indeterminate … … … 1  
5 

Total    20 100 

*Anti-surface antibody (marker of immunity) †Anti-core antibody (marker of infection) 
‡Surface antigen (marker of chronicity) 

 

Seven participants had been diagnosed with ten cases of STI. Four of these cases 

were diagnosed in one participant: (CS07_Francis), including two cases of rectal 

chlamydia, one of early syphilis and one of rectal gonorrhoea; rectal gonorrhoea and 

one case of rectal chlamydia were diagnosed at the time of HIV acquisition, whilst early 

syphilis occurred after his HIV diagnosis, following unprotected sex with a casual male 

partner.110 STI among the remaining six participants included: three cases of HSV-2; 

two of anal warts and one of late syphilis;111 these were diagnosed at or after HIV 

diagnosis, but the time of acquisition was unclear. The commonest non-AIDS-defining 

conditions were shingles (four cases) and pneumonia (three cases). Two participants 

were diagnosed with schistosomiasis and one with strongyloidiasis: all three were born 

in Ethiopia. 
                                                

110 CS07_Francis reported that the man with whom he had unprotected casual sex after HIV 
diagnosis had told CS07_Francis that he too had HIV. 

111 One case of molluscum contagiosum was also recorded. This infection may be acquired through 
casual contact as well as sexually. It is not classically described as a “sexually transmissible infection.” 
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Three participants had been diagnosed with vitamin D deficiency and two with 

hyperlipidaemia. These conditions were likely under-diagnosed, as participants were not 

uniformly screened at the time. Participants also had various other cardiovascular, 

gastrointestinal, haematological, dermatological, endocrine and neurological conditions. 

Four participants had been diagnosed with depression (one co-diagnosed with anxiety), 

and one with mania. 

7.3.8 Horn of Africa compared to Other Africa 

Ten participants were born in the Horn of Africa (90% in Ethiopia); seven of these 

spoke Amharic as their first language, two spoke Tigrinya, and one spoke English; five 

of those born in Other Africa spoke English as their first language (p < .001), although 

three spoke at least one other language. Six of those born in the Horn of Africa 

described their ethnicity as “Amhara” and one each as “Oromo”, “Ethiopian”, 

“Eritrean” and “Tigray”; none of those born in Other Africa claimed any of these ethnic 

identities (p < .001).112 Demographic characteristics did not otherwise differ 

significantly between the Horn of Africa and Other Africa groups (data not shown).113 

Median viral load at HIV diagnosis of the Horn of Africa group (log10 4.98 

copies/mL, IQR 4.67–5.14) was significantly higher than that of the Other Africa group 

(median log10 4.29 copies/mL, IQR 3.94–4.76; p = .0460). The proportion of the Horn 

of Africa group with CD4 count < 200 cells/µL at HIV diagnosis was 89%, significantly 

larger than the 22% in the Other Africa group (p = .015). The proportion in the Horn of 

Africa group diagnosed with AIDS within three months of HIV diagnosis, was also 

larger than that of the Other Africa group, but this difference was not statistically 

significant (50% vs 10%; p = .141). 

                                                

112 Ethnic identity for Other Africa groups were: four “Zimbabwean”, two “Creole” and one each 
“African Australian”, “mixed race” and a West African regional description not specified to protect 
participant identity. 

113 Sex; age at HIV diagnosis; marital status; having children; university education; comfort using 
English in clinical setting; year of HIV diagnosis (P > .05). 
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Indications for most recent negative HIV test differed significantly between the 

Horn of Africa group and the Other Africa group. Four (67%) of six previously tested 

people born in the Horn of Africa had most recently been tested for migration screening 

and two (33%) for clinical illness. One (20%) of five previously tested people born in 

Other Africa was tested during migration screening, one (20%) due to risk 

event/exposure and three (60%) for other reasons (p = .037). 

7.3.9 Antiretroviral therapy experience and response 

Eighteen participants had been treated for HIV, all with cART. Two commenced 

cART in the interval between interview and case note review. Another (CS11_Kelile) 

had previously been on cART but had ceased at the time of interview. Commonest self-

reported indication for starting cART was clinical illness (eight cases, 44%). Four had 

falling CD4 counts; one had rising viral load; two started for other indications. Median 

CD4 count at start of cART was 145 cells/µL (IQR 60–226). Median viral load at start 

of cART was log10 4.94 copies/mL (IQR 4.38–5.24). Fifteen were on ARV therapy at 

the time of interview and could report subjective effect of cART: nine (60%) improved; 

three (20%) felt no change; two (13%) had fluctuating responses and two (13%) felt 

worse. Eighteen participants reported their current health as “excellent” or “good” 

(Table 7‑5). 
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Table 7-5 African-born Victorians' experience of antiretroviral therapy for HIV 

  No. % 

Initial indication for cART* Clinical illness 8 44 

 Falling CD4 count 4 22 

 Rising viral load 1 6 

 Other 3 17 

 N/A 2 11 

cART at time of interview Yes 15 83 

 No† 3 17 

Self-reported effect of cART on health Improved 9 50 

 No change 3 17 

 Fluctuating 2 11 

 Worse 2 11 

 N/A 2 11 

Time to undetectable viral load 6 months 10 55 

 12 months 3 17 

 >12 months 3 17 

 Never 2 11 

Peak CD4 count on cART >500 cells/µL 7 39 

 200–500 cells/µL 8 44 

 ≤200 cells/µL 2 11 

 Not recorded 1 6 

Total  18 100 

* cART: combination treatment including at least three antiretroviral drugs of at least two classes of 
drugs †Two participants started ART after interview but before review of case notes and one ceased 
cART prior to interview. 
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Median follow up time on cART was 56.4 months (IQR 21.0–83.5). Sixteen 

(89%) participants achieved undetectable viral load on cART, after a median of 5.1 

months (IQR 3.0–8.2). Ten (56%) achieved undetectable viral load at six months on 

cART and thirteen (72%) at 12 months.114 Median peak CD4 count on cART was 490 

cells/µL (IQR 406–524). Median time to peak CD4 count on cART was 35.1 months 

(IQR 10.7–66.5). Mean peak CD4 count at 12 months was 459 cells/µL (SD 136). Mean 

peak CD4 count at 24 months was 474 cells/µL (SD 103). Seven (39%) of 18 

participants on cART achieved peak CD4 counts above 500 cells/µL: their CD4 counts 

at commencement of cART ranged from 120–252 cells/µL (data not shown). 

Two (11%) had immunological failure, with peak CD4 counts below 200 cell/µL 

on cART. Peak CD4 count on cART could not be ascertained for one participant. Both 

participants with peak CD4 counts below 200 cells/µL had baseline CD4 counts below 

10 cells/µL; one had been followed up for only 6.1 months. Seven (39%) had clinical 

failure of cART. Median time to clinical failure was 38.5 months (IQR 12.6–55.0). Five 

(28%) had virological failure of cART. Median time to virological failure was 12.9 

months (IQR 10.3–18.5). 

Nine participants experienced adverse reactions causing cessation of ARV drugs. 

CS01_Alex developed peripheral neuropathy on zidovudine, lamivudine, and 

abacavir,115 then hyperlipidaemia on lopinavir. CS08_Gidada suffered insomnia on 

efavirenz. CS11_Kelile developed a psychiatric reaction to efavirenz. CS16_Ruth felt 

dizziness on efavirenz. CS14_Negasi had anaemia on zidovudine. CS15_Oscar 

developed abnormal LFT on nevirapine. CS17_Tesfa’s mouth became dry on 

didanosine. CS18_Yilma developed renal calculi on indinavir. CS22_Christophe 

developed peripheral neuropathy on zalcitabine. 

                                                

114 Fifteen had viral loads < 50 copies/mL and one (CS22_Christophe <400 copies/mL). 
115 Peripheral neuropathy is infrequently associated with abacavir and is not associated with 

zidovudine or lamivudine. See Grayson ML, Crowe SM, Mccarthy J et al. 2010 (eds), Kucers' The Use Of 
Antibiotics, London: Hoddor Arnold. 
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7.4 Clinical case series discussion 

This small case series was the first clinical study specifically focused on African 

Australian PLHIV. Despite its small size, it provides useful demographic information 

about African-born PLHIV and insights into their acquisition of HIV that may help 

inform future health promotion and clinical care. 

Most participants were mature adults; many had been married and almost half had 

dependent children. Most were employed and well-educated; all had stable 

accommodation and 40% were home-owners. This contrasts with the extreme pressures 

of poverty and social marginalisation evident in some studies (Erwin & Peters 1999, 

Ibrahim et al. 2008), but may have arisen from recruitment bias. Like African migrant 

PLHIV in Europe and PLHIV in Sub-Saharan Africa, a high proportion were female 

(Akinsete et al. 2007; De Cock et al. 2012; Del Amo et al. 1996a; Del Amo et al. 1996b; 

Del Amo et al. 1998; Fonquernie et al. 2006; Staehelin et al. 2003). This presents a need 

for HIV services to widen their focus from individuals to families in providing care and 

support for African-born PLHIV. Several differences between the case series and 

African-born surveillance cases suggested caution in generalising findings to African-

born PLHIV in Victoria as a whole: participants were older at diagnosis, included a 

higher proportion MSM and a lower proportion with heterosexual exposure. The series 

also included no cases from Sudan, Egypt or Somalia; these differences failed to attain 

statistical significance, but seemed important nonetheless. 

The Horn of Africa group consisted mostly of Amharic-speaking people from 

Ethiopia; half of those from Other Africa spoke English as their preferred language, 

although only two were monoglot. Culturally and linguistically, the two groups 

appeared quite different, although the Other Africa group was geographically and 

linguistically diverse. All participants except one Amharic-speaking man 

(CS14_Negasi) reportedly felt comfortable using English to interact with health 

services. However, some participants may have over-estimated their fluency in English 

or been reluctant to use interpreters due to concerns about confidentiality. The inclusion 
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of a high proportion of Ethiopian-born participants was valuable, given the association 

in surveillance data between delayed HIV diagnosis and the Horn of Africa. 

Participants reported acquisition of HIV in diverse settings, through various 

routes: in Australia, Africa and other regions, before and after initial migration. 

Reported exposure included mainly heterosexual sex and sex between men, consistent 

with most studies of Sub-Saharan African immigrant PLHIV in industrialised countries 

(Dougan et al. 2005a; Dougan et al. 2005b; Johnson et al., 2010; Sinka et al. 2003; 

Staehelin et al. 2003). Occupational and health-care-related blood exposures were 

reported, but not IDU or vertical transmission. The low proportion of IDU is consistent 

with low HIV prevalence and limited transmission amongst Australian PWID, although 

the potential for small outbreaks exists (National Centre in HIV Epidemiology and 

Clinical Research 2010; Ryan et al. 2004). Unsurprisingly, reported health-care-

associated HIV acquisition occurred in Africa, before initial migration to Australia. 

Seven participants reported HIV acquisition in Australia, although documented 

dates of initial migration and subsequent travel abroad, or previous HIV testing were 

unavailable in most cases. The small sample size precludes generalisation to the wider 

population of African Australian PLHIV; however, detailed epidemiological and 

clinical studies have suggested that 30–40% of HIV infections acquired by Black 

African residents of the UK were acquired in the UK (Aggarwal et al. 2006; Burns et al. 

2009), whilst Dutch studies attributed a high proportion of HIV infections amongst 

African migrants to sexual contact within ethnic communities (Xiridou et al. 2010). 

MSM participants reported HIV acquisition after initial migration, either in Australia or 

other countries outside Africa, as did African migrant MSM in the UK (Dougan et al. 

2005b); however, sex between men is an increasingly acknowledged aspect of HIV 

epidemiology within Africa (Beyrer et al. 2012). This, together with the 

acknowledgement of the role of unsafe injections and blood products in Africa (De 

Cock et al. 2012; Moore et al. 2001; van Hulst et al. 2010) challenges simplistic 

distinctions between the “MSM” epidemics in industrialised countries and the 

“heterosexual” epidemic in the Global South. 
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HIV-1 subtype was significantly associated with reported exposure route, but not 

location. All four MSM had subtype B, including CS08_Gidada, who was born in 

Ethiopia. No MSM reported exposure in Africa. Remaining participants had non-B 

subtypes (A and C). This contrasted with the strong relationship identified by Herring et 

al., between subtype and exposure location amongst heterosexually acquired cases 

(Herring et al. 2003). It is impossible to make strong inferences from the subtyping of 

such a small sample, but molecular epidemiological data from the UK suggest that 

sexual networks of non-B HIV-1 transmission include people of mixed ethnicity 

(including Black African and Black Caribbean background) and diverse sexual 

orientations (Aggarwal et al. 2006; Gifford et al. 2007). However, large-scale 

phylogenetic studies suggest that transmission in non-B networks occurs more slowly, 

on a smaller scale than subtype B networks of MSM (Chalmet et al. 2011). Local 

acquisition in Australia of HIV, by members of social and sexual networks linked to 

populations with high HIV prevalence, should not be surprising, given similar patterns 

in other migrant populations abroad (Xiridou et al. 2010), particularly if low self-

perceived risk acts as a barrier to HIV testing or adoption of HIV avoidance strategies 

with sexual partners in Australia. 

Participants presented at all stages of HIV infection, ranging from seroconversion 

to AIDS. Timely diagnosis occurred with recognition of exposure or with systematic 

screening. Recognition of potential HIV exposure, accompanied by concern about the 

diagnosis, led exposed individuals to initiate HIV testing; this is more fully explored in 

the thematic analysis of interview data. African immigrants to Europe and the US have 

often had higher rates of late diagnosis than other groups such as non-immigrants 

diagnosed with HIV or those diagnosed during pregnancy (Boyd et al. 2005; Wolbers et 

al. 2008; Yebra et al. 2009). This has been linked with excess mortality (Page 2009). 

European studies have found associations between late HIV diagnosis and immigrant 

background (Begovac et al. 2008; Borghi et al. 2008). Burns showed that risk 

perception in UK Black African communities did not translate into increased HIV 

testing, due to low self-perceived risk and structural barriers to testing (Burns et al. 

2007; Burns et al. 2008). Delpierre has noted the socio-economic factors delaying HIV 
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diagnosis (Delpierre et al. 2006; Delpierre et al. 2007). Delayed diagnosis affected 

Ethiopian-born participants in particular. Reasons for this were unclear, but it was 

consistent with results from surveillance analysis. One possibility is the arrival of a 

cohort of people with undiagnosed HIV infection who only later became symptomatic, 

due to an initially inconsistent screening process. Ethiopian migration to Australia 

began in the late 1980s, before mandatory HIV screening of migrants began in 

December 1989 (Magnusson 1995). However, this hypothesis remains untested and the 

rates of HIV testing amongst Ethiopian communities are unknown. 

This study did not directly compare ADI amongst African-born PLHIV with that 

amongst Australian-born, but ADI amongst participants resembled those in other series 

of African migrant PLHIV and those found in Australian and Victorian surveillance 

data (see Section 6.5.2). TB, PCP and cerebral toxoplasmosis were the commonest ADI 

in study participants. The frequency of TB among HIV-infected African migrants in 

industrialised countries (including Australia) is well described (Del Amo et al. 1996a; 

Del Amo et al. 1996b; Del Amo et al. 2011; Sudre et al. 1996), while PCP is the 

commonest ADI in Australia (Dore et al. 2001; National Centre in HIV Epidemiology 

and Clinical Research 2009). Several study participants had no record of screening for 

latent TB, although Australian HIV management guidelines recommend such screening 

in all individuals diagnosed with HIV. This is particularly important for PLHIV 

originating from Africa and other regions with high TB transmission rates (DHSS Panel 

on Antiretroviral Guidelines for Adults and Adolescents and Australian Antiretroviral 

Guidelines Panel 2012; Kaplan et al. 2009). 

Chronic hepatitis B prevalence was 10%, whilst 55% had evidence of HBV 

exposure. This prevalence was similar to that among African immigrant PLHIV in 

France and Spain (Caro-Murillo et al. 2009; Del Amo et al. 1996a; Del Amo et al. 

1996b; Dore et al. 2001; Fonquernie et al. 2006; National Centre in HIV Epidemiology 

and Clinical Research 2010; O'Farrell et al. 1995; Staehelin et al. 2003; Sudre et al. 

1996a, Sudre et al. 1996b). Systematic HBV screening of African and other PLHIV 

remains important since the presence of chronic HBV may influence ARV selection or 

increase risks of drug toxicity (Soriano et al. 2008). 
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Good outcomes appear possible for African Australians treated for HIV. Delayed 

diagnosis is the most likely reason that only 39% of participants on cART achieved a 

peak CD4 count above 500 cells/µL. However, virological response to cART in this 

series was comparable to reported response rates in European and North American 

cohorts (60–80% overall and 66–91% at 6 months). Over 80% of case series 

participants achieved a peak CD4 count above 200 cells/µL, comparable to reported 

immunological response rates of 77–81%. The rate of cART failure in our series, 

although high, was within the range of virological (3–42%) and clinical/immunologic 

(3–64%) failure reported in other industrialised countries (Anastos et al. 2005; 

Bannister et al. 2006; Breen et al. 2006; Breton et al. 2007; De Arellano et al. 2007; 

Dray-Spira et al. 2007; Geretti et al. 2009; Greenbaum et al. 2008; Jevtovic et al. 2005; 

Kazanjian et al. 2005; Lewden et al. 2007; Moore et al. 2008; Nash et al. 2008; Nisbet 

et al. 2007; Patterson et al. 2007; Potard et al. 2007; Robbins et al. 2007; Sabin et al. 

2008; Tan et al. 2008). 

This study has important limitations. The small, highly selected sample, cross-

sectional design and challenges of data collection should be considered when 

considering the implications of these results for future research, policy and practice. 

Small sample size limited the power of the study to detect associations with HIV 

exposure, delayed diagnosis, HIV-1 subtype, ADI or response to treatment. Sample size 

also precluded stratification or multivariate regression analysis, so the influence of 

confounding on those associations identified cannot be ruled out. The cross-sectional 

design and retrospective data collection prevented analysis of longitudinal patterns of 

HIV testing, risk behaviour or knowledge in relation to exposure settings or stage at 

diagnosis. Similarly, adherence to treatment regimens and response to treatment could 

not be studied longitudinally. 

Recruitment via treating doctors in public hospital clinics likely produced 

selection bias, excluding PLHIV treated by private specialists and those lacking good 

rapport with clinical staff. Resulting bias is difficult to ascertain in the absence of more 

detailed quantitative data on socio-economic status. Similarly, the recruitment strategy 

may have led to a bias towards recruitment of patients more stereotypically “Black 
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African” in appearance rather than, for example, White South Africans; this may 

partially explain the relatively lower proportion of participants from southern and 

eastern Africa in the case series, compared to Victorian HIV surveillance cases. Of 

more concern is the likelihood that African-born PLHIV lacking good rapport with 

clinicians, lacking English language fluency or experiencing the most stigma may not 

have been approached by clinicians or agreed to participate. This study would thus be 

unable to explore the barriers to care for the most marginalised group within the study 

population. Unfortunately discussion with the human research ethics committee resulted 

in severe constraints on the information able to be collected and analysed pertaining to 

individuals approached for recruitment who declined to participate in the study. This 

rendered impossible any statistical analysis to identify systematic demographic 

differences between participants and non-participants, preventing any quantitative 

estimation of resultant bias in results. 

Data collection may have biased the study due to reliance on retrospective data 

and self-report, with only limited ability to confirm reported of events through review of 

case notes––themselves originally based largely on self-report. Recall bias might 

particularly apply in relation to time, location and route of HIV acquisition. Apart from 

CS07_Francis, exact identification of the time, place and setting of HIV acquisition was 

impossible. Social desirability bias may have generated reluctance to report stigmatised 

behaviour such as IDU or extra-marital sex or same-sex contact. Restriction of data 

collection to a single interview limited the ability to establish rapport: this may have 

prevented some participants from divulging distressing or sensitive details of the setting 

of HIV exposure, such as sexual assault. English fluency may also have affected the 

quality of data. Some participants were extremely fluent and highly expressive; others 

had only basic English vocabulary. As mentioned above, reluctance to use interpreters 

may have results partly from stigma and lack of confidence in interpreter 

confidentiality; although the impact of English fluency was most evident in answers to 

open-ended questions, it is possible that participants may have misunderstood some 

fixed-response questions, leading to erroneous answers. 
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One key limitation was the omission of a question about the date of initial 

migration to Australia. This weakened the ability to locate the acquisition of HIV in 

time with respect to arrival in Australia for some cases. Omission of this question was 

deliberate, resulting from early consultations with members of African community-

based organisations: those consulted expressed concern that such a question might 

imply an accusation that African migrants were “bringing HIV into Australia”. 

However, several participants volunteered information about the date of their initial 

migration during interviews, without apparent concern. Arrival date for most 

participants was obtained from case notes. Sufficient information was recorded to 

enable ascertainment of the year of initial migration for most cases, albeit without 

participant confirmation during interviews. This enabled determination, for most cases, 

of the timing of HIV acquisition in relation to arrival in Australia, with reasonable 

confidence; precise ascertainment of timing was possible only for CS07_Francis, 

diagnosed at seroconversion. Detailed discussion of the circumstances of migration was 

not undertaken: interviews focused on events related to exposure and diagnosis, rather 

than migration. No active inquiry was made related to visa or residency status, due to 

concerns about sensitivity and the ability to achieve sufficient rapport in a single 

interview, although some participants volunteered information about their residency 

status in relation to their diagnosis or access to medication. 

 The anticipated small sample size and likely recruitment bias, the study collected 

only prevalence and susceptibility data on co-infections/comorbidities such as STI, viral 

hepatitis and TB, as this would have implications for management. This prevented 

exploration of the contribution of STI to HIV acquisition or the influence of viral 

hepatitis on choice of ARV for HIV treatment. However, these questions would be 

better examined in larger, longitudinal studies that included and adequately described 

African-born participants, since sufficiently robust clinical data would not be obtainable 

from studies restricted to this small clinical population alone. 

A serious error occurred during the interview with CS08_Gidada, due to 

researcher inexperience in qualitative interviews: this participant appeared extremely 

uncomfortable when talking about exposure, referring to the presumed source partner in 
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very oblique terms that did not include the male gender. The researcher made a serious 

error in not directly asking the gender of the source partner. The male gender of the 

source partner was obtained from the case notes review immediately after the interview, 

but no opportunity existed to re-interview the participant. CS08_Gidada, although not 

divulging the gender of the source partner, went into some detail about his prior 

knowledge about HIV and his emotional reaction to such factual knowledge as he had 

learned in academic studies. He detailed his emotional and moral state after diagnosis. 

Given the sensitivity of the topic and his obvious reluctance to discuss details of 

exposure, this interview concentrated more on support after diagnosis and information 

after diagnosis. In retrospect, the researcher should have explicitly questioned this 

participant as to the gender of the source partner, which may have enabled fuller 

discussion about the knowledge and understanding of HIV in relation to self-identity as 

a Muslim African migrant MSM and the resultant impact on HIV risk perception and 

avoidance strategies. However, it is also possible that direct questioning on this topic 

may have led to termination of the interview and inability to elicit information relevant 

to other questions of access to support and information after HIV diagnosis. The 

transcript of this interview still yielded useful thematic information about the moral and 

spiritual dimensions of this sexual exposure, but nevertheless represented a missed 

opportunity for richer information and a potential source of bias in relation to themes 

concerning sexual morality. 

Statistical analysis was subject to several limitations.  The small sample size 

limited power to identify other potential associations with delayed diagnosis, such as 

year of migration, indications for HIV testing, exposure route, HIV-1 subtype or testing 

history over time. The identified association between delayed diagnosis and Ethiopian 

origin may have been subject to confounding, as the small sample size precluded 

stratified analysis or multivariate recession modelling. Moreover, geographical origin 

may well have been a marker for other factors, rather than being a causal factor in 

delayed diagnosis. Small sample size also limited analysis of clinical characteristics to 

simple descriptive statistics; it was not possible to explore associations between 

demographic or epidemiological characteristics and any particular ADI, co-morbidity or 
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response to treatment. The high degree of diversity within even this small sample 

suggests a need for caution in making inferences from this study about the 

characteristics of the larger population of African-born PLHIV in Victoria.  

Generalisability of study results is thus limited in many ways. Although the case 

series included approximately a quarter of the estimated eligible population, the very 

small absolute number of participants would have precluded accuracy in estimates of 

population values for demographic and epidemiological characteristics as well as stage 

of disease at diagnosis. The effect of selection bias is also likely to have skewed such 

estimates in unpredictable ways, since the sub-groups excluded by the recruitment 

process were likely to be quite heterogeneous. However, the results of this study are 

applicable to its participants and thus to at least a substantial minority of the total 

population of African-born PLHIV in Victoria. Some implications for practice, policy 

and research may thus be made. 

Strengths of this study include its participatory approach, multiple sources of data, 

and recruitment of a significant proportion of the study population. Members of several 

Victorian African community associations provided comment on the design and 

conduct of the case series study as well as the community qualitative inquiry. However, 

formal participation was limited, in that no African Australian openly living with HIV 

had directly contributed to the design of the study or was a member of the advisory 

committee. Multiple data sources enabled triangulation of data and although participants 

were few, they comprised a fifth of the estimated study population. Statistically valid 

generalisation from the sample to the study population is subject to large errors, but 

these results should be relevant to some of those African-born Victorians PLHIV not 

included in the study. 

Despite its limitations, this study should inform future HIV prevention, treatment 

and support for Victorian African PLHIV. The diversity of exposures within this small 

sample suggests a need to avoid simplistic assumptions about risk factors for HIV in 

African migrants. Non-sexual modes of exposure in HIV prevention, particularly 

health-care-associated blood-borne exposures abroad, should be considered, by 
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clinicians discussing travel health and HIV testing with patients from Africa, as well as 

by public health officials planning HIV prevention initiatives with African communities 

in Victoria. The strong association between Ethiopian origin and delayed diagnosis 

indicates a need to improve HIV testing rates and raise awareness in Amharic-speaking 

communities., Underlying reasons for this association need to be better understood, to 

identify barriers to timely diagnosis within Ethiopian and other Horn of Africa 

communities and ascertain whether these barriers persist over time, rather than being the 

result of a temporary set of historical circumstances. The small number of African 

migrant PLHIV suggests a flexible approach, able to identify and address emergent 

needs of men, women and families affected by HIV, rather than the UK and Canadian 

models of services specifically for African migrants. Similarly, the demand for 

information in African languages may fluctuate over time, rendering unfeasible attempts 

to prospectively develop comprehensive translated resources in a large range of African 

languages; rapid translation of required resources and sharing between providers of 

translated materials might be a more efficient strategy. 

The high prevalence of TB and HBV and incomplete screening for these 

conditions highlights the need for more systematic baseline assessment and subsequent 

monitoring of these important co-infections amongst African-born PLHIV. More 

rigorous adherence to existing clinical guidelines for HIV management should 

complement awareness of the epidemiology of non-HIV infections in migrant countries 

of origin. More research is needed to confidently assert that treatment outcomes for 

African-born PLHIV are indeed equivalent to those of other PLHIV in Victoria, but 

these results may contribute to health promotion with African Australian PLHIV, as 

examples of the good prognosis of HIV in Australia and the benefits of timely diagnosis 

and treatment. 

These results suggest several areas for research. Larger clinical studies of African-

born PLHIV would be useful to more accurately characterise the demographic profile, 

clinical progression, virological characteristics and response to treatment, thus 

informing future service delivery, treatment recommendations and the education and 

training of clinicians. A more detailed study of HIV risk factors and testing history over 
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time is also needed amongst the Ethiopian communities of Victoria, to ascertain 

whether the high risk of delayed diagnosis noted in this case series and the HIV 

surveillance analysis was a historical cohort effect or represented an ongoing issue of 

undiagnosed infections in these communities. 

A study of this size was better placed to illustrate the range of issues relevant to 

African-born PLHIV, than to measure the relative importance of risk factors, the 

magnitude of the impact of co-infections or response to treatment. Analysis of 

quantitative data was subject to limitations of power, bias and unmeasured confounding. 

Although the statistical analysis provided some information to guide clinical care and 

focus prevention, the thematic analysis of responses to open-ended questions enabled 

deeper understanding of the needs of African-born PLHIV for support and information 

after diagnosis, as well as providing insights into the interplay between physical and 

social environmental factors and individual thoughts and actions that influenced 

exposure to HIV and timeliness of diagnosis. 

7.5 Clinical narratives of African-born Victorian PLHIV 

Thematic analysis of response to open questions is presented below. Themes 

follow an idealised chronology related to the periods before diagnosis (Table 7‑6), at the 

time of diagnosis (Table 7‑7) and after diagnosis (Table 7‑8). Themes featuring prior to 

diagnosis concerned, firstly, the sources of information influencing understanding of 

HIV and secondly the factors leading to HIV acquisition, including their awareness of 

risk and avoidance strategies. Themes related to diagnosis, focused on factors 

precipitating testing. Themes after diagnosis explored practical and emotional support, 

information sought by these African-born PLHIV after diagnosis, and barriers impeding 

access to information. 

It should be noted at the outset that the qualitative nature of the data and the small 

number of participants both preclude the generalisation of findings from one individual 

to another or from this study sample to the population of African-born PLHIV in 

Victoria from which it was drawn. However, these themes could be placed within an 
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idealised composite narrative illustrating issues faced by these individuals that may be 

shared with other African-born PLHIV in Victoria. Themes are presented in table form, 

showing a priori themes, emergent themes and sub-themes. Each emergent theme is 

then described in more detail, using illustrative quotations from participants (described 

by alias, age at interview, gender and country of birth) (Table 7‑2). Key themes are then 

summarised in relation to the conceptual framework of the study, addressing internal 

and external dimensions of HIV exposure, diagnosis and living with HIV.  
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Table 7-6 Narrative themes related to period before HIV diagnosis 

Sources of information about HIV before 
diagnosis 

Media and public health information 

Study and training 

Migration-related HIV test 

Social discussions amongst gay men in 
Australia 

Understanding of HIV before diagnosis HIV-positive migrants barred from entry to 
Australia 

Frightening disease 

Risk stereotypes 

Deadly disease 

Visible signs of HIV infection 

Factors leading to HIV exposure Awareness of exposure risk 

Concern about exposure risk 

 

Table 7-7 Narrative themes related to HIV diagnosis 

Indication for HIV test Screening test after exposure 

Routine screening test for migration 

Diagnostic test due to illness 

Other indications 

Initiator of test Self-initiated testing 

Testing initiated by doctor 

Testing initiated by relative 
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Table 7-8 Narrative themes related to living with HIV after diagnosis 
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Participants had varying degrees of understanding about HIV prior to diagnosis, 

based on information from a range of sources in Africa and in Australia (Table 7‑6). All 

study participants had acquired HIV through some exposure event and were able to 

describe various individual and environmental factors leading to the exposures resulting 

in HIV acquisition. Diagnosis of HIV infection then occurred when participants or 

others initiated HIV testing: either screening HIV tests (related to migration or 

following exposure); or diagnostic HIV tests performed to investigate symptoms (Table 

7‑7). Participants experienced physical and emotional impacts of HIV diagnosis and 

required varying forms of practical and emotional support. Participants received support 

from diverse sources, but encountered barriers impeding their access to such support. 

After diagnosis participants identified information they needed in living with HIV. They 

obtained information about HIV from various sources, but encountered barriers 

impeding access to information. Participants suggested several means for providing 

them with appropriate information about HIV (Table 7‑8). 

7.5.1 Sources of information and understanding about HIV before diagnosis 

Prior to diagnosis, participants varied in their understanding of HIV. Their 

understanding of HIV influenced their awareness and concern about HIV exposure and 

hence their adoption of strategies to avoid HIV. A priori and emergent themes are 

summarised with illustrative quotations below. Participants’ understanding of HIV in 

Africa had been based partly on media and public health information, but some had 

obtained knowledge of HIV through academic study, professional training or experience 

of HIV testing (Table 7‑9). 

Table 7-9 Sources of information about HIV prior to diagnosis 

Media and public health information 

Study/training 

Migration-related HIV test 

Social discussion among gay men in Australia 
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Gidada had studied HIV during an academic course in the UK, before migrating 

to Australia. Hannah had several negative HIV tests in Zimbabwe during follow-up 

monitoring of hepatitis B infection, diagnosed after an assault many years before 

migration: 

That was long back, so I got tested and nothing was there, other than hepatitis B, so I didn't 
have any problems to worry about anything at all… I always go for tests every year, I guess––
back home––and because I had hepatitis B, I always go for checks anyway after every six 
months and every time when they did those tests they always check for anything else (Hannah, 
36F, Zimbabwe). 

Several participants described their experience of HIV screening for migration to 

Australia as a major source of information about HIV in Africa prior to diagnosis. 

Negasi, observing this process as an Ethiopian community “elder” in refugee camps, 

saw that “if you are not cured you are not getting any resettlement.” As Berhanu put it, 

“if you got HIV, you no welcome. They send you to Kenya from Cairo…” Considerable 

time sometimes elapsed between the negative HIV screening test in Africa and the 

actual migration itself: Tesfa recalled a period of eight or nine months, while Berhanu 

only arrived in Australia two years after his HIV test. 

Once in Australia, some noticed a marked decrease in the quantity of information 

about HIV, both in media and in social discussion. Negasi had not discussed HIV with 

anyone or received information about HIV between his arrival in Australia in 1996 and 

his HIV diagnosis ten years later. Ruth had received information about HIV in Sudan 

before her migration HIV screen in 1990, but none in Australia. Francis, who had lived 

in Australia during the public health campaigns of the late 1980s, recalled that HIV had 

been depicted as a frightening disease, but thought that such information had decreased 

over the ensuing years: 

You know, you used to have those ads where two people are going to jump on a bed to 
have sex, and under the sheet is all these needles, sort of thing… I mean I know it's a bit over 
the top, and I was really scared of that, but still… there is nothing any more… They don't have 
that anymore. (Francis, 41M, Mauritius) 

Francis, like other gay men in Australia had previously based his understanding of 

HIV on his experience of “friends who died of AIDS” whilst Alex had known two 
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former acquaintances with HIV. Other participants varied in their understanding of 

HIV. Gidada, for example, “had lots of knowledge and information about HIV and the 

transmission and the consequences…” while Zewdu, claimed to have never even heard 

of HIV or AIDS. 

Dawit, like others who had received some information about HIV before they left 

Africa, had understood HIV in Africa as a deadly, rapidly fatal disease. Estelle had 

thought that people with HIV infection displayed visible signs indicating their 

condition. Participants understood it as a sexually transmitted infection, associated with 

“sexual misbehaviour” (Gidada) and considered incompatible with religious moral 

principles: 

Just going back to Zimbabwe... not so long ago... to be a Christian and being HIV-positive 
was something unheard-of… Because in Christianity, you're not supposed to be sleeping 
around.... people never think beyond the sleeping around, you know, because the moment you 
get HIV: "You slept with someone else––how could you––how else could you have gotten it?” 
(Hannah, 36F, Zimbabwe) 

In retrospect (after diagnosis) some participants recognised the potential for blood 

borne exposure in Africa through contact with the health care system. Hannah recalled 

her own childhood vaccination with reused needles: 

How are you supposed to be HIV-free... especially if you've got blood transfusions with no 
medical equipment there––because you're practically using the same syringe. I remember when 
I was young, we used to use the same syringe, you know - go-go-go-go. It's improving now, but 
only in the cities, not in the rural areas. (Hannah, 36F, Zimbabwe) 

However, prior to diagnosis, they, like others in their societies, associated HIV 

with sexual immorality––people diagnosed with HIV were “regarded as not very nice 

and very good people.” (Gidada, 42M, Ethiopia). 

Being HIV positive is all about sleeping around… for some of us who come from Africa. 
The moment you're HIV-positive, OK, no one can take you... You're a slut. That's the bottom 
line of it all… (Hannah, 36F, Zimbabwe). 

Key elements of previous understanding of HIV amongst this group of African-

born PLHIV were the pre-eminence of sexual transmission and the relative paucity of 
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information in Australia about HIV, after the cessation of awareness-raising mass media 

campaigns of the 1980s (Table 7-10). 
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Table 7-10 Understanding of HIV amongst African-born Victorians prior to diagnosis 

HIV+ migrants barred from entry to Australia  

Frightening disease  

Risk stereotypes Homosexuality 

Promiscuity 

Immorality 

(Unsafe injections in Africa) 

Deadly disease  

Visible signs of HIV infection  

 

Associations between HIV and sexual immorality were strong in the African 

context, despite later acknowledgement of other potential exposures.  Although no 

detailed discussion of migration history was undertaken, several participants seemed to 

have left Africa (particularly Ethiopia) at a time before HIV because a highly visible 

illness in their countries of origin, but arrived in Australia at a time when health 

promotion efforts had been directed away from the general population to focus on gay 

men. This may have contributed to the perceived lack of information about HIV 

available to these participants in Australia, apart from those self-identifying as gay men. 

Only gay men appeared to consider HIV as an issue of personal relevance in Australia. 

Self-perceived risk and concern about exposure influenced ability and readiness to 

adopt strategies to avoid HIV exposure. 

7.5.2 Factors leading to HIV exposure 

Cognitive factors leading to HIV exposure included awareness of exposure risk, 

together with the existence and successful deployment of strategies to avoid exposure to 

HIV, influenced also by the affective factor of concern about HIV exposure (Table 

7‑11).  
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Table 7-11 Cognitive & affective factors influencing HIV exposure 

Awareness of HIV exposure risk HIV prevalence in Africa and Australia 

Relationship status 

Sexual orientation 

Concern about HIV exposure risk Youth 

Personalised sense of risk 

Perceptions of own sexuality 

Strategies to avoid HIV exposure Abstinence 

Condoms with “high risk” partners 

Post-exposure prophylaxis 

 

Prior to their diagnosis some participants understood themselves to be at risk of 

HIV exposure because they were in environments with high HIV prevalence, or because 

their sexual activities seemed likely to involve partners with HIV. For example, Francis 

had a long-term male partner, but also had casual male partners and another male 

partner whom he saw regularly. He was very aware of his HIV exposure risk and 

wished to avoid infection, having witnessed the deaths of several friends from AIDS. 

However, even those with some awareness about their exposure risk were 

sometimes unconcerned. In Kenya, Leonard “was still young and… going clubbing and 

that time HIV was not as much as it was…” Yilma considered that he had been 

“irresponsible” in his youth in Ethiopia, disregarding public health warnings about HIV 

risk. After migration to Australia, Gidada “understood everything... there's 

consequences, and everything, but I just for some reason didn't expect, or didn't think 

it's going to happen to me.” 

Some participants had been aware of sexual exposure risks in Africa, but did not 

consider themselves at risk. Hannah “didn't have any reason to worry, because… I 

didn't have a boyfriend that I knew…” while Ivy had been married for many years: 
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I had the same partner for the last twenty-six years… I came '89, so I've been here a 
while… at the time we were migrating here, there wasn't an HIV test, but the kids don't have it, 
so... Because my daughter was born '89, and she's fine… (Ivy, 50F, Zambia) 

Alex had previously been concerned about his own risk of exposure to HIV 

through sex with other men “before they were promoting safe sex.” However, he did not 

consider himself “promiscuous” and thereafter concluded that he was unlikely to be 

exposed. 

Most participants had not been aware of the risks of blood borne exposure before 

diagnosis. Ruth may have been exposed during a visit to Ethiopia in 1996: 

I had a blood test in clinic... I don't know whether the needle was new. That time I was 
young and stupid, not like now. That time, I didn't have information; I wasn't careful. (Ruth, 
33F, Ethiopia) 

However even the awareness of the potential for HIV exposure through 

occupational or health care exposure did not lead Estelle to feel concerned about the 

risk: 

Several times I had needle-stick… a couple of times… because I was working with the 
records and they used to use the needles, and the big needles that are contaminated… I know I 
couple of times I never requested for a test, you know? When I have a cut I just used to use a 
swab and… just clean it up… And there are a couple of times that I had a syringe, I could say 
maybe twice or three times, you know? It didn't really occur to me… (Estelle, 35F, Kenya) 

From these accounts, it may be seen that knowledge of HIV did not necessarily 

imply realistic consideration of personal exposure risk. Participants described how they 

had derived reassurance from negative HIV tests, associated HIV with moral norms 

they did not share, or failed to consider non-sexual exposure risks. Some offered no 

explanation for previous low self-perceived risk, despite acknowledgement of its lack of 

foundation. Some participants, such as Tesfa, had been sufficiently aware and 

concerned about their HIV exposure risk to actively adopt strategies to avoid infection: 

“[I] was aware of that and I was really careful when I was in Sudan. I lived two years 
without a girlfriend to avoid that.” (Tesfa, 46M, Ethiopia) 
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Other participants actively tried to avoid HIV infection by using condoms during 

sexual encounters with partners judged to be high-risk for HIV. These participants 

categorised partners according to criteria based on unfamiliarity and risk stereotypes of 

sexual immorality. 

If it's a woman I just met and… I'm just going to have sex with her––yeah, I'll use a 
condom, but if it's someone like I've known... like I've known the person and… like she's not a 
prostitute116 or anything like that, then that's where… if I don't have a condoms then I'll just… 
go like that, yeah. But... yeah, I used condoms, anyway. You know, I wouldn't… sleep with a 
woman I've never seen and not use a condom. (Leonard, 34M, Kenya) 

If I was with a prostitute, I would use condoms, but if I was with a girl who I didn't think 
was loose, I would take that advantage of not using condoms… If new [partner], I would say, 
"Do you have a condom?" but if we knew each other for a while, nobody would bother. (Oscar, 
53M, Tanzania) 

Kelile reported feeling sceptical about the quality of condoms in Africa and their 

effectiveness in preventing HIV: 

I usually use a condom when I have affairs with ladies for a long, long time. Before, not 
using condom, but eight or seven years using condom. If it is in the condom it may affect me. A 
lot of people in Africa are suspicious of the condom… Condoms came from developing country 
and developed country. Many people have suspicion of vaccination and condoms. They are 
causes of infection rather than protection. (Kelile, 50M, Ethiopia) 

Francis, however, had great confidence in the effectiveness of condoms in 

Australia despite previous condom breakages: 

I had a friend of mine who asked me, a long time ago - well before I was positive or 
anything - in Sydney, and he said to me, if I would sleep with someone who was positive––
whom I knew was positive––and I said, "No." And then I said to him, "That was stupid, wasn't 
it?" and he goes, "Why?" And I said, "Because I go to saunas and stuff… I don't know they are 
or they are not, but I have sex with them, so... with a lot of people, and I don't know whether 
they are. But as long as you are using protection, there's no problem." (Francis, 41M, Mauritius) 

 Well, there have been breakages before, but it… you kind of hear it, and we stop 
immediately and change condom and stuff. (Francis, 41M, Mauritius) 

                                                

116 The pejorative term “prostitute” is used only in direct and indirect quotations from study 
participants. The preferred term, “sex worker”, is used elsewhere in the thesis. 
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Participants employing these strategies to avoid HIV exposure thus relied on their 

abilities to assess the likelihood that a prospective sexual partner had HIV and to avoid 

sex with persons deemed “high risk”, although some relied on the mechanical protection 

of condoms with high-risk partners. Participants who had actively tried to avoid sexual 

exposure to HIV acquired the virus through failure to apply their strategies for avoiding 

exposure, through flawed application of the strategies, or through “mechanical” failure 

of their chosen method of HIV prevention. 

After his period of sexual abstinence, Tesfa migrated with his wife to Australia in 

1993 and was diagnosed in 2002. Both he and his wife had undergone migration HIV 

screening approximately nine months before coming to Australia, but she was 

subsequently diagnosed with HIV: 

[My wife] had got HIV-positive and we had unprotected sex for a long time… it was 
diagnosed nine years after we arrived here in Australia… I don't have any other sexual contact 
with another woman.” (Tesfa, 46M, Ethiopia). 

Some participants failed to apply their chosen HIV prevention strategies due to 

impaired judgment. Negasi had usually used condoms during sexual contact in 

Australia, but had sometimes failed to do so, due to alcohol intoxication. Yilma also 

attributed his inconsistent condom use to the interaction between sexual desire and 

intoxication. 

Other participants had flawed strategies for avoiding HIV infection, basing their 

decision on condoms use upon the familiarity of their partners or risk stereotypes as 

above. Benjamin acquired HIV during a short-term relationship in Papua New Guinea: 

I knew the person who gave it to me––a female there… Well, in a relationship you start 
with condoms, but as time goes, your guard drops. You are not going to take the precaution 
every night. (Benjamin, 52M, Zimbabwe) 

Francis felt that he had a sound HIV prevention strategy that failed mechanically 

in exceptional circumstances: 
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The guy who was fucking me actually just, "Oh! Where'd the condom go?" We just didn't 
make much of it and went home... I went home and then when I went to toilet the next day the 
condom came out, so I realised, "Oh shit, it's been in me all night." (Francis, 41M, Mauritius) 

Francis also considered another potential strategy to prevent HIV infection, which 

was post-exposure prophylaxis (PEP) with ARV drugs, but did not proceed because he 

judged that the risk associated with the exposure was insufficiently high: 

I called The Alfred and asked if I should have a PEP but... and then I didn't do it… it was 
kind of like a one-off thing and wasn't likely... We both were... There was no problem about 
having safe sex, so I just assumed it would be OK. (Francis, 41M, Mauritius) 

Although Francis may have considered his HIV avoidance strategy sound and 

based on available information about condom effectiveness, he relied heavily on a 

single means of avoiding exposure: the mechanical strength and stability of condoms. 

His frequent sexual encounters with men in high-risk settings increased the chance of 

sexual contact with partners having HIV, increasing his risk of HIV acquisition should 

condom effectiveness be anything but perfect. No participants had actively tried to 

avoid blood borne HIV infection. Those who acquired HIV through occupational or 

health-care-related exposures had little control over their situations of exposure: 

I had '96 is... because I was involved in a road accident, helping the victims in an accident 
and I was working in a local hospital… I had a... injection... a syringe... you know... accident, 
and then I also had an emergency operation... I had appendicectomy in '96… at one point that 
there were a number of us that were helping in some incident before and I just found out that 
there was a was a crack on one of the glass that pierced my skin, and that time we were helping 
some victims… when I had my appendicectomy… it was a very emergency one. I was taken in 
by ambulance, and there was no doctors, then one doctor had to be requested to be... to come 
from another hospital to operate on me. (Estelle, 35F, Kenya) 

I didn't suspect anything, but prior to coming to Australia I had an accident and I went to a 
public hospital and had a blood transfusion, just few months before I came to Australia… It was 
in a public hospital in a rural area. It could be that or it could be my dentist, because the dentist 
sent us a letter. It could be through him because I had my teeth plugged and I used to go to that 
dentist. In fact, my cousin got infected though there, as well, she said so... My cousin was HIV 
infected... and she passed away… And my dad passed away last year, as well… We had all... 
we had the same person as a dentist. He [the dentist] killed himself. (Hannah, 36F, Zimbabwe) 

In these cases, individual agency in avoiding exposure to blood borne infection 

was low, since the presence of HIV on injecting equipment, surgical instruments or in 
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blood products would have depended on national or institutional policies and 

procedures concerning safe delivery of health care, material resources of health care 

facilities and HIV prevalence in the population served by these facilities. 

These results suggest that that risk perception and concern about HIV exposure 

influenced the readiness of participants to develop and employ strategies to avoid 

exposure to HIV, but their perceptions and concerns about risk, deriving from prior 

experience of HIV in the African setting, or from information focused on gay men in 

Australia, led to a distancing of risk by most participants except those self-identifying as 

gay men. Moreover, the emphasis on sexual transmission (both heterosexual and 

homosexual) may have been relevant to the apparent lack of awareness or concern about 

blood-borne exposure in health care settings in Africa: the HIV avoidance strategies 

described appeared to focus on avoidance of unprotected sex (or any sexual contact) 

with partners conforming to HIV risk stereotypes. Risk of blood-borne exposure thus 

seemed to result largely from external social and physical environmental factors beyond 

the control of individual participants. After exposure, some participants were diagnosed 

at early stages of infection, whilst others were diagnosed late, presenting with life-

threatening complications of advanced HIV disease. 

7.5.3 Factors leading to delayed diagnosis of African-born PLHIV 

Each participant was diagnosed with HIV through a positive HIV test. Some were 

diagnosed before becoming symptomatic, through screening HIV tests initiated by 

themselves or others (Table 7-12). Others were tested for diagnostic purposes after 

developing symptoms of varying severity. The diagnosis depended on recognition of 

exposure to HIV and concern about determining the diagnosis (Table 7‑13).  
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Table 7-12 Person initiating first positive HIV test 

Self-initiated test Recognition of HIV exposure 

Concern about exposure 

Doctor Contact of person with HIV 

Diagnostic test for illness 

Relative Membership of risk group? 

Diagnosis of illness? 

Visible signs of HIV infection? 

Migration health agency Migration health screening policy 

Refugee health assessment policy 

 

Table 7-13 Indication for first positive HIV test 

Screening test after exposure Recognition of exposure by self or others 

Concern about exposure 

Routine screening Migration health requirement (Australia) 

Post-arrival refugee health assessment (New Zealand) 

Diagnostic test AIDS-defining illness 

Non-AIDS-defining illness 

Other indication Relative concerned about health 
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Francis, Christophe, Hannah, Tesfa and Benjamin were diagnosed through 

screening tests after they or others recognised their exposure to HIV: Francis recognised 

immediately after the event that he had been exposed to HIV; he sought post-exposure 

screening shortly afterwards, initially testing negative and seroconverting three months 

later. Hannah received a letter from Zimbabwe, advising her of a potential HIV 

exposure; she subsequently sought a screening HIV test that was positive: 

My cousin had written to me, or rang me to say that she had received a letter from our 
dentist, saying we needed to get a test because he was HIV-positive. (Hannah, 36F, Zimbabwe) 

 Christophe also sought a screening HIV test after his divorce because he became 

aware of his exposure risk and was concerned that his family might also have been 

exposed: 

I knew I'd been putting myself at risk... having sex with other men… I had casual 
relationships with men while I was still married and it just became more frequent when I was 
back on my own - divorced, separated… the really terrifying thing was whether I had passed it 
on to the wife or the children. From what I gathered, it didn't happen at that time, but maybe 
after. (Christophe, 55M, Mauritius) 

Both Benjamin and Tesfa were tested at the instigation of doctors who had 

diagnosed HIV in their sexual partners: 

When my wife was tested positive we almost immediately knew that it must have come 
from me. So when we knew that, the doctor wanted to see me. So we went in, and it was 
positive… (Benjamin, 52M, Zimbabwe) 

My wife was sick… and at last she have to make the test and she been tested and found out 
she was HIV-positive… we had unprotected sex for a long time… So I was expecting the 
positive results and when the positive result comes it's not something unexpected so I didn't 
scare about it. (Tesfa, 46M, Ethiopia) 

These accounts indicate the importance of risk perception in timely diagnosis. 

Both Francis and Christophe actively sought HIV screening tests as a result of their 

knowledge that sex between men was a key risk factor for HIV. In contrast, those 

exposed through heterosexual and blood-borne routes had remained unaware of their 

risk until informed by others. 
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Several participants were diagnosed during routine HIV screening during 

applications for permanent residency in Australia. Yilma was diagnosed through routine 

post-arrival refugee health assessment in New Zealand, in which “All immigrants must 

get the blood test––HIV and other all medicals…” Estelle, Oscar, Alice, and Kelile 

were diagnosed during systematic HIV screening for migration to Australia. Yilma and 

Kelile were diagnosed late, but both were asymptomatic (Figure 7‑2) No others 

diagnosed during migration HIV screening had delayed diagnosis. Timeliness of 

diagnosis thus resulted from interactions between Australian immigration policy and the 

timing of their decisions to apply for permanent residency in Australia after migration 

from Africa. Understanding of HIV, risk perception and recognition of exposure played 

no part in their diagnosis. 

Some participants were diagnosed through HIV testing to discover the cause of 

symptomatic illnesses or when others noted changes to their appearance. Ivy was 

“feeling fantastic” and was both unaware and unconcerned about the possibility that she 

might have been exposed to HIV. She had an HIV test at the suggestion of her mother, 

who worked as a nurse in Zambia: 

She had a bad dream, so she flew over… Interesting, isn't it? Just new came, said, "I've got 
a bad dream," so she flew over. I said, "OK, whatever…” (Ivy, 50F, Zambia) 

I just went, "Look, my mum says that I'm not looking well. Could you do a blood test?" 
They did a normal blood test––that came back negative and Mum said, "Well go and do an 
HIV." I said, "What for?" "Go and do, and see what happens." I did, and then it came back 
positive… (Ivy, 50F, Zambia) 

Zewdu, Ruth, Martha and Leonard were diagnosed through tests initiated by 

doctors to whom they had presented with non-AIDS-defining illnesses. Zewdu 

presented with genital herpes: 

I feel sick a little bit around my penis you know... like herpes, whatever... I was checking 
to what's going on in my herpes and then the doctor said, "You're going to have a blood test," 
and I say, "What for?" He explained to me you going to found in the blood test you know, 
before he order the medication, whatever... after that, when I had the test... a lot of doctors come 
in and say, "You don't scared we going to tell you something has happened in your blood test." I 
say, "What happened?" I was shocked as I tell first time. Even... I didn't heard even the name. I 
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said, "What do you mean, "HIV"? Can you explain, please?"... They explained to me what is 
HIV… (Zewdu, 43M, Ethiopia) 

Ruth presented with a non-specific febrile illness: 

I just been sick, just like... not really sick, but hot and cold, like high fever thing. At that 
time, I was in Queensland. They took the blood from me, and after three months, I came to 
Melbourne, they rang me and said I had to go to [a sexual health clinic] and the lady said I had 
HIV. (Ruth, 33F, Ethiopia) 

Martha presented with shingles: 

I was have some rash on my body… something like... The doctor said it's "shangles"... 
something like that. Yeah. And he ask me for HIV test and I say, "For what?" I said... he said... 
maybe it could be HIV. (Martha, 31F, Ethiopia) 

Leonard presented with pneumonia: 

I had pneumonia… I was sick, but I thought it's a cold. I thought it's just a cold and it will 
go, but it kept on going so I went to the doctors and they asked me whether they can do it. Of 
course, I knew they had done it (laughs). So I told them, "Yeah, that's all right." (Leonard, 34M, 
Kenya) 

In these cases, people other than the participants themselves instigated diagnostic 

tests. It is therefore difficult to discern what raised suspicions of HIV infection, or the 

reasoning behind suggestions of HIV testing. However, relevant factors might include 

African community understanding about HIV or clinical training and awareness of HIV 

testing guidelines amongst medical practitioners. 

Five participants had AIDS at presentation. Berhanu, Dawit, Alex, Gidada and 

Negasi were diagnosed through tests initiated by doctors to whom they had presented 

with AIDS-defining illnesses. Berhanu presented with lymphoma: 

I was had lump come here (indicates neck). So I was... go to doctor, and then... he take the 
blood... and he told me, "You got HIV."....  then these ones (indicates neck), they was... bigger... 
Here... here... but all going now, because I took chemotherapy ... six times. (Berhanu, 41M, 
Eritrea) 

Dawit presented with cerebral toxoplasmosis: 
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"Thermoplastic…" I came hospital without conscious [sic], yeah, so when they did the test 
they caught it. "Thermoplasmatic," in my head…  they advised me it is HIV… after four, five 
days, because I was not conscious when they doing. After wake up, I just heard. (Dawit, 40M, 
Ethiopia) 

Alex presented with Pneumocystis jiroveci pneumonia (PCP): 

I was very sick. At that time I had a chest... a lung infection… I was so thin, and I could 
hardly breathe… (Alex, 56M, South Africa) 

Gidada had cerebral toxoplasmosis: 

I was sick and I was in hospital… They were actually... going to give me an operation, 
because I had some problem in my brain, and they thought I needed operation for that 
problem... they decided to do a test for HIV as well, so the result came back positive and I was 
told and I couldn't believe it and they have to do another test... second test and the second test 
came positive as well, so that confirmed that... I was HIV-positive… Yeah, I was really, really 
sick. The major problem was my... with my brain... I had brain inflammation, which I was told 
later on, it has got to do... it's got to do with the... the HIV status... infection, and I was told it is 
called "toxo membrane", and that was the major problem at that time. (Gidada, 42M, Ethiopia) 

Negasi presented with PCP, oesophageal candidiasis and CMV retinitis: 

Just feeling abnormality and weak… I go to hospital so they have testing so many times 
and finally they told me, "HIV." … three months - admitting in hospital… (Negasi, 48M, 
Ethiopia). 

These late presentations resulted from low self-perceived HIV risk and failure to 

recognise HIV exposure. The eventual diagnosis of HIV infection would have depended 

on the clinical training and awareness of HIV testing guidelines amongst treating 

doctors. In the case of Gidada, the understanding of HIV amongst treating clinicians 

appeared to be variable, since HIV testing apparently followed the proposal of other 

diagnostic strategies carrying higher risk, such as brain biopsy. 

From the foregoing, it may be seen that many structural, physical and individual 

factors affected the timeliness of HIV diagnosis. Geographical location and physical 

state of wellbeing interacted with national and institutional policies and procedures, 

influencing the actions of participants and individuals engaged in interpersonal contact 

with them. These interactions resulted in the offer of HIV testing by others, or prompted 

participants to actively seek HIV testing on their own behalf. Similarly complex 
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interactions shaped the experience of receiving the diagnosis and subsequent access to 

support and information. 

7.5.4 Social support after diagnosis for African-born PLHIV 

Following diagnosis of HIV, participants experienced varying degrees of shock or 

distress (Table 7‑14). The perceived need for support to cope with the diagnosis and 

subsequently to go on living with HIV, varied between individuals, as did the resources 

available and the strategies employed to use them.  

7.5.4.1 Impact of HIV diagnosis and need for social support 

Table 7-14 Need for social support after HIV diagnosis 

Impact of HIV diagnosis Shock 

Fear of death 

Disbelief 

Anger 

Depression 

Acceptance 

 

The participants experienced the emotional impact of HIV diagnosis in various 

ways. Alex was “sort of shocked,” as were Martha and Negasi: 

I have expecting of in Australia there is no any HIV before, in my mind. So I just working 
ten years... I been ten years. So find out happened this... this for me, it's so shocking. (Negasi, 
48M, Ethiopia) 

Yilma felt “depressed… confused, angry…” Francis described his distress: 

“Everything was just flashing into my mind, like... I am not suicidal or anything, but for the 
first time I had a flash of that…” (Francis, 41M, Mauritius) 

Ivy initially “thought it was a death sentence,” as did Christophe: 
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In those days you were pretty much doomed, weren't you… They only had the one tablet––
the AZT.117 Well, let's just put it this way: the future was very grim. (Christophe, 55M, 
Mauritius) 

Berhanu, having been tested by his doctor without his knowledge or consent, 

initially disbelieved the diagnosis. The lack of adequate discussion about testing was 

even more pronounced for Estelle, who tested HIV-positive during her family’s 

application for permanent residency in Australia, but did not hear of the result for two 

years: 

It was in 2000, I got test, but I had a test in 1998 that was positive. I wasn't confirmed then, 
but I was requested to go for a test… Later on, when I went for my permanent visa in 2000, is 
when I was told by one of the officers at the counter, that I had results coming back in my files 
some times back, almost two years ago, saying that I was HIV positive. I said I needed a visa to 
go on, why couldn't I get a visa... yeah, and he just skipped, went ahead and saying, "Because 
you are HIV positive." Yeah. And then I said... "Say that again," and he said the second time. 
Then I gripped my head and went and said, let me look at the file that he had, and I could see 
something written and highlighted with typing... it's highlighted... yeah, with the highlight, and 
then I ask him, "Is it possible to get a copy, or to get a paper?" And I just thought that was the 
wrong file, that wasn't me and… you know, I just didn't know what to say. Yeah. And straight 
when I went and told my partner, and… I just can't actually remember what else happened, you 
know? I was just weak in my head to come and fall in bed. (Estelle, 35F, Kenya) 

Hannah was “very, very angry” about her diagnosis because she “wasn’t 

promiscuous” and  “hadn't slept with anyone else, to warrant that.” Ruth described her 

HIV diagnosis as “the worst day of my life.” She became very depressed: 

Sometimes I feel so hopeless and I tried to commit suicide. I know it is against religion, but 
I feel I have no one to live for. When I was diagnosed, I thought I'll die in a couple of years, but 
mistaken... things change. Sometimes I feel like everything is black… When I went to Ethiopia, 
I talked to my father (not about HIV, but about suicide), and he punished me by fasting, and I 
accepted. (Ruth, 33F, Ethiopia) 

Such distress appeared to arise from the stark contrast between their own 

perceptions of risk and the reality of HIV diagnosis. In most cases, the accounts of 

participants suggest that their previous self-identity had not included the possibility of 

HIV exposure, due to stereotypes of HIV risk. However, Francis seemed more 

                                                

117 Zidovudine 
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distressed that his knowledge of HIV and calculated strategy to avoid exposure in a 

risky environment had failed due to random chance beyond his control.  

In contrast to those participants who had not expected the diagnosis, Tesfa had 

time to prepare himself for the positive result of his HIV test: 

I was strong enough to cope with, like... because I passed through a lot of troubles and… 
something happens I have to admit that. If there is anything I could do, I have to admit that and 
that is the first thing I make my mind before I take that with me... before I take the test… my 
wife had got HIV-positive and we had unprotected sex for a long time and I didn't hesitate I was 
going to be negative, you know? So I was expecting the positive results and when the positive 
result comes it's not something unexpected so I didn't scare about it. (Tesfa, 46M, Ethiopia) 

Tesfa’s equanimity also seemed to arise from confidence in his ability to survive 

life challenges, based on his previous experience as a refugee surviving and fleeing civil 

war in Ethiopia, although he provided no details about these experiences.  

Social support after diagnosis included practical assistance and emotional support. 

Several participants denied any need for practical assistance in their daily lives, but all 

needed emotional support (Table 7‑15). 
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Table 7-15 Sources & forms of support after HIV diagnosis 

Need for practical support Housework 

Transport 

Personal care 

Immigration assistance 

Medication adherence 

Childcare 

Need for emotional support Sharing confidences 

Talking about HIV 

Shared adversity 

Sexual intimacy 

Encouragement 
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Alex felt “very fortunate” and had “never been sick since.” Dawit was “feeling 

healthy” and Hannah felt “able to do everything that I need to do myself.” Leonard 

“managed everything” and was “in control of most things…” Yilma worked full time 

and “get used to have this life.” Zewdu felt “very strong”, able to “help for people”. 

Benjamin was “still able to look after myself.” Gidada and Christophe were managing 

independently by the time of the interview but had previously needed some assistance 

due to severe illness: 

When I was sick, and I left the hospital, I had some help... people coming around and doing 
some work for me in the house, and with few things... with shopping and with washing, and 
things like that. But after that... after a couple of months or after three months, I got better and I 
started doing my own things and now these days I do everything by myself. I don't need any 
kind of assistance or help. (Gidada, 42M, Ethiopia) 

In 2004... when one of your vertebrae slips out and they have to cut all your nerves and 
something went wrong because the doctor didn't read the cardiac report. Before they put the 
screws in, I had a cardiac arrest on the table. To revive me they had to break my sternum and as 
you know, you need a long time to recover. I needed help to get to the appointments. The VAC, 
the Mario Trust Fund, the David Williams Fund, when things went bad... (Christophe, 55M, 
Mauritius) 

Ivy had been discharged from hospital shortly before her interview and still 

required some help from her husband and children with activities of daily living: 

When I was sick I was in hospital for seventeen days, I had diarrhoea, so that meant things 
like... you know, a hot cup of tea, cook the meals... clean up after themselves would have been 
handy... so that sort of stuff, really. So nothing major. And even though I've been out of hospital 
since March I haven't fully gained my strength back. I haven't gained my strength back, so 
there's still a fair few things that I need assistance with in that regard. (Ivy, 50F, Zambia) 

Physical strength and stamina determined the ability of participants to perform 

activities of daily living and the need for practical help. Most participants seemed 

determined to achieve independence. Emotional needs were less clear, but could be 

inferred somewhat from descriptions of available practical and emotional support and 

barriers to accessing such support (Table 7‑16).  
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Table 7-16 Barriers impeding access to support after HIV diagnosis 

Distrust Distrust of health facility/health care workers 

Distrust of partner commitment 

Suspicion of betrayal 

Privacy/confidentiality concerns Organisational policies/procedures 

HIV-related stigma 

Personnel recruitment (African staff) 

Physical layout of facility 

Homophobia  

Self-sufficiency  

Perceived irrelevance of supports  

Risks to others HIV-negative partner 

HIV prevention (condoms) 

Geographical distance from family  

Immigration policy  

Mortality  

Lack of time  

Pride  
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7.5.4.2 Doctors and other health workers 

Participants were generally happy with the quality of health care at hospitals and 

clinics. Ivy described her care at one hospital in glowing terms: 

To be honest with you… It's been very good… I mean parking would be handy… But apart 
from the parking, I mean... the best minds are here, so I truly trust... what they do and it costs 
me nothing. It's amazing. I was in the hospital for seventeen days and it cost me not a penny. I 
had the professors, I had the best doctors on earth and it cost me nothing, even though I kept 
telling them, "I have private insurance. Bill me." They won't bill me. I don't understand that, 
but... It's crazy. So, perfect. The service I got from here and still get from here is fantastic. You 
come here and get your blood done straight away… and Professor M gives me a call and gives 
me the results over the phone, so the service is just magnificent. And also… I was told… that 
whenever I feel the need just to get away from it all, I can just book myself into the hospital… 
at no cost and stay in hospital bed for three or four days… I mean, where can you do that? It's 
amazing. (Ivy, 50F, Zambia) 

However Christophe remained dissatisfied with the care he had received at that 

same public hospital for cardiac complications following a surgical operation: 

After the back operation the main problem was the heart… I started to get palpitations - 
started freaking out… All they did was fucking drug me with Valium and put me to sleep. 
Eventually I came home… I collapsed a few days later, so they brought me back. After a few 
days they put me back into that [respite] place. After I came home, same thing. Then I went 
back to the same place. The head nurse came and the last round ten at night. She accused me of 
faking my illness so I could come and stay at that respite place. I couldn't believe it. In the end I 
didn't want to go back there… since then I've just wanted to stay away from the hospital. 
(Christophe, 55M, Mauritius) 

Like any patients with serious illnesses, participants recalled varied experiences of 

health care. It is of course impossible to judge the quality of clinical care solely from the 

patient recollections the emotional legacy of interactions with individual practitioners 

may influence subsequent engagement with health services. Christophe’s lingering 

anger after this episode made him reluctant to access a particular specialist HIV health 

care facility. This forced him to find other, sometimes costly, sources of care. 

Apart from the clinical care, participants received additional assistance at clinics 

and hospitals they attended. Berhanu received help accessing social security payments 

and public housing whilst in financial difficulty. For the provision of emotional support, 

Gidada offered the opinion: 
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I think the best people are... The medical professional people... are the best people to get... 
emotional support and other issues to do, you know, with this illness. I find they are the best 
people to confer... confide with. (Gidada, 42M, Ethiopia) 

Some participants did describe difficulties accessing health services: community 

stigma made Benjamin concerned that his status might be inadvertently revealed to 

members of his community while he was a hospital inpatient: 

I think the issue of confidentiality needs to be tightened. I'm saying that... I'll give you an 
example. On Friday, when I came to ED,118 I'm right there sitting in front. In the interim they 
ask the person in a big voice to tell the history... do they want me to tell I'm HIV-positive right 
there? So that took me aback. Secondly, the file... there should be more restrictions about where 
it goes in the hospital. Anyone can pick it up and look. It hasn't happened yet, but from what 
I've seen, there is that possibility… I've got some family friends who work here as casual 
nurses. So I asked, can they go to any computer and start typing my name and start flashing up 
my details? She told me it is possible. If I am admitted, anyone can access it? I went to buy a 
newspaper. I saw a family friend who asked, "What are you doing here?" I said I am visiting a 
friend. Because I was doing a lot of tests... ultrasound... everywhere I went, my file went. So 
maybe that process, there should be stricter controls. And the other thing... probably for... like I 
told you earlier, that my GP does not know anything about my HIV status. So if tomorrow I've 
got an emergency situation, that I must come here for, sometimes they say, "Go see your GP," 
but I feel more confident coming here to the ID119 unit. (Benjamin, 52M, Zimbabwe) 

Tesfa mentioned similar concerns about the possibility of disclosure of his HIV 

status when attending outpatient clinics: 

When you're African… you have got the cultural pressure... if somebody saw you they start 
talking - "You saw him... that's the AIDS clinic," and… to avoid that you cannot go on that kind 
of places, you know––there are a lot of people working in the hospital... they saw you when you 
pick up medicine… and they will talk to people, see? So that way, you will lose your social 
acceptance, you know––to protect that you have supposed to be secretive on that kind of 
situation… That's... so I don't want be seen in that kind of places because people... Africans are 
very suspicious, you know. (Tesfa, 46M, Ethiopia) 

These accounts show that structural factors (such as procedures for collecting, 

recording and transporting identifying information about patients) could impede access 

to clinical care and emotional support from health care facilities, as could the interaction 

between physical factors (such as the placement of departmental names) and structural 

factors (such as patterns of personnel recruitment and HIV-related stigma in African 
                                                

118 Emergency Department 
119 Infectious Diseases 
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communities). During the period of fieldwork for this study, a visibly high proportion of 

hospital support staff (such as cleaners, orderlies and kitchen staff) were members of the 

same African communities as several participants and other African-born people living 

with HIV. A frequently mentioned concern was the inadvertent disclosure, during 

hospital inpatient stays or outpatient clinic visits, of HIV status to community members 

working in the hospital setting. 

Other participants were also concerned about structural factors blocking their 

access to health services. Estelle and her partner “always wanted to have a family” but 

encountered difficulties in accessing assisted reproduction, “because every time it's not 

allowed” due to institutional ethical concerns. They received approval to proceed three 

weeks before her interview, but had found the process “slow and… frustrating.” Francis 

found that the need for appointments to see counsellors impeded his access to support at 

times when it was needed: 

At times I feel really down, and I want to talk to someone, but you have to make an 
appointment...by the time the appointment comes, I'm feeling better, so there is no point. 
(Laughs). So I never do. I just say, "Oh, tomorrow I'll feel better," so it's OK. (Francis, 41M, 
Mauritius) 

In both of these cases, institutional inflexibility impeded access to services that 

were important for long-term subjective wellbeing and the quality of intimate 

relationships. Oscar, on the other hand, found that his own “problem with 

homosexuality” acted as a barrier to his ability to disclose his HIV status to general 

practitioners for fear of being “generalised as gay.” This may be interpreted as an 

interaction between structural factors (religious doctrine and norms of masculinity) and 

individual emotional and moral-spiritual factors, which adversely affected interpersonal 

relationships with medical practitioners: Oscar withheld from his doctors information of 

potential clinical relevance in their decision-making processes regarding his treatment. 

Oscar was also critical of some general practitioners who appeared unduly concerned 

about the transmissibility of HIV: 

In the practice of doctors: Some doctors are not... we know there are preventive measures, 
but some put on gloves first... especially on the side of GPs––a lack of knowledge and 
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discipline. That also puts me off. Once you mention you have HIV put a barrier. We know there 
are standard measures they should take, rather than intimidate people to that extent. In short, 
they need some education. They lack. (Oscar, 53M, Tanzania) 

Again, it is difficult to reach firm conclusions about the quality of clinical 

interactions without the perspective of the other individuals involved, such as the 

medical practitioners described in this account. However, such reports indicate at least 

potential for structural interventions, such as clinical guidelines on infection control, or 

training in interpersonal communication and stigma awareness that might reduce the 

likelihood of generating perceptions of unwarranted discrimination. 

7.5.4.3 Community 

African communities appeared to present more threat than support, to participants 

in the study. Estelle desired support from members of her ethnic community, but felt 

that her fellow Africans would be unsupportive because of the stigma associated with 

HIV and a pessimistic view of people affected by severe illness: 

Asking for emotional support is... divulging your status. It is not actually emotional 
support––you are looking for trouble, that's what I do believe. It's what happened to most 
people… I guess, being an African, or such a community, the best way to get an emotional 
support is from an African, but they've got a different attitude too, as towards people with... you 
know, with HIV, or sick people… In general as well… Yeah, like they are scared, you know? 
They are always hoping for the negative, anything could happen then, they don't really stay 
positive, if anything happened. (Estelle, 35F, Kenya) 

Kelile felt unable to “tell about HIV” because he believed that a person who 

disclosed his HIV status in the Ethiopian community “would be alienated. No one will 

"in touch" to you.” Martha was distressed when her friends within the Ethiopian 

community spoke about people with HIV in a “terrible” way, “just taking the other 

people like... like he's not human.” She thought that if she openly disclosed her HIV 

status, “definitely you know, no one close to me.” Yilma found it “difficult” to reveal 

his “secret.” Tesfa described the social consequences of disclosure: 

For Africans the most problem is... the acceptance in society... having friends, losing 
friends and families, you know... that kind of things is scary. (Tesfa, 46M, Ethiopia) 
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In fact, when Zewdu disclosed his status to his flatmate shortly after his HIV 

diagnosis, “the next day he moved, take all his luggage, take everything.” 

Stigma within African communities thus posed an all-pervasive threat to the 

emotional wellbeing of participants and a barrier impeding their access to support from 

individuals in their social networks, from organised groups within their communities 

and from health care services. Fear of social ostracism and censure following disclosure 

appeared to be justified, at least for some participants. Moreover, some participants 

described their concerns about stigma against HIV and racism against Africans in the 

wider Australian community: 

I certainly do not talk about my HIV positive to anyone else... not because I don't want 
people to know that I'm HIV positive, but because I feel even in Australia today there is a lot of 
stigma, and I think for me I have a double stigma: one, because I'm a black woman and two, 
because I'm HIV-positive. That's a double stigma, particularly for black people. I don't know... 
because everything bad, I guess, happens in black people (laughs)––you know what I mean? 
Particularly you find there is a lot of stigma in Australia about HIV still, even though people are 
receptive of HIV people, but there is still that huge stigma about it.... I know a lot of friends of 
mine who are Australians but HIV-positive and heterosexual, but they don't just... They are 
afraid to disclose their status because of that stigma… (Hannah, 36F, Zimbabwe) 

In this case, perceived stigma in Australian society against Africans and PLHIV, 

particularly stigmatising associations between African migrants and HIV, produced 

reluctance to seek support from people outside the African communities, who might 

otherwise have been regarded as potentially supportive, such as those with shared 

religious affiliation.  

7.5.4.4 Positive peer organisations 

Peer-support organisations for people living with HIV (“positive” organisations) 

were another potential source of support for African-born people living with HIV. 

Yilma received help from a positive peer support group that helped to negotiate the 

process of immigration for his partner as well as providing other forms of support: 

Oh, we talk, laugh... you know, social life and use computer, Internet... They help me a lot 
of things.... even with processing my wife... they wrote a letter for Immigration as they 
promised for Immigration to get my wife support when she come here... the child too. (Yilma, 
39M, Ethiopia) 



 258 

Positive organisations were thus potential sources of both practical and emotional 

support, but were under-utilised by African-born PLHIV. One barrier to access was 

HIV-related stigma in African communities and the fear of inadvertent disclosure of 

HIV status, but other barriers were individual, internal factors. Ivy, although she knew 

of the positive peer support organisation and had been in hospital for some time, had 

“chosen not to” avail herself of their support; she did not offer a reason for her decision. 

However, Francis had received information pamphlets about support groups when he 

attended the clinic, but had never engaged with them. He felt quite self-sufficient: 

I've never been, so I wouldn't know, but to me it would just be boring. What do you do? 
You just go there, say, "Hi, I'm Francis and I'm positive," like an AA120 meeting or something... 
It's just... I don't know. I'm sure it doesn't go like this. They probably get together and booze up 
(laughs), have a party, but I just... I don't know. I've never been, really a support group person. I 
try to deal with my problem by myself. Not bother anyone about it. (Francis, 41M, Mauritius) 

This reasoning was consistent with Francis’ previous expressions of self-

sufficiency, command of relevant information and control over his own life. He 

appeared to consider support groups as incompatible with his self-image and identity. 

This was in some way reminiscent of the reluctance of Martha to engage with a peer 

support group because she did not want to make herself “sick” by focusing excessively 

upon her illness. In her case, she appeared reluctant to define her identity by her HIV 

diagnosis. 

Yilma had received information from the newsletter of one such support group 

about social activities, but appeared to consider their activities irrelevant or of little 

benefit: 

In HIV community... if there is a barbeque they will let you know there's a barbeque, or... 
you know, going to somewhere else, going holiday... yeah... lunch, you know... most of the time 
I was busy... I never go (laughs). (Yilma, 39M, Ethiopia) 

                                                

120 Alcoholics Anonymous 
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Gidada had participated in positive peer support groups in the past, but had ended 

his involvement because his personal beliefs seemed at odds with those of the other 

members of the group: 

It didn't work out for me… people are not very understanding of who I am and my 
background and also I wasn't very happy with the way things are... Because I personally and I 
guess me, and people like me… we are very... I don't know if I can say "spiritual"... practising... 
some kind of faith, and also very cultural, so I found it's quite different… the way we see things 
back home and here, the way... people see things, here in Australia is quite different, especially 
from culturally, and beliefs point of view. (Gidada, 42M, Ethiopia) 

The account by Gidada suggests that the relevance of positive organisations to 

African-born PLHIV might depend partly on their readiness and capacity to address 

issues such as spirituality and religion or perhaps other issues described as “cultural.” 

Such issues may not have previously been considered relevant to the lived experience of 

Australian PLHIV in a secular environment, or may have raised fundamental questions 

of identity or morality amongst the existing membership of these organisations. 

Interestingly, the report of Hannah, who was actively involved with a positive peer 

support organisation and had “spoken with a lot of women who are positive,” also 

mentioned culture as a barrier to participation by African Australian PLHIV: 

I'm a… member with [name of positive peer support group], and when we talk about these 
issues I hear people actually don't go there because of cultural reasons, not because they are not 
treated well, but because they don't want to be seen by other members who might see someone 
else that they know who might see... you know... and eventually it might go back to Ethiopia or 
to Sudan, and they don't want that to be found out. (Hannah, 36F, Zimbabwe) 

In this case, however, the “cultural reasons” appeared to be concerns about HIV-

related stigma within African communities, rather than issues of incompatible world-

views or philosophy.  

7.5.4.5 Partners 

Intimate partners were important sources of practical and emotional support, 

although complex social and individual factors influenced access to such support. Some 

partners helped with activities of daily living and house chores. For example, Francis’s 

partner would “cook, wash dishes, everything,” as well as helping with transport to and 
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from work. Others provided emotional support: Estelle, Zewdu and Benjamin received 

comfort and encouragement from their partners. Estelle thought her relationship with 

her husband (who did not have HIV) had in fact grown stronger through shared 

adversity. He had “always wanted to have a family and it has never been possible…” 

which led them to request access to assisted reproduction services: 

Sometimes you reach… a point where you can't... there's some things that you can't really 
do because of... just being an HIV positive, despite that he doesn't have HIV… for example, 
we've had a rough time trying to conceive, you know. And… and also, trying other possibilities 
such as IVF or something was stalled because ethically-wise it's not allowed... And it's the same 
thing, we had to go through the migration, wasn't allowed to stay here because of being HIV 
positive. So... yeah, half of the years I've had, it's been tough… I guess it brought us together, 
having... you know, shared such a big problem at the same time. (Estelle, 35F, Kenya) 

Supportive intimate relationships thus aided several participants to maintain 

subjective wellbeing and high levels of social function.  

Some of those without a partner thought the diagnosis of HIV barred them from 

future intimate relationships. Negasi thought it unlikely that he would be able to marry 

after his HIV diagnosis and did not want to “destroy the life of the next person.” 

However, Yilma had married an Ethiopian lady who also had HIV, and found her very 

supportive. He was able to talk openly with her about HIV-related issues. Moreover, 

they had recently had a child, born in Ethiopia; this had been both financially and 

emotionally draining: 

My wife is still back in Ethiopia… I was there six months... last year… She is HIV-positive 
too… We are OK, because we are both positive. We don't scared. We can talk any things. That's 
why I choose her… I don't want to... to hide my secret and hang around with negative people, 
because if they ask me some questions, maybe they'll be disappointed… I don't want to transmit 
the virus, too - to anyone else - so... we have our own happy world together…  My child is 
negative… I work hard with her also, not to be infected... I paid a lot of money, expensive 
hospital… they look after your baby… when you are HIV-positive... and positive people 
pregnancy... they give her medicine... and the delivery is not by labour––they cut, and all that 
costs And psychologically you think, you suffer, until you get the result… You don't want 
another positive baby… Yeah. All planned. (Yilma, 39M, Ethiopia) 

Hannah had received a marriage proposal from a male friend in Australia after 

disclosing her HIV status, but had refused his offer of marriage, ending the relationship: 



 261 

Oh, he was asking me every day to get married, because he felt.... because he knew I 
couldn't get a visa because of that reason and since he's Australian he felt if I get married to him 
then I could get a visa. So I told him, "Look, I don't think that's a reason for me to get married to 
you. I want to marry you because I cannot live without you, but at the moment I can." So we 
don't want to marry for that reason. Because what happens tomorrow if we fight, or something? 
Just think, "Oh, I got married to her because she's HIV-positive and now I've got...." I don't 
want to do that. It's like you are imprisoning someone else. You know, you want people to have 
the freedom to decide on their own… So that's basically the reason why we broke––because we 
couldn't agree to disagree. (Hannah, 36F, Zimbabwe) 

These accounts show that an HIV diagnosis was neither a universal barrier to the 

maintenance of existing relationships nor a complete barrier to the beginning of new 

relationships, including marriage. However, structural factors such as stigma and 

institutional discrimination strained relationships, sometimes contributing to their end: 

Tesfa had hoped to join his ex-girlfriend in Canada after his diagnosis, but “was not 

able to move to Canada to live with her.” 

Some participants had also encountered interpersonal difficulties in their 

relationships arising from their HIV status. Martha lacked complete confidence in her 

partner’s commitment, because he did not have HIV: 

He's supported me, given me commitment, you know... whatever it is... but I don't know if 
he's... happy... and always I don't feel… a hundred percent confidence… Because on the other 
hand... I am HIV-positive and he is not. Maybe... I don't know––still he is all right... He never 
talk about my health. Even if sometimes if I've said or something, or talking on something... 
because last week I'm sick... he don't want to listen. (Martha, 31F, Ethiopia) 

This may have been a result of her previous experience with a long-term partner 

who left her after she was diagnosed with HIV: 

Yeah, with my ex and I really... make me upset, because I was with him almost four years, 
I think and then I found out… when I was with him and he said yeah, he will support me until 
the last, and we broke up. Yeah, the reason... I am thinking… he was like that, maybe he don't 
want to stay for life… After that I'm never think I'm going to have serious relationship with 
someone… (Martha, 31F, Ethiopia) 

Francis and his long-term partner “almost broke up” after his HIV diagnosis. 

Francis felt that he had neglected to consider the impact of his diagnosis upon his 

partner:   
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Obviously, it happened to me, and I'm a pretty selfish person in general, so I just... focused 
on myself more than anything else, and never really sort of tried to understand how hard it must 
have been for him too. I knew in secret he was crying, because I found out... found him crying 
once and... "What's going on?" Because at the time he just had a test too, and I said, "Are you 
afraid you're going to have it too?" and he goes, "No, I'm just... just afraid you might die." And I 
thought, "Oh, I'm not dying... not yet." (Laughs)… I suppose I wasn't very supportive in that 
way. (Francis, 41M, Mauritius) 

Francis and his partner also encountered difficulties with the physical aspect of 

their relationship, following the introduction of condoms to prevent HIV transmission to 

his partner: 

He can't just turn around and fuck me in the morning anymore. (Laughs). He has to go 
fishing for a condom, and he doesn't like it… Well, it's definitely less pleasurable for him. I... 
from the time I was diagnosed, we were having sex every day. Still after ten years together we 
still having sex every day. By the time we've been diagnosed... by now, we probably once or 
twice a week... It's there, but still... have to put it on, and… do all these things... in the past he 
didn't have to do any of that. So it's a bit harder… But we managing, I think. (Francis, 41M, 
Mauritius) 

Estelle also described the impact of the fear of exposing her partner to HIV during 

sex: 

You never get rid of bad thoughts that, you know that anything could happen any time, 
getting scared, you know? And living in a way that's... you are sleeping with each other aren't 
you... it does affect, yeah... because you've got to be careful… because you have to use 
protection as well… You always have to know that you are protected… it's just you are 
protecting yourself is something that's scary, yeah. It's an issue… It takes a lot of energy to 
think, in fact that, you know... you are infected… It sort of... pull your energy down, you 
know... you're working hard on something and if it's anything happen, fails… you feel like your 
are a failure throughout. (Estelle, 35F, Kenya) 

Dawit had in fact ended his previous relationship because of the difficulties 

imposed by the fear of exposing his wife to infection: 

I divorce on my wife, because she doesn't have HIV, my wife––she already tested here… 
You can't make care every day once you have a woman with you, you know what I mean? 
(Dawit, 40M, Ethiopia) 

Zewdu married his Australian girlfriend after his HIV diagnosis, because she 

wanted to stay with him, despite being herself HIV negative; they lived together 

“carefully” for some time, but eventually separated: 



 263 

Living sometimes with someone that no have HIV, it's not good, you know. When one 
day... even one day, if something is happen, I don't want to blame myself, you know? After a 
couple of years, the end of the story.” (Zewdu, 43M, Ethiopia) 

In these accounts, interpersonal relationships were strained partly due to the moral 

concern of PLHIV to protect partners from HIV exposure. The physical mechanics of 

HIV prevention, cognitive understanding of HIV and emotions of desire, fear, love and 

trust, were other factors influencing these relationships. 

Some participants experienced difficulties due to questions about possible sources 

of HIV acquisition in supposedly monogamous relationships. In some cases this led to 

separation: Tesfa had discussed it with his wife, but “still she deny and that caused the 

divorce.” In Ivy’s example, the issue remained unaddressed, although doubts appeared 

to remain: 

[My husband] never raised it and I've never even raised it, I suppose. I don't know where it 
came from, so I suppose what you don't know doesn't hurt you. (Ivy, 50F, Zambia)  

This interview did not explore more deeply the ramifications of this couple’s 

approach to the unspoken question of infidelity. 

7.5.4.6 Family 

Participants also derived support from their families. Estelle had a sister living 

with her who would “cook and clean… do the laundry.” Dawit overcame his fear of 

dying with the emotional support from his brother and sister, with whom he could 

discuss his HIV status. Negasi received a great deal of help from his daughter: 

She do cooking my food and then mentally helping and day-to-day, when I am taking my 
medicine she have... she is a nurse so she... her... basically her job assisting in that. She continue 
to follow me, how am I taking my medicine and something like that. It's good, yeah. And she 
support me mentally to strong… Even financially… from her pocket. And the time... whether 
she coming after work, she cooking, she always... day to day stand by until, you know... since 
my diagnosis in this HIV she is behind me. (Negasi, 48M, Ethiopia) 

However, some participants encountered barriers impeding their access to family 

support. Alice felt that she had no one to ask for help because she had no family in 
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Australia. Ruth felt the need for family support but was frustrated by their distance and 

obstructive restrictions on their migration: 

I need family. I tried to bring them last year, but they were rejected. If they come here they 
could understand the situation, but they can't help me over the phone… If family around, at least 
I have someone, if I get sick. All the time alone, think maybe I die alone… I tried to ask 
someone when I was diagnosed with TB, because I thought I might need someone to be with 
me. I don't know how I'm going to cope. My half-brother in Sudan, and tried to sponsor, but 
they rejected. If my family come––not whole family, but at least one brother or sister––I feel 
confidence; I will have someone. I have no children, no partner, no one. It hard, you know? 
(Ruth, 33F, Ethiopia) 

Estelle was limited in the emotional support she ask from her family because she 

felt unable to disclose her HIV status to them, fearing they would not be supportive or 

encouraging: 

My sister having come here... there's another one coming too. Before they were not willing 
to, and I guess that's a beneficial thing to me - I have support. But in some ways, you know... 
Can't tell them this is because of this. Yeah, because even them, they have a different 
perspective, you know, in regards to HIV. (Estelle, 35F, Kenya) 

Francis felt unable to disclose his HIV status to his family or friends in Mauritius: 

I haven't told any of my family members, of course. I just couldn't do it… It took me over a 
year to tell my best friend from Mauritius that I was positive… he live Mauritius. I told him last 
year. I was in Paris with him. Almost a year later I told him I was positive… When I found out I 
was positive, the first thing I wanted to do is just go to Mauritius to visit the family, [partner's 
name] is telling me, "Why do you want to go so immediately?" I said, "Oh, I don't know. 
Probably soon I'll get the gaunt look and… I don't want to go there when I look like that. I don't 
want them to know anything, so...” (Francis, 41M, Mauritius) 

Thus, structural factors such as immigration policy and HIV-related stigma within 

African communities impeded access to family support. Stigma impeded access to 

assistance from positive support organisations that might otherwise have been able to 

overcome some structural barriers to family support. Of note, the transnational 

distribution of family networks was matched by the transnational distribution of stigma, 

so that attitudes prevalent in communities abroad affected access to support for 

individuals living in Victoria.  
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7.5.4.7 Friends 

Some participants received help from friends. Martha shared childcare 

responsibilities with a friend who would “sometimes take my daughter with her… I 

took her daughter when she wants to do something in the city…” However Martha felt 

uncomfortable imposing upon the friendship: 

You can't ask all the time, even with a friend, you know… (Martha, 31F, Ethiopia) 

Oscar also had help from his friends, who would take his daughter to school if he 

were travelling. Martha and Hannah made close friends with Australian families after 

their migration; they received emotional support from these friends after being 

diagnosed with HIV: 

I have some family here... in Australia… since I've been here. They always helping me, 
so... can talk to them... for everything… They know. They are supportive. They encourage me 
in so many things. (Martha, 31F, Ethiopia) 

I've got my family here in Queensland. If I need to talk to them about anything, I call 
them… We just met at church and… They were missionaries in Africa and we just clicked and 
we just adopted each other, I guess... yeah. (Hannah, 36F, Zimbabwe) 

Alex, Berhanu and Gidada had close friends with whom they could talk freely 

about HIV-related issues: 

Well, the only person is a friend of mine, who I've known since about 1982…  so he 
knows, but apart from that... and my friend in Sydney... and that's about it, you know? Well, I 
can talk about it, you know, and he wants to know… when I'm next going to see the doctor, and 
what the results were, and all those sort of things. (Alex, 56M, South Africa) 

My friends he stay with me, you know... we talk... he know, anyway, I got HIV, because 
we come here together. Anyway, when he's told me, it's nothing, you know? Can't leave, so 
don't worry, you know? Give me support. (Berhanu, 41M, Eritrea) 

I have one very, very good religious practising friend whom I confide to my problems. So 
those people are very, very helpful to me, especially the friend, my friend… I can only discuss 
this problem with my friend… (Gidada, 42M, Ethiopia) 

These participants expressed appreciation for their opportunities to speak freely 

about their HIV status, as this facilitated their discussions about key emotional issues 
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and also provided additional practical support in accessing and maintaining treatment 

for HIV. 

Health facilities also provided opportunities for friendship and support with 

people with whom HIV disclosure was possible, particularly those who were also living 

with HIV. Alice had established friendships with other women attending the clinic 

through which she received treatment: 

I have two friends. I see them at the clinic. I have their cards. Sometimes I call and 
interview them. Their story is different. One woman send from China, go to Singapore after 
take one man. After one month, get HIV. (Alice, 33F, Ghana) 

However, access to supportive friendships was vulnerable to a number of factors. 

One physical barrier was the mortality of individuals: the death of her mother-in-law 

deprived Estelle of a key support, whom she had considered her best friend: 

I lost the best friend of mine; that was my mother-in-law... She used to confide in me... in 
case of anything I could confide in her, you know… had a good relationship, but all of a sudden 
diagnosed of cancer and she died. (Estelle, 35F, Kenya) 

Support within other friendships was limited by concerns about stigma, which 

discouraged disclosure of HIV status. Some participants felt supported by friends with 

whom they interacted socially, but this support was limited to social interaction and 

discussion of issues other than HIV: 

The good friends… When I need emotional support I talk with my friends you know... we 
help each other, but otherwise it's hard to reveal your secret and tell that, talking with HIV, 
about some things, friends... it's difficult... I don't tell to anyone. (Yilma, 39M, Ethiopia) 

Ivy also felt that she could rely “absolutely” on most of her friends for emotional 

support - “if it's un-HIV-related.” 

Another factor limiting support from friends was simply the pressure of work: 

You know sometimes you go to church and maybe you want to make friends... I think I 
work almost ten hours… I work from half past eight until eight, and driving home... The best 
thing is just to avoid… It's expensive also keeping up with friends. It's expensive (laughs). Time 
is expensive. (Estelle, 35F, Kenya) 
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I've got friends, like I could go to some families there around... you know, like just go have 
coffees, you know, have a chat with them and then go... yeah... but I don't really have that much 
time for that. (Leonard, 34M, Kenya) 

Individual factors also limited access to support. Hannah felt reluctant to disclose 

her HIV status to her friends, believing she would be irritated at their undue concern 

about her wellbeing: 

The moment they hear you've got HIV or you've got cancer ––"boom"––they start planning 
your life for you... because you've got this other thing that they feel is going to kill you 
tomorrow, the moment you mention that, you've got a dead... you know... a deadline of where 
your life is going to end… My doctors said that I don't need medication, but every time when I 
go ill, some other people that know about my status, they start to... "Do you think you... this is 
it?" You know, that kind of stuff? And for that reason, I don't want to tell anyone else about it. 
(Hannah, 36F, Zimbabwe) 

In this case, pride and a sense of strength and confidence appeared to be key 

aspects of self-identity, which might be threatened by expressions of pity from others, 

even close friends. 

7.5.4.8 Faith 

Several participants derived emotional support from personal spiritual faith. 

Although faith was an internal subjective experience, it was oriented toward a source 

perceived by each individual as transcendent to his/her conscious identity. Some named 

this source of strength as ”God”; others did not personify or name the focus of their 

faith. Oscar expressed his feeling that he got “help from God” that gave him “someone 

to run to.” Kelile received help from his “inner heart of belief.” Gidada described a 

change in his attitude to spiritual matters after his HIV diagnosis: 

I used to hear people say when... after they have had HIV issue… I heard people saying 
that, "The best thing happened to me in my life." I used to get very amazed and not understand 
why people... say something like that… So, ironically, exactly why, that's what I think today… 
it completely changed my attitude... To do faith and spirituality is the big issue these days, 
because that's… what help me to get through this really, really very tough situation and point in 
my life. (Gidada, 42M, Ethiopia) 

Negasi expressed his faith through participation in the ceremonial life of his 

community:  
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I am Christian Orthodox… I attending for Sunday church ceremony and praying there and 
always I have talk my priest or... praying now for God and through my own health and just 
feeling of to get time to give God my long years or to do... to see the life of my age. (Negasi, 
48M, Ethiopia) 

Alice expressed her faith in more personal terms: 

Any time, if you go to church to pray, my God listen to me. My God never talk to me, but 
every time I feel inside. My God help me from beginning when I little girl, my God help me. 
(Alice, 33F, Ghana) 

Zewdu emphasised the importance of the hope he felt through his involvement in 

a religious community, some of whose members were aware of his HIV status: 

Mostly I'm [close to] my pastor. The pastor in my community... and I have close friends in 
Australia. I have very, very close friends… That means they know about my situation... 
obviously they feed me the word of God. Immediately I feel much better. It's more than 
medication for me... really more than medication. If my pastor or any person was praying for 
me, I could heal, really... Because always Bible they tell you hope. Hope… Nothing is hopeless 
in the Bible. It's not like another book. It's not like a fiction book. It is Holy Bible. The way you 
pray and the way you reading, always you get hope… if you get hope you can live more, more... 
survive. If you are hopeless, maybe your chance is fifty-fifty, you know what I mean? (Laughs). 
(Zewdu, 43M, Ethiopia) 

Hannah and Ivy expressed their hopes for a cure through faith: 

Can I tell you, this is not something that is an educational perspective of mine, but every 
time I go to sleep I think probably tomorrow I will find that I'm HIV-negative… You see 
nothing is bigger before the Lord. I think, for me, as a believer, I believe that. I believe anything 
can happen, because... I believe prayer can move mountains. This is how I believe. This is my 
belief… Before God, everything is possible. (Hannah, 36F, Zimbabwe) 

And of course I can cure it myself if I so desire, so I need to be more... that way more 
belief and faith I can cure it, rather than relying on medications all the time. (Ivy, 50F, Zambia) 

Ivy searched for a meaning in her experience of living with HIV, moving beyond 

her upbringing in Christian tradition: 

I used to be Christian, but I am no longer Christian. I mean I don't... I'm not a practising 
Christian, so... I'm just more a... a global person. I look at Hindu, I look at Buddhism, at the 
Moslem religion, so I'm no longer linked to one particular one… I know that for me personally, 
this is just one lifetime. There are many other lifetimes, so it's really about doing the best with 
this one and that there's a reason for everything––obviously there's a reason why I've got HIV––
it's really finding out what that is and working with it. (Ivy, 50F, Zambia) 
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Christophe was not actively involved with religion in a formal sense, but felt “at 

peace.” He felt that “someone” had been “looking after” him for “a long time”, since at 

the time of his HIV diagnosis he “wasn't supposed to live more than a year or so.” 

Leonard was actively involved in his church, being “close to a pastor” and asserted that 

he derived “ninety nine per cent” of his strength from his “faith in reading the Bible.” 

Francis, on the other hand, had no involvement with religion at all, having had “too 

much of that in my childhood.” 

Despite their emphasis of the importance of spiritual sources of strength in living 

with HIV, several participants felt unable to disclose their status to people they 

identified as religious figures of importance to them. Hannah did not think her 

disclosure to her pastor would “have any effect at all in his life,” and was concerned that 

the association between HIV and sexual immorality would affect her relationship with 

him: 

If I was to tell you this, or my pastor this, would they then start seeing me with a different 
eye altogether? Or would they still bestow me the respect that they did before they knew about 
me? And I think that's one dilemma we have as Christians as well, because of that huge burden 
that we carry, of being perfect. You know, it's a burden that we have, that you cannot set a foot 
wrong––because people start judging you, because you're Christians. Christians are supposed to 
be good! You're supposed to set an example! So you cannot set a foot wrong… I'm a very 
straightforward person, but having said that again… You set boundaries. This is my own and I 
cannot let anyone else in that boundary area. (Hannah, 36F, Zimbabwe) 

Similarly, Gidada felt unable to disclose his HIV status to a person whom he 

regarded as a spiritual guide: 

He's very religious and I feel very embarrassing and very threatening to me to… discuss 
openly this kind of thing with this kind of person, because I just think maybe there is no 
understanding of… my situation, why this happened to me and because I'm human being I 
can… make mistakes and faults. Sometimes people tend to forget that kind of things so I just... 
yeah, because of that I just don't. (Gidada, 42M, Ethiopia) 

Negasi expressed a wish to disclose his HIV status to his priest “one day”, top ask 

him for “forgiveness… to pray for me.” 

The accounts suggest that intrinsic faith provided emotional strength to endure the 

challenges of life after HIV diagnosis, but structural factors related to religion barred 
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access to such support, at the individual and interpersonal levels. Doctrinal association 

between HIV and sexual immorality, as well as the institutionalised condemnation of 

homosexuality, led Gidada to perceive himself in negative terms and evoked emotions 

of guilt; it was unclear how much of this negative self-perception related to 

homosexuality per se, rather than sexual immorality in general. On the interpersonal 

level, community perception of an association between HIV and sexual immorality 

reduced the supportive potential of interpersonal relationships between African-born 

people living with HIV and members of their faith communities. 

7.5.5 Information sought by African-born Victorian PLHIV 

Participants sought information about HIV after diagnosis to varying degrees, for 

diverse purposes. This included: information about advances in HIV research, 

particularly regarding curative treatments and vaccines; global and local AIDS 

epidemics; HIV symptoms and treatment, relationships and childbearing after HIV 

diagnosis (Table 7‑17). Participants obtained information about HIV from mass media; 

the Internet; printed information at hospitals and clinics; staff of health care facilities; 

positive peer support organisations; academic colleagues and public health advertising. 
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Table 7-17 Information sought by African-born Victorians after HIV diagnosis 

Advances in HIV research 

Global and Australian AIDS epidemic 

Symptoms and treatment of HIV infection 

Relationships and childbearing 

 

7.5.5.1 Advances in HIV research 

Some participants sought information about progress in research on HIV. Hannah 

remained interested in “new developments” in HIV research, such as vaccines, because 

she wanted “to believe that we're not always going to be afraid of HIV all our lives. 

Obviously we must have a breakthrough, you know.” She obtained information about 

HIV epidemiology in Africa through her own fieldwork in Africa with additional 

searching through scientific publications about HIV: 

I actually research on HIV, so I do my research in my room. If you go in my room, it's 
books about HIV––not because I'm HIV-positive by the way––it's just a subject that I'm 
interested in, that's all. Mainly because I come from Africa and I think it's a threat to society and 
I want to know more about it, so I do my own research... my Master's thesis was on HIV again... 
and I'm still looking at ways I can contribute toward that, so that's why I do... (Hannah, 36F, 
Zimbabwe) 

This research also brought Hannah into contact with academic colleagues, with 

whom she discussed progress in HIV research: 

I've got my own connections with... I've got a lecturer at [name of university]. She does... a 
lot of research on gay people and HIV and also drug users as well. So she's a friend and she's 
helping me at the moment… (Hannah, 36F, Zimbabwe) 

I've got a lot of professional colleagues that are interested in HIV and we talk at a 
professional level, not as a thing that we would discuss over dinner, over a cup of coffee, no. 
(Hannah, 36F, Zimbabwe) 

 Hannah made use of HIV-specific websites containing information about 

research and treatments: 
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Especially this British website that I visit a lot. They do a lot of research in that area. So it's 
quite helpful and also the Alliance––the International Alliance of HIV––it's a UK organization 
again... so... they do a lot of the research on HIV issues. (Hannah, 36F, Zimbabwe) 

Estelle sought information from the Internet and from patient information 

brochures at her clinic about “effective treatment”. Oscar asked his doctors about 

“developments in medication”. Martha read an article in a local paper about how “they 

said now they're going to find out now ten years time and for HIV to be cured…” and 

Negasi had hope that there would be “technologies in the future… coming before I am 

dying… I will cured and become OK.” 

Participants appeared to seek authoritative information that would provide hope 

for a future without HIV. Educational level and interpersonal relationships influenced 

their ability to access such information. Formal higher education enabled discovery and 

comprehension of technically complex information; those less educated or academically 

connected relied upon treating doctors or mass media. 

7.5.5.2 Global and Australian AIDS epidemic 

Some participants also sought information about the global AIDS epidemic. 

Dawit looked for statistics about HIV such as “how many people… in each year... in 

every country… HIV positive, AIDS and that kind of things from each country…” as 

did Tesfa, who searched for “all that is current clinical research... current news... 

number of people infected per day...” Estelle, searching the Internet for “American 

medical journals”, looked at “infection rates and things like that.” Participants obtained 

information about HIV from mass media in Australia, such as South African 

government statements about the role of HIV in AIDS, the lack of access to HIV 

treatments in Africa and the deadly nature of HIV in Africa: 

It's always bad news. On the TV it's always Africans... you always hear about them… 
Yeah, so, I mean radio too, sorry––absolutely. When they were looking at an epidemic that's 
happened, or they're complaining about South Africa not admitting to HIV, or whatever. It is 
always... and also something which is coming up more and more, which is interesting, is that 
the cost of medication... how the Western governments don't want to reduce it because they're 
making squillions of dollars out of the poor Africans in Africa––so bloody outrageous. (Ivy, 
50F, Zambia) 
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South Africa sometimes you see in the news, like... Africa, all Africa, HIV, if you see 
news…People they die, yeah? People they die. Too many people. It's very hard. It's not good, 
you know... but... what to do? Nothing to do. It is happening. People they die. Too many people 
they die in Africa. No medicine, no nothing. (Berhanu, 41M, Eritrea) 

Some countries they have HIV since amount of thousand people - say South Africa or... I 
have seen in television... also the newspaper… The same announcement - this amount… 
(Negasi, 48M, Ethiopia) 

Kelile also obtained information via television about the historical origins of HIV: 

There was a documentary film in SBS121 about the cause of HIV. There was a big debate 
about from a monkey kidney, put in a vaccination and it is given to the African people in Congo 
or Sierra Leone... can't remember the place, but it is repeatedly on the SBS channel one year 
ago, twice or thrice. (Kelile, 50M, Ethiopia) 

Ivy wished to know the true number of people diagnosed or living with HIV in 

Australia; she wondered whether the scale of the HIV epidemic in Australia was 

indicated by the lack of attention devoted to HIV in the Australian media: 

I don't know how much HIV actually exists in the open, so... I don't think it's an epidemic, 
or pandemic, or like there's an issue... it's just that compared to the population, there's not many 
people have got it, so they've got bigger issues of gambling, alcoholism and drug use which is 
far more at the forefront of people's minds than HIV. That explains why it's not really a major 
issue in the newspapers and media, except for international news. I don't know. How big is it? 
(Ivy, 50F, Zambia) 

Estelle had found information “from the sexual health newsletters” in at the clinic, 

about “how many diagnoses, how many people have been diagnosed in a year, 

something like that.” Gidada had obtained information through participation in 

discussions about HIV: 

The HIV transmission in Australia is... growing, these days… the number of people... 
infected... is increasing for some reason. I don't know what the reason is. (Gidada, 42M, 
Ethiopia) 

Participant enquiries about the global and Australian HIV epidemics appeared to 

represent efforts to provide themselves with a context for their own experiences of 

                                                

121 Special Broadcasting Service 
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acquiring and living with HIV. It was unclear how participants integrated such 

information into their own lived experience, as some information seemed unlikely to 

have direct implications for their treatment or to address the challenges they faced in the 

Australian context. However, their remarks about the relative invisibility of African 

Australians living with HIV may suggest an urge to identify other people with similar 

experiences, or a desire for greater understanding within the African communities or 

Australian society generally, of the experiences of African-born people living with HIV 

in Australia. 

7.5.5.3 Symptoms and treatment of HIV infection 

Some participants sought information about symptoms of HIV. Alice, who did not 

know how or when she had acquired HIV, wanted information about symptoms of HIV 

infection that could help her to interpret her own experience: 

If you get HIV, how can you know you have HIV? Make you feel sick, or you feel tired? I 
just want to know that… To compare mine. Sometimes I am thinking my head, "I have HIV." If 
something wrong, small things, I think, "Is HIV." That's something I want to know. (Alice, 33F, 
Ghana) 

In fact, she saw images of HIV for the first time on television in Australia: 

My country I don't have TV. Here I see some people with HIV––a very difficult sickness… 
You see they are very sick, their mouth sore, their skin big pimples. The TV start to talk, "These 
people are HIV." After, I see people, they are very nice... some people are very skinny and 
bones, they not wake up. That's why I am scared. That TV was in African country, they people 
do not have food or water... is Africa, not here. (Alice, 33F, Ghana) 

In this case, Alice reacted with fear to information not directly relevant to her 

situation at the time of viewing. The emotional impact of these images affected her 

subsequent interactions with her treating doctors, making her anxious to start treatment, 

despite structural barriers initially constraining her access to medication. 

Estelle had previously searched for information about symptoms of HIV, but later 

focused on learning about the effectiveness and side effects of ARV drugs: 
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Sometimes you get to know... I used to initially look for like signs and symptoms and 
things like that (laughs) because I was really paranoid, and then I gave up (laughs). Now I 
always look at how effective the treatment is, you know... side effects, things like that. You 
know. Yeah, just in case I need to go for treatment. You know, I should look at what I am 
deciding... things to do that I can manage. (Estelle, 35F, Kenya) 

Dawit learned that “before… they don't have… the medicine to take you for long 

life, but now they improving…” 

Having experienced some side effects of treatment in the past, Kelile searched for 

information about ARV drug side effects. He sometimes found “in the newspaper it 

talks about medicines for HIV,” and had possibly learned about neurological side 

effects of antiretroviral drugs from the Internet, where he read about “all the symptoms, 

type of medicine, type of side effects from medicines,” including information that he 

interpreted as “type of HIV medicines can cause leprosy.” This may have been 

information about peripheral neuropathy, but this is difficult to ascertain, without access 

to the original information.  He was still keen to obtain more information: 

I would like to know the real impact of the medicines––the negative impact. Some of the 
medicines looks for me devastating. It affects your thinking capacity. It's rather die than affect 
thinking. This medication must be avoided or introduced clearly to users. I was told I would 
have daydreams, but I lost my thinking capacity and my memory too. The medicines are new, 
recent finding. They should clearly state side effects. There should be more research about side 
effects. (Kelile, 50M, Ethiopia) 

These participants thus sought information to increase their understanding of the 

medications that they were being asked to use for treatment. In this way, they were able 

to play active roles in the process of deciding on treatment, rather than relying simply 

on trust in the competence of their treating doctors. Some, however, preferred to trust 

their doctors, feeling that too much information about possible adverse reactions might 

simply increase their anxiety: 

At the moment––no. I will say I'm happy with what I know (laughs). I don't want to get 
scared. (Leonard, 34M, Kenya) 
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Francis felt that conversations about HIV with clients of his business and with 

friends that were living with HIV had prompted him to discuss specific issues with his 

doctors about aspects of HIV treatments: 

I work with people, and I've got a lot of clients that are nurses, doctors, everything, and 
they talk about different things. They do not know about my status, of course, but... yeah... I 
don't precisely know where I get them from. I don't know. Some people tell me. Most of the 
time people tell me. Like I've got one of my clients, goes, "Oh, I got my 'flu injections today, 
and I'm feeling a bit crooked," and I'm like, "Hmm, maybe I should go and have one of those." 
You know, just go and ask the doctor... (Francis, 41M, Mauritius) 

In this instance, Francis again appeared to prefer to maintain a position of control 

in respect of his HIV management. His initial sources of information were people in a 

position of relative dependence upon him––his clients. He seemed to prefer to approach 

his doctors having already obtained some background information about issues to be 

addressed in the medical consultation.  

7.5.5.4 Relationships and childbearing 

Some participants sought information about relationships and the possibility of 

bearing children after HIV diagnosis. Alice had recently entered a new relationship and 

sought information about the risk of sexual transmission to her new partner. Dawit had 

learned about prevention of vertical HIV transmission from clinic pamphlets: 

They put catalogue on front; you take them, the catalogue, when they're new… how to 
transfer HIV from another person to another person... not HIV... or anyway an STD or 
something... sexual transferred disease, and how to transfer all that one... and if you have it, then 
to come to check up. You can check up whatever you want. Then that's good information, yeah. 
(Dawit, 40M, Ethiopia) 

Tesfa was hoping to marry again, and was using the Internet to seek a female 

partner with HIV, visiting “sometimes the dating sites.” In addition, he sought 

information about any “clinical trial for cure” in which he could take part, “whether this 

costs life or not.” 

Hannah thought that information provided by the positive peer support group 

about having children after being diagnosed with HIV was “quite helpful, really.” She 
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thought, “A lot of people want to look into that aspect…” In fact, Berhanu did express a 

desire to know whether a person with HIV could have children who would be 

uninfected, as did Dawit: 

That was the only thing I wanting will be like... there is a way, or if you have a kid, like… I 
think it's to try, then they... yeah, if they that way, if there is possibility of something… (Dawit, 
40M, Ethiopia) 

Martha had been surprised to discover, from patient information brochures in the 

clinic, that it was possible to have children after being diagnosed with HIV: 

Interesting for me the... having a kid. That was a big surprise me from the beginning… 
Yeah, and the other thing you know... how you can live longer.... with the medication... give 
you a lot of hope… (Martha, 31F, Ethiopia) 

Ruth had finally, after years of asking, been informed that she might be able to 

have a child. She expressed bitterness that so much time had elapsed since her diagnosis 

before she learned of this possibility, and hoped that she would be able to remarry and 

have a child. However, she had not yet disclosed her HIV diagnosis to her fiancé in 

Ethiopia: 

Last year the doctor said I could have children. All those years, no doctor told me... gave 
me a little bit of hope. I couldn't believe it. She made arrangements with other lady (other 
doctor). I went… and she explained more. She told me I could have a baby, but still chance to 
have positive, if breastfeeding and delivery. If I avoid all those things, I can have children. 
When I get pregnant, I have to use tube, or something in hospital [IVF], or my partner can do. I 
have a little bit of hope to have a child, maybe. My mother, all this time ask––I can't explain. 
Last year, when I went back, they ask me, do I have... I said I couldn't find the right person. 
This person I knew since children. In 1995, he asked to marry, but my family rejected––he not 
graduated. I love him... loved him all this time, but I couldn't be with him... and he loved me, 
too. I have been married; it was arranged marriage––he was upset and we distant… but I 
explained all about marriage... and he graduated... asked again. I explained, and my family 
accepted. But the thing killing me is that I didn't tell him. I sponsor him, and when he come, he 
understand. That is the hope I have. (Ruth, 33F, Ethiopia) 

Participants sought information to help navigate key challenges around having 

children. Those in relationships revealed deep concern about the wellbeing of their 

partners, but also reported their own emotional challenges. The drive to fulfill the 

important social role of parent was strong. Information about the possibilities and the 

challenges of childbearing enabled participants to make informed decisions. Those 
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without such information had experienced distress and difficulty in interpersonal 

relationships. Even those with partners and possessed of sufficient information to 

inform their decisions sometimes faced structural barriers to fulfillment of their desires, 

due to institutional inflexibility and a paucity of alternatives.  

7.5.6 Barriers impeding access to information for African-born PLHIV 

The importance of information to African-born PLHIV in Victoria is thus clearly 

shown. However, participants identified several major issues affecting their access to 

appropriate information about HIV. Participants reported finding little information 

about HIV in Australia, as most HIV-related information focused on HIV in Africa. 

Such information as was available contained stereotypical depictions of HIV as a deadly 

disease associated with sexual immorality. Participants reported stigma against HIV as 

the most important barrier impeding their access to information about HIV (Table 7‑18). 

 

Table 7-18 Barriers to information on HIV after diagnosis 

Lack of information about 
HIV in Australia 

 

Focus on HIV in Africa  

HIV stereotypes Deadly disease in Africa 

Homosexuality 

Promiscuity 

Drug abuse 

HIV-related stigma Stigma within African communities against PLHIV 

Stigma in Australia against African Australians 
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7.5.6.1 Lack of information about HIV in Australia 

Several participants commented on the perceived lack of information about HIV 

in Australia. Hannah thought “it's not something that's talked about in Australia that 

much…” Berhanu had seen no information about HIV in Australia after migration; he 

speculated that perhaps “they got here maybe many, many AIDS, but they don't print it 

in the news. I don't know.” Ruth and Yilma had also heard little about HIV in Australia 

after their arrival: 

After I went back home, at that time, not much stuff, but people talking... I know they 
discuss here, but not as much as there. (Ruth, 33F, Ethiopia) 

However Zewdu noted that print and electronic media in Australia provided 

information about the nature of HIV, its transmission and prevention, and means for 

contacting relevant health services: 

Now the media? Every minute… TV, newspaper... in workplace... plenty… around the 
moment... how it is a virus is danger and you should protect the way you're doing and the way 
you're living in your ongoing life. And you should see the doctor what's happening when you 
are feeling sick... Like this... how it is bad to you immune your life, you know? So you have to 
see the other people... the doctor… newspapers the same thing… Just they give you a local 
phone number to the contact. And now too, a lot of doctors to advise for you, they can tell you... 
phone number or whatever newspaper. They will tell you to go here. (Zewdu, 43M, Ethiopia) 

He thought that most people in Australia had opportunities to access information 

about HIV: 

It depends the person, you know, but at this time, about HIV, everybody knows on media, 
you know. They come out on TV on newspaper, whatever... at least five, ten times a day you 
can heard, you know… All community they knows about HIV. And at least people they have 
some idea, you know? (Zewdu, 43M, Ethiopia) 

Gidada also thought that there was abundant information about HIV in Australian 

media, but most such information concerned Africa, rather than Australia: 

These days there is lots of HIV and AIDS-related... I mean... issues on TVs, yeah, like 
documentaries, and these days I've... you know, I see lots of information... I get lots of 
information from TV programmes, documentaries, especially, you know, what's going on in 
Africa and the level of HIV and the transmission, the treatment, that sort of things. (Gidada, 
42M, Ethiopia) 
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These conflicting accounts suggest that the perceived lack of information in 

Australia concerning HIV may result more from the focus of the information provided, 

than an absolute absence of information.  

7.5.6.2 Focus on HIV in Africa 

Several participants shared the perception that Australian HIV-related information 

tended to focus more on HIV in Africa than African Australian PLHIV: 

With the stories, mostly it's from outside. I haven't seen any that's... you know? Only that 
when there's an infection going, you know, someone has infected someone, is when you can get 
it on the news, you know… It wasn't really so much to do with Africans… And there is nothing 
so much I came across about African, especially with HIV... mostly in Africa in the news that's 
just relating to the high rates in Africa. There's nothing really in particular of African 
Australians who have... you know... with HIV… (Estelle, 35F, Kenya) 

Similarly, Ivy had received the impression from the media in Australia about HIV 

that it was “always bad news. On the TV it's always Africans... Not here...” and when 

Gidada discussed HIV with people socially, “most of the time people talk about HIV in 

Africa.” 

The perceived focus on Africa appeared to influence perceptions of HIV in 

Australia, within the African communities and wider community. Scenes of HIV in 

Africa raised the possibility that members of Australia’s African communities might 

respond with feelings of fear or revulsion to images of people, with whom they might 

share a physical or cultural affinity, who suffered immense individual and societal 

damage from the AIDS epidemic in Africa.  

7.5.6.3 HIV stereotypes 

Berhanu described the impression about HIV in Africa that was conveyed by 

Australian mass media: 

South Africa sometimes you see in the news, like... Africa, all Africa, HIV… People they 
die, yeah? People they die. Too many people. It's very hard. It's not good, you know... but... 
what to do? Nothing to do. It is happening. People they die. Too many people they die in Africa. 
No medicine, no nothing. (Berhanu, 41M, Eritrea) 
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Ivy observed that HIV was perceived by people in Australia as a deadly disease 

ravaging Africa, but one that in Australia was associated with homosexuality, 

promiscuity and drug abuse: 

The one time you hear about HIV, if you're talking about gay community - that's where it 
appears to have... No discussion otherwise. Unless you're gay, HIV wouldn't be featuring as an 
issue… So, I lie––it's two things: being gay and taking intravenous drugs… Even at work we 
don't talk about HIV. It's not part of the discussion at all, unless it's been in the news––they talk 
about how dreadful it is in Africa, all the people are dying of HIV, like these orphans and kids 
being left on their own without any parents––apart from that it's not something you talk about 
having HIV within the Victorian community, unless you're gay or on drugs. Because I'm not 
either, I wouldn't even discuss it. (Ivy, 50F, Zambia) 

Ivy felt that since HIV was associated with these marginalised groups, “it's not 

talked about in Australia as being a problem, apart from the gay community and 

intravenous drug people, and nobody cares about them anyway.” The stereotypes 

associated with HIV in Australian media thus distanced HIV as an issue from most 

viewers and isolated those with HIV, who might not identify with the groups presented 

as “typically” having HIV. Such stereotypes seemed likely to contribute substantially to 

HIV-related stigma. 

 

7.5.6.4 Stigma against HIV 

As noted above, participants encountered the stigma against HIV within their 

ethnic communities, due to its association with homosexuality, promiscuity and drug 

abuse. This stigma and the consequent reluctance to risk disclosure of HIV status 

produced reluctance to access certain services: 

If you go to [name of hospital]... and if somebody saw you they start talking ––"You saw 
him... that's the AIDS clinic," and… to avoid that you cannot go on that kind of places… there 
are a lot of people working in the hospital... they saw you when you pick up medicine and they 
will talk that, explain you taking medicine and they will talk to people, see? So that way, you 
will lose your social acceptance, you know––to protect that you have supposed to be secretive 
on that kind of situation. (Tesfa, 46M, Ethiopia) 

Stigma also restricted discussion of HIV in social settings; although Estelle 

sometimes participated cautiously in social conversations about HIV: 



 282 

I wouldn't like to talk about it myself… When I have to make a comment I make a 
comment… But... I don't talk in a way that I'm talking in… with HIV, in regards to myself, or 
anything... no. (Estelle, 35F, Kenya) 

Martha felt unable to talk about her “health condition” because no one would be 

“close to” her if she were to reveal her HIV status; she thus stayed “all the time silent.” 

Estelle, although she did not “get in touch with other Africans as much”, had noted 

gossip about individual African Australian PLHIV: 

Sometimes you can hear people talking but, "you know, so-and-so in the African 
community this has happened," because, you know, he was infected with HIV and, you know, 
he's sick, or he's dying, or things like that… Yeah, it's very, very few cases… You know, I think 
the West Africans are more open to talk, and I think more open to talk and mention someone's 
name, whereas I think the East Africans are more reserved and scared about the whole thing… 
(Estelle, 35F, Kenya) 

Despite his concerns about the consequences of disclosure, Gidada tried discretely 

to educate people in his social network about HIV: 

I do discuss with people and in a way... you know, without exposing myself and my 
situation I do try to educate people... what it is, and… how it happens to people. I try to... as 
much as I can... give... the correct information and knowledge I have to other people, to just 
make people more understanding. (Gidada, 42M, Ethiopia) 

HIV-related stigma resulted from stereotypes about HIV and the fear generated by 

images of HIV in Africa, but also contributed to the lack of available information in 

Australia. African Australian PLHIV, possessing experience and knowledge with 

potential to challenge stigma and existing stereotypes, felt unable to disclose their HIV 

status, or even to speak with authority about HIV, fearing social ostracism. Stigma thus 

arose from and contributed to, lack of information and HIV-related stigma.  

7.5.7 Suggestions for providing information to African-born PLHIV 

Participants identified various means for providing information about HIV for 

themselves and others, including media, the Internet, printed information at hospitals or 

clinics, professional health workers and positive peer support groups (Table 7‑19). 
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Table 7-19 Suggested means & potential barriers for providing information 

Mass media Advantages of mass media  Raise HIV awareness in general 
public 

Stimulate social discussion about 
HIV 

Barriers to mass media 
information 

Credibility 

Economic incentive 

Sensationalisation 

Stigmatisation 

Internet Advantages of internet Privacy 

Convenience 

Barriers to internet information Educational level 

Telecommunications 
infrastructure 

Printed patient 
information 

Advantages of printed 
information 

Practicality 

Barriers to printed information Relevance 

Privacy 

Health professionals Advantages of health 
professionals 

Credibility 

Relevance 

Barriers to health professionals Language 

Educational level 

PLHIV peer support 
group 

Advantages of PLHIV peer 
support 

Credibility 

Relevance 

Barriers to PHIV peer support Morality/spirituality 
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7.5.7.1 Mass media 

Estelle suggested mass media as a means for raising awareness about HIV in the 

general public and enabling her participation in social discussion about HIV in Australia 

without revealing her own status: 

I guess media would be good, because media would get awareness... because it's very hard 
to pass the information to other people, or hard to talk to people about it. Any time would be 
hard––if you started to talk people would wonder why you talking about it. (Estelle, 35F, 
Kenya) 

Participants discussed the potential for mass media to stimulate social discussion 

about HIV (Berhanu). Some valued the factual information presented in documentaries 

(Gidada). However, others doubted the economic incentive for commercial broadcasters 

to develop informative programs (Ivy) to explain about HIV, or expressed concern 

about the tendency sensationalise both individual cases and issues such as migration and 

HIV: 

A few months back, I think there was something HIV on the increase in Australia... and it 
was related to... immigrants... I think the media overreacted. (Hannah, 36F, Zimbabwe) 

Benjamin expressed concern at sensationalised media coverage associating 

African immigrants with transmission of HIV in Australia: 

Just horrible stuff about people spreading the disease. It's a bit distressing when you see it's 
an African. It's not good news, but it's news you want to read...TV: same stuff... nothing 
educational, definitely... just sensationalised news. They always try to portray the immigrants, 
especially the Africans, as the ones bringing the disease here… (Benjamin, 52M, Zimbabwe) 

Ivy speculated that the media’s association of HIV, migration and Africans could 

lead to African Australians being stigmatised as “carriers” of HIV that threatened the 

Australian population: 

Because I don't know what screening that they have, in regards to the people coming 
through, from Rwanda and Somalia and all those sort of places, and my concern is that because 
of the media––international media, etcetera––it's as if it's a black disease, so all Africans have 
got AIDS, or at least they are walking AIDS victims, or possible walking AIDS victims and 
when we have all this influx of the Somalians and other refugee people, who may or may not 
have HIV––I don't know how they are screened––and once that begins to increase, they're going 



 285 

to start looking for a scapegoat and it's not as if you were hard to spot, so my fear is that 
Africans are going to be targeted as the ones who are bringing HIV into Australia in the same 
way they are targeting the Asians for bringing in the bird 'flu. It will be a racial issue in the end, 
rather than a disease issue… Because whenever there's an epidemic... like, once more people... 
Gays and people who are on drugs, people are thinking, "Well, they deserve it. That's why they 
got it. God's punishing them," or whatever they just happen to be, but if the mainstream start 
getting HIV, and then becomes linked to the fact that they had a sexual encounter with an 
African, they therefore become an African disease and every African you have around is a 
potential of having HIV… Because of media already saying that Africa has got the largest 
amount of HIV happening in the world, and that in the year whatever-whatever, half a billion of 
them will be HIV-positive and all that sort of stuff. So there is a perception out there that Africa 
as a continent is riddled with HIV anyway. And all the Somalians coming across, obviously 
bringing HIV with them, and then spread it here. It just takes one or two Africans to spread the 
HIV and then it becomes that HIV is now an African disease… everyone is blanketed under 
this. So once a few Africans have HIV and pass HIV on to a few white people, then the blanket 
will come on again and say, "All Africans have got AIDS, so be wary of them," and the talks 
about we should ban them from coming to Australia here, they're bringing in diseases and all 
sorts of different things. It's going to be interesting. Let me tell you, it's going to be very 
interesting. (Ivy, 50F, Zambia) 

Participants thus seemed well aware of the potential power of mass media for 

good or ill. They were also aware of the interplay between commercial pressures and 

existing community attitudes, particularly those related to race, migration and public 

health. Interestingly, the accounts of participants such as Ivy also revealed the potential 

for the threat of external racism to foment discord within African communities along the 

axes of ethnic and religious diversity.  

7.5.7.2 Internet 

Participants found the Internet a useful source of information; its main advantage 

being privacy. Kelile found that the Internet provided “access to certain websites instead 

of carrying books or pamphlets which may not be comfortable to carry.”  Estelle 

favoured the Internet as a source of information because: “I've got easy access to it. It 

can be confidential as well… I can easily destroy it.” For similar reasons, Tesfa thought, 

“The Internet is best” and searched the “dating sites” in the hope of meeting a future 

partner who was also HIV-positive. Martha had previously used the Internet as a source 

of information, but at the time of the interview was “busy” and did not “have Internet at 

home at the moment.” 
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Access to online information depended on individual factors such as education, 

but also structural factors such as infrastructure and pricing. The advantages of privacy 

and flexibility were partially countered by concerns about reliability or accuracy, but 

most participants viewed the Internet as a potentially useful resource. The value 

attached to privacy resulted in part from community HIV-related stigma.  

7.5.7.3 Printed information at hospital/clinic 

Printed information, such as patient information booklets and community 

magazines, was viewed with some ambivalence, due to concerns about the relevance 

and the privacy of such materials. Although Hannah had the impression that the 

information available in Australia was “mainly about HIV and gay people”, Benjamin 

viewed printed material as a source of useful, practical information about HIV when it 

was provided at the hospitals or clinics that he attended: 

For a person like me, having it with my doctor––so when I go every three months, there is 
a booklet––that will be great. And for some reason, up to last year they had all magazines, but 
now they've disappeared––you could read and take them home. That kind of information was 
very good. They should bring it back. For some like me, I don't want to come here [to the HIV 
rehabilitation ward] or go to [the HIV resource centre]. I know the information is there, but I 
don't want people to see me go there. If it is in the ID clinic, that will be good. (Benjamin, 52M, 
Zimbabwe) 

Yilma thought that he would read printed information at the clinic because it was 

“safe to pick it up”, as did Dawit: 

I come here every two months, or every two... every two months. Every month when I have 
an appointment, try to put a catalogue here, then I come, take from there… (Dawit, 40M, 
Ethiopia) 

Martha liked to “just grab, read,” printed information when attending clinic. 

Kelile was able to read about condom use to avoid exposing partners in “some affairs” 

to HIV; he also found information about “medication and side effects” to be useful. 

Francis claimed to dislike reading much in general, describing himself as “too 

lazy to read a lot of stuff,” but he did read, in the gay community newspapers at his 

clinic, about the experiences of  “people who's been on medication and… about how 
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they felt about it, and stuff like that…” However he became anxious when the staff 

provided him with more detailed printed information shortly after his diagnosis: 

I don't like reading those stuff much, because... it makes me start believing I'm getting 
them, so... I'm not that bad, but a little bit bad. (Laughs)… That's the first information book I 
got from here, they told me to read the first eight chapters, which was about the beginning of it 
and, "Forget about Chapter Eight––that's when you go on medication," And obviously I started 
from Chapter Eight onwards, and then I felt in a panic, because I thought, "Oh, shit. This is 
what's going to happen to me." (Laughs). I'm not good. (Francis, 41M, Mauritius) 

Benjamin was comfortable with the idea of finding printed information at his 

doctor’s clinic, but he was less comfortable with the idea of collecting such information 

from an HIV-specific resource centre: 

The other unique issue for Africans: we know the facilities are here, but I can assure you - 
very few of the Africans will come here… because we stand out. A bit more anonymity will 
help us. (Benjamin, 52M, Zimbabwe) 

For similar reasons, Ivy thought that it would be unsafe to post printed 

information about HIV to her house: 

You couldn't post it to my house, for sure. That's for sure. I wouldn't like it to be posted… 
If it was me wanting it, I would have to come in here and pick it up myself, read it here, and turf 
it out… Don't want everybody to know I've got HIV in case… I put it down somewhere and 
then it's linked to me. (Ivy, 50F, Zambia) 

This fear appeared well founded, in view of Hannah’s description of another 

woman’s experience following the inadvertent disclosure of her HIV status to her 

neighbours: 

The last time I was at [the positive peer support group]… they were telling me a story of 
another woman who lived somewhere… who gets her tablets.... via post, and they went to a 
wrong unit and she's... been abused because of that. (Hannah, 36F, Zimbabwe) 

Printed information thus appeared to possess the advantages of reliability and 

convenience (at least for those attending clinics), but the major disadvantage of privacy 

concerns. This disadvantage resulted from HIV-related stigma and fears that association 

with printed material concerning HIV would lead to inadvertent disclosure of HIV 
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status. This suggests that the lack of discussion within African communities about HIV 

in Australia actually exacerbated the lack of access to printed information.  

7.5.7.4 Health professionals 

Several participants suggested health workers as the most reliable and useful 

source of information about HIV. In the opinion of Gidada, “hospitals, clinics, and 

health professionals, they are the best people to get information from.” Berhanu agreed: 

Easy you can get it from your doctor, when you meet him, when you see him, you have to 
ask him. But the other peoples don't know nothing, like me… But doc the most... can make you 
feel satisfied. (Berhanu, 41M, Eritrea) 

Oscar also thought doctors were a source of “reliable information”, while Leonard 

would ask his doctor “anything I really want to know…” 

Francis felt able to get “all the information I need” on is regular clinic visits, and 

had confidence that the doctors and other clinic staff would provide him with all 

relevant information: 

I'm just happy of... with what they tell me, usually here… if they want to put me on 
medication I'll go on medication… I know I've got this thing, this HIV thing, you know, and if I 
need to do anything, somebody's going to tell me what to do. (Laughs). (Francis, 41M, 
Mauritius) 

Only one participant reported experiencing difficulties with verbal information 

received from her doctor and other health staff: Alice, who grew up speaking a local 

West African language and having no formal education, had difficulty understanding 

English language information about side effects of her ARV medications. After hearing 

that possible side effects of medication included nausea and vomiting, Alice understood 

this to mean that the medications acted in a similar manner to the traditional African 

emetic medications with which she was familiar: as the ARV drugs did not cause her to 

feel nauseated, she repeatedly tried manually to induce vomiting. She later realised her 

misunderstanding, but subsequently changed medications when her residency status 

made her eligible for subsidised medical treatment in Australia. 
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Access to information from health professionals depended on the quality of the 

interpersonal relationship between patient and clinician, as well as the training and 

knowledge of the clinician. Other relevant factors, as seen above, were the conceptual 

framework of illness and healing, level of education and English fluency possessed by 

the person living with HIV.  

7.5.7.5 Positive peer support group 

Some participants suggested that positive organisations might represent a source 

of reliable and relevant information about HIV: 

I believe talking with people with the same experience and you say the same situations also 
gives different prospects, you know, about the situations in this and everything… (Gidada, 
42M, Ethiopia) 

Through her involvement with several such organisations, Hannah obtained 

information about HIV, including childbearing after HIV diagnosis and news of other 

people living with HIV: 

I've joined in with quite a lot of organisations... I get newsletters… get them from 
somewhere else as well, I don't know… they do have their own newsletter… talks about health, 
how you need to take care of yourself if you want to have a baby… all those other 
information… every woman's heart want to have a baby and I think most... a lot of people want 
to look into that aspect… "Can I have a baby when I'm HIV-positive and what is going to 
happen?" You know, the implications and stuff like that... So I think it's quite helpful really. 
(Hannah, 36F, Zimbabwe) 

However, although some participants, such as Yilma and Hannah, had obtained 

useful information about HIV through their engagement with positive peer support 

organisations, Gidada had found the attitudes of other group members incompatible 

with aspects of his own approach to life, particularly regarding spiritual matters, as 

described above. 

Positive peer support organisations were thus a potential, rather than real, source 

of information for most African-born people living with HIV. The relative importance 

of factors such as cultural sensitivity and relevance of content is difficult to assess from 
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these accounts, but may have been even greater for African Australians living with HIV 

who were less engaged with their treating doctors.  

7.6 African-born PLHIV clinical narratives discussion 

Several key themes emerged, related to HIV acquisition, diagnosis and subsequent 

access to social support and information. Considered within analytical framework 

outlined in Chapter Four, these themes suggest relationships between psychological and 

physical individual factors, interacting with the social and physical environment to 

produce the observed patterns of HIV diagnosis, clinical illness and difficulties 

encountered by African Australian PLHIV in Victoria.  

7.6.1 Exposure and delayed diagnosis 

Themes related to HIV exposure and delayed diagnosis related to structural 

factors of government and institutional policy, physical location, interpersonal and 

affective factors such as trust in intimate relationships and concern about exposure, 

cognitive understanding of HIV and its prevention; and moral-spiritual aspects of 

morality and identity. 

Participants had varying understandings of HIV prior to diagnosis. Several 

seemingly migrated to Australia before HIV became visible in their home countries but 

after HIV health promotion had been directed away from the general Australian 

population toward the gay community (Feachem 1995). Like migrant PLHIV in 

Körner’s studies, these Victorian African PLHIV seemed more strongly influenced by 

common perceptions of HIV/AIDS in Africa than by information in Australia (Körner 

2007b). Australian mass media reportedly focused mainly on HIV in Africa, where 

treatment options were limited; information about HIV in Australia associated HIV with 

homosexuality, drug abuse, and individual deviancy, in keeping with previous 

Australian media analyses (Wenham et al. 2009) and perceptions of some African 

migrants in Canada, who similarly linked low media visibility of HIV to their 

perception that Canada was a low-risk country with little HIV (Gardezi et al. 2008). 

Sexual identity may have affected perceived relevance of such information: only MSM 



 291 

participants had been sufficiently concerned about HIV exposure in Australia to adopt 

avoidance strategies after migration. Moral and geographical distancing of risk was 

evident amongst those who had experienced migration HIV screening, as reported 

amongst young refugees in Melbourne (McMichael & Gifford, 2010, McMichael et al., 

2011) and African migrants elsewhere (Lazarus et al. 2006; Mitha et al. 2009). The 

perceived “screening out” of migrants with HIV also influenced HIV risk perception 

amongst young African migrants in Canada (Omorodion et al. 2007). 

Participants reported exposure during treatment at health care facilities in Africa 

lacking adequate procedures and resources to ensure a safe blood supply for transfusion 

or fresh needles for medical injections. Both had required emergency blood 

transfusions. The potential for occupational, nosocomial and other blood-borne HIV 

transmission in Africa has been well documented (Nsubuga & Jaakkola 2005; Okinyi et 

al. 2009; Reid 2009; van Hulst et al. 2010; Vaz et al. 2010), as has community 

awareness of such risks (Okinyi et al. 2009). Nevertheless, community perceptions in 

Africa were described as linking HIV with sexual immorality. This perception appeared 

to influence participant avoidance strategies and recognition of exposure. Although 

causation cannot be demonstrated, these accounts suggest that structural factors such as 

health promotion policies, infection control procedures and migration HIV screening 

policies, interacted with physical location and moral-spiritual factors, to influence 

individual cognitive state of HIV risk perception and hence exposure and timely 

diagnosis. 

HIV avoidance strategies, including sexual abstinence, condom use with “high 

risk” partners and post-exposure prophylaxis (PEP), focused on avoidance of sexual 

exposure, using “cultural heuristics” of risk assessment, based on stereotypical HIV 

“risk groups”, influenced by self-perceived sexuality and ideals of sexual morality 

(Bailey & Hutter 2006). Such cultural heuristics may compensate for inadequately 

targeted health promotion for African migrant communities (Lazarus et al. 2006) (Burns 

et al. 2007). As in other settings, expressing trust in intimate relationships through 

cessation of condom use seemed to prioritise emotional over physical safety (Bourne & 

Robson, 2009). 
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Recognition of exposure appeared related to cognitive understanding of HIV. 

Sexual exposures seemed more readily recognised than blood-borne exposures. 

Recognition of sexual exposure might occur immediately, through recognition of a 

sexual partner (such as a gay man) as “high risk” or failure of a consciously applied 

avoidance strategy. Alternatively, exposure might be recognised retrospectively, as after 

diagnosis of a long-term sexual partner, or changed identity in response to health 

promotion, with self-recognition as a member of a “high risk group”. Recognition of 

exposure might never occur, as occurred with clinician-initiated HIV tests for people 

subsequently unable to recall exposure. Delayed diagnosis relates to risk perception on 

the part of both people tested and clinicians offering HIV testing (McDonald et al. 

2006). Non-HIV-related presentations clinical encounters are frequently missed 

opportunities for screening HIV tests, due to structural barriers, individual risk 

perception and concerns about the consequences of diagnosis (Burns et al. 2007; Burns 

et al. 2008). Recognition of potential HIV exposure did not necessarily precipitate HIV 

testing, exemplified by the failure to complete follow-up testing after occupational 

exposure in African health care settings. Affective response to exposure seemingly 

ranged from complacency to concern. Interestingly, CALD PLHIV interviewed by 

Körner did not emphasise affective factors delaying diagnosis, focusing more on the 

cognitive dimension of their prior understanding of HIV and hence recognition of 

potential exposure, as well as their patterns of using health services address symptoms, 

rather than maintain good health. However, they did discuss their reluctance to assume 

an “immoral” identity by recognising their risk of HIV exposure prior to diagnosis 

(Körner 2007b).  

7.6.2 Social support after HIV diagnosis 

Key themes related to social support after HIV diagnosis included need for 

support, sources of support and barriers to support. Examples of practical needs for 

required and provided after diagnosis included physical needs such as assistance with 

housework and personal bodily care, transport, childcare and help with adherence to 

treatment regimens. Examples of emotional needs included sharing confidences, 

encouragement, hope and sexual intimacy. 
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Health services were an important structural source of social support as well as 

clinical treatment, as noted in early studies of Black African PLHIV in the UK and 

Sweden, where services compensated for the disruption in social networks resulting 

from migration and HIV diagnosis (Anderson & Doyal, 2004; Åsander et al. 2004; 

Doyal & Anderson, 2005). Other structures acted mainly as barriers, rather than 

sources, of support, such as formal discriminatory government immigration policies and 

procedures, as well as less formal discriminatory attitudes and practices such as 

homophobia within African communities and racism in the wider Australian society. 

The uncertainty and protracted process of obtaining permanent residency after HIV 

diagnosis generated anxiety, increasing the need for support but restricting access 

thereto. This has been a common finding in many studies of African migrant PLHIV in 

Australia, Western Europe and North America, suggesting a failure to adequately 

address underlying causes (Doyal & Anderson 2005; Gardezi et al. 2008; Körner 2007a; 

Pourette 2008,). Immigration policy restrictions on residency and Medicare eligibility 

also impeded access to affordable, appropriate medications, leading to delays in 

initiating treatment of starting second-line treatment rather than first-line regimens, as 

Körner also found in NSW (Körner 2007a). 

 HIV-related stigma was the major informal structural barrier to support after 

diagnosis, impeding assistance from health and social services, as well as from 

interpersonal relationships with families, friends and faith organisations. Stigma has 

been repeatedly shown in studies of African migrant PLHIV to be the major barrier 

impeding access to care and support, is manifested as formal and informal 

discrimination against PLHIV, both causing and exacerbating psychosocial distress 

(Elford et al. 2008a; Elford et al. 2008b; Elford et al. 2008c; Ibrahim et al. 2008). One 

major perceived risk was disclosure of HIV status without consent, by ethnic African 

interpreters and non-clinical staff; in this way, stigma transformed institutional 

recruitment policy into a structural barrier to support for African migrant PLHIV. 

Imperfect procedures for handling confidential patient information also raised concerns 

about privacy. All of these have been well documented in other studies from Europe, 
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the North America and Australia (Doyal & Anderson 2005; Gardezi et al. 2008; Koku, 

2010; Körner, 2005).  

 Case series participants had not engaged closely with PLHIV peer support 

organisations, although these have been important sources of support for some African 

migrant PLHIV in the UK and US (Anderson & Doyal 2004; Berkley-Patton et al. 

2009). Foreman and Hawthorne’s study of African migrant women living with HIV 

identified poor awareness of peer organisations as a key barrier to support (Foreman & 

Hawthorne 2007). Case series participants were aware of these peer support groups; 

most questioned their relevance, although one man acknowledged the significant 

support provided to enable the migration of his wife from Ethiopia. Another cited 

perceived cultural incompatibility, manifested as a reluctance of group members to 

acknowledge the importance of spiritual or religious aspects of living with HIV. 

Supportive interpersonal relationships included partners and families. European 

studies have discussed the complex roles of families as supports and threats to African 

migrant PLHIV, with the ability to disclose HIV status marking a key distinction 

between supportive and threatening family influence (Anderson & Doyal 2004; Åsander 

et al. 2004). Case series participants did not discuss in detail their families overseas, but 

family members, partners and friends in Australia were described as important supports. 

Supportive friends of Australian origin were valued partly for their non-African identity 

in similar ways to non-African friends of long-term migrants in Sweden (Åsander et al. 

2004). The emphasis on interpersonal relationships beyond ethnic African communities 

was related to stigma. African community stigma around HIV was enacted in many 

individual episodes of distancing, avoidance or gossip, similar to those described in 

other studies to cumulatively weaken key relationships and sense of identity (Doyal & 

Anderson 2005; Koku 2010; Othieno 2007; Paparini et al. 2008). Doyal et al described 

the threat to gendered identity resulting from inability to conform to gender norms such 

as parenthood, or providing for families and spouses (Doyal, 2009, Doyal et al., 2009). 

Although several described the collapse of previous relationships following disclosure 

of HIV status, those in long-term relationships had disclosed their HIV status to current 

partners; this opportunity to safely disclose an important aspect of personal identity was 
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valued very highly, as also reported by African migrant women in the UK (Doyal & 

Anderson 2005). Despite increased vulnerability to abuse or exploitation, as described 

by Pourette, none the participants in the present study volunteered information about 

intimate partner violence or abuse after HIV diagnosis and this dimension of 

interpersonal relationships was not specifically explored (Pourette 2008). Interpersonal 

barriers to support included the behaviour and attitudes of individual service providers 

and members of social networks, following disclosure of HIV status. As in other 

studies, individual actions were often manifestations of structural barriers such as 

institutional discrimination (Flowers et al. 2006; Körner 2007a), inadequate professional 

education (Dodds 2006), or racism (Gardezi et al. 2008). None of the MSM participants 

in the present study reported incidents of homophobic discrimination within their ethnic 

communities, although this has previously been noted as an issue of particular concern 

(Paparini et al. 2008). 

Internal sources of support included physical strength and wellbeing; cognitive 

resources such as education and information about HIV.  These resources have been 

implicitly, rather than explicitly, discussed in most studies of African migrant PLHIV, 

which have generally focused on the barriers to care and support and the sources of 

intersecting threats to their quality of life. Several participants described their physical 

health or strength as an asset maintaining independence, Pourette’s study of African 

women living with HIV in France did not strongly acknowledge as an asset their ability 

engage in physical labour (Pourette 2008).  Pourette, when discussing the education of 

female African migrant PLHIV education, also focused on inability to find work 

commensurate with their qualifications, rather than upon their ability to negotiate the 

French legal and health system, mobilising structural resources to maintain their health 

and discharge their parental responsibilities. Anderson et al focused more in the 

physical disabilities of participants than upon their strength or wellbeing (Anderson & 

Doyal 2004). Körner touched briefly upon the physical resources of CALD PLHIV 

living in Australia, mentioning their pride at being able to work or their frustration at 

immigration-related restrictions on their ability to perform work of which their were 

physically capable (Körner 2005; Körner 2007a). Åsander did not explore personal 
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physical and cognitive resources available to African migrant PLHIV enabling them to 

maintain and use their social networks (Åsander et al. 2004). The present study, 

although unable to examine the physical and cognitive resources used by African 

migrant PLHIV in Victoria, does acknowledge the importance of physical strength and 

wellbeing and their changing impact over time, in shaping the need for support as well 

as the ability to identify and mobilise external resources after HIV diagnosis. 

Affective dimensions of support, such as hope for the future and emotional 

strength were sometimes difficult to distinguish from moral-spiritual resources of faith. 

Emotional support from partners, friends and health workers was frequently mentioned. 

Several participants described the importance of faith as a source of emotional support. 

Some described specific religious traditions or spiritual practices; others had less clearly 

defined or more personalised accounts of their spirituality. Hope was an important 

aspect of spirituality and could be interpreted as a manifestation of faith in the sense that 

it focused a person toward a future existence beyond the immediate time and place––

that is to say, a transcendent state of being––visualised as lying either in their future life 

or after their physical death (Smith 1998). Hope was sometimes discussed in general 

terms, but in some cases was attached to specific hopes for a medical or spiritual cure 

for HIV infection, as has been found in other studies of African migrant PLHIV 

(Anderson & Doyal 2004; Doyal & Anderson, 2005). The parallels between Ridge’s 

findings and those from the current study are similar in some ways: speaking to God as 

an “absent counsellor” even in the absence of formal religious affiliation; or interrupting 

negative thoughts (Ridge et al. 2008). However, as in other studies from Europe and 

Africa, spirituality and religion played an ambivalent role in in the lives of these 

PLHIV: fear of stigma prevented disclosure or discussion of HIV-related issues with 

faith leaders (Doyal & Anderson 2005; Ridge et al. 2008; Watt et al. 2009). 

Physical barriers included geographical distance from family members abroad and 

the impact on perceptions of privacy of the layout of hospital outpatient clinics. As in 

other studies, a major concern about physical layout of clinics resulted from community 

stigma: the concern that members of African ethnic communities might see African 

migrants PLHIV attending a clinic known to provide HIV services (Anderson & Doyal, 
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2004; Erwin & Peters 1999; Foley 2005; Koku 2010). The present study did not explore 

physical distance travelled to the clinic (and clinic-based support services), which has 

been noted as a barrier to support and care for African migrant PLHIV in the UK 

(Anderson & Doyal, 2004). 

Affective barriers to support included distrust and pride; pride could also be 

described as a moral-spiritual barrier. Distrust of health professionals and intimate 

partners mainly focused on the threat of inadvertent disclosure of HIV status, in the 

stigmatising social environment of African communities (Anderson & Doyal, 2004; 

Doyal & Anderson 2005; Foley 2005; Koku, 2010). Interestingly, individually directed 

racial discrimination was not a strongly emergent theme in the present study. One 

participant similar concerns about anti-African racism as Black African migrant PLHIV 

in the UK and North America (Erwin & Peters 1999; Foley 2005; Koku, 2010). 

However, neither she nor others reported exposure to racial vilification in the clinic 

setting as described elsewhere (Foley 2005; Gardezi et al. 2008), whilst any distrust of 

clinical staff was expressed with far less intensity that that of the Black African PLHIV 

focus groups reported by Erwin et al in the UK (Erwin & Peters, 1999). 

Pride appeared to be a manifestation of desire to conform to a self-imposed ideal 

of behaviour: in this case, self-sufficiency. Participants expressed unwillingness to be 

defined by their illness or to admit weakness by accepting help from others. Similar 

expressions of pride in capacity to work and contribute financially were described 

amongst CALD PLHIV in Australia and elsewhere (Doyal & Anderson 2005; Körner 

2007a). However, pride has not been a theme reported in other studies of African 

migrant PLHIV as a barrier to support. Refusal to participate could have been a 

manifestation of stigma, but appeared consistent with expressed desires to identify with 

groups focused on religion or ethnicity, rather than illness (Doyal et al. 2009; Doyal & 

Anderson 2005; Erwin & Peters, 1999). 
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7.6.3 Information about HIV after diagnosis 

Themes concerning information about HIV before diagnosis have been discussed 

above in relation to exposure and diagnosis. Information about HIV sought after 

diagnosis included advances in HIV research; facts about the global and Australian 

AIDS epidemics; symptoms and signs of HIV-related illness; HIV treatments and 

potential for PLHIV to bear healthy children. This information could be considered an 

aspect of the cognitive resources required for living with HIV. The importance of 

information is a general theme in the management of HIV as a chronic illness 

(Swendeman et al. 2009); in particular, awareness of treatment options may provide 

hope for PLHIV (Flowers et al. 2006; Foreman & Hawthorne 2007). Information about 

the health system, appropriate facilities and services may enable African migrant 

PLHIV to bypass some of the structural barriers to treatment and support (Othieno 

2007).  

Key themes concerning barriers to information from most sources about HIV after 

diagnosis were mainly structural. In addition to those discussed above, access to 

information about HIV following diagnosis was impeded by stigma, manifested as fear 

of disclosure of HIV status through attendance at HIV services or receipt of printed 

material related to HIV (Othieno 2007); this has previously been reported as a barrier to 

the provision, to African migrant PLHIV, of printed patient information about HIV 

(Erwin & Peters 1999 Gardezi et al. 2008). 

Interpersonal barriers to information were little discussed, although structural 

barriers would be manifest partly through interpersonal interactions between PLHIV 

and their treating doctors, family members and friends. Simple lack of information 

relevant to African Australian PLHIV (other than those identifying as gay), was 

important––particularly information about having children after HIV diagnosis. Such 

information was available to individuals engaged with HIV social support services or 

having the capacity to independently seek information (from the Internet, for example), 
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but was less accessible to others, who relied upon their doctors to provide such 

information.122 In its extreme form, this reliance upon doctors has enabled African 

PLHIV to avoid challenging decisions about personal identity and relationships, by 

making HIV the “doctor’s business” (Pourette 2008); however, such dependency 

contained potential for conflict, should a patient disagree with his/her doctor regarding 

the appropriate course of management, based on their discussion, from their different 

perspectives, of the available evidence (Giles et al. 2009). 

Physical barriers to information included geographical location and 

telecommunications infrastructure determining internet access. Cognitive barriers to 

information included education, literacy and English fluency, together with 

unfamiliarity with the Australian health system, as previously reported amongst CALD 

PLHIV (Körner 2007a). Study participants all expressed a preference for English-

language information about HIV; this may not be the case for other migrant PLHIV in 

Australia or elsewhere (Körner 2005). Affective barriers included fear of disclosure and 

moral-spiritual factors such as reluctance to participate in HIV-positive peers support 

groups. These barriers were in a sense mutually reinforcing, given the expressed desire 

in some studies for African peer support groups for PLHIV, but the fear of inadvertent 

disclosure of HIV status to members of African ethnic communities (Doyal 2009; Doyal 

& Anderson 2005; Foley 2005; Gardezi et al. 2008). 

7.6.4 Limitations of study 

This study of African-born Victorian residents living with HIV had several 

limitations. It was a cross-sectional study collecting mainly retrospective qualitative and 

quantitative data, generally in a single interview, from a small, marginalised population 

with a stigmatised condition, in which maintenance of participant privacy was critical. 

Although case notes were reviewed to obtain clinical information and results of 

investigations, the narrative data was collected entirely via interview. The cross-

                                                

122 An example of an interpersonal barrier to information was the failure of Ruth’s doctors to inform 
her of options for childbearing after HIV diagnosis. 
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sectional design limited chronological details and exploration of changes over time. 

Restricting eligibility to individual PLHIV excluded the perspectives on relationships 

and social context from partners, family members, treating doctors and support staff. 

Similarly, the absence of direct observation by the researcher prevented documentation 

of interactions between participants and their treating doctors. Antenatal HIV screening 

was not specifically asked and was not spontaneously discussed by participants. 

Limitations arising from recruitment strategies have been discussed above 

(Section 7.4). Briefly, recruitment in public hospital clinics may have excluded African-

born PLHIV attending private specialists and those poorly engaged with clinical 

services, while reluctance to use interpreters suggested recruitment bias favouring those 

confident in English proficiency: recruitment may thus have excluded both some of the 

least marginalised African-born PLHIV and some of those most marginalised. This 

probably restricted the range of perspective available for exploration: this sample cannot 

be regarded as representative of the wider population of African-born PLHIV in 

Victoria. 

Inaccuracies in data collection may have occurred during some interviews with 

participants having strongly accented or limited English. This was partially ameliorated 

by audio recording, but some potential for listener inaccuracy remained, which was not 

addressed through transcript checking by participants or a second researcher. Narrative 

fragmentation arose from the structure of the questionnaire: the sequence of questions in 

the questionnaire sometimes did not follow the preferred narrative sequence, 

interrupting continuity and possibly weakening rapport. This may have limiting the 

richness of narratives presenting emotional and moral-spiritual dimensions of lived 

experience and may have distorted the chronology of recalled events, since questions 

focused on only a few points in the life-course of participants. Participants were not 

asked in detail about their understanding of HIV, life experiences and actions in a 

longitudinal manner, but were asked to limit their responses to these key events; some 

may consequently have retrospectively attributed motives or recalled their knowledge 

and beliefs at the time of these events, from their perspective at the time of interview. 

Finally, the preconceptions of the researcher are likely to have affected the extent and 



 301 

emphasis of participant accounts of sensitive events. This was illustrated by the incident 

described above in relation to the interview with Gidada. 

Analysis was limited by the need to limit interpretation of participant narratives to 

meanings consistent with the face value of statements. The empirical accuracy of 

statements referring to events and actions could in some instances be corroborated with 

previous participant accounts recorded in case notes, or with external data from 

clinician observation and results of investigations; but accounts of past events, thoughts 

and emotions could not be tested using any other sources: this limit of external 

observability defined the boundary between internal and external domains of meaning 

outlined in the analytical framework. The thematic analysis was therefore undertaken 

“as if” the participant statements regarding the internal domain of their experiences 

were authentic representations of that domain––their physical symptoms, thoughts, 

knowledge and emotions––at the time to which such statements referred. This stance 

was not adopted naively, but pragmatically and critically. Greater authenticity in 

thematic analysis might have been achieved with serial interviews, participant diaries or 

participant checking of transcripts and interpretation. These were precluded by limited 

time, privacy concerns and in some cases, participant literacy. Given the varied English 

fluency, it was unfeasible perform detailed conversation analysis to explore examine 

participant attitudes or assumptions through subtleties of word-choice or phrasing. 

These concerns limit inferences from this study. Narratives themes undoubtedly 

fail to encompass the full range of issues relevant to HIV acquisition and diagnosis of 

within Victoria’s African communities, or issues related to provision of adequate 

support and information. This study would also have been unable to quantify the 

magnitude of any given issue affecting the populations studied. However, themes 

emerging from this examination of the lived experience of African-born PLHIV in 

Victoria should inform the practice of health workers and providers of social services to 

these individuals and other African Australians PLHIV. The study also identified issues 

for consideration in developing HIV prevention strategies and health promotion for 

Victoria’s African communities. However, the main contribution of this small, 

exploratory study was to ground the framing and conduct of future research into HIV in 
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Victoria’s African communities in a deeper understanding of the perspective of those 

most affected.  

7.6.5 Implications for policy and practice 

This study raises questions about Australia’s immigration policy in relation to 

PLHIV. Although some African migrants with HIV may be diagnosed through 

migration-related screening at an earlier stage than otherwise would have been the case, 

the perceived exclusion from Australia of migrants with HIV may have provided false 

reassurance to some African Australians that their risk of HIV exposure in Australia 

was sufficiently low that avoidance strategies such as safer sex were unnecessary; this 

perception appeared to have been reinforced by the depiction of HIV in Australian 

media. This study suggests that information provided to prospective migrants to 

Australia at the time of medical examinations for migration ought to include the 

message that a negative HIV test does not remove the risk of future HIV exposure in 

Australia or elsewhere. Education of Australian clinicians related to health care of 

migrants and refugees ought to include an explanation of the process of medical 

examination to fulfill the immigration health requirement, particularly an explanation 

that this process does not prevent all foreign-born PLHIV from entering or residing in 

Australia––and was never intended to do so. 

HIV-related health promotion in Australia appeared to have had some impact 

amongst gay male African migrants, but understanding of HIV amongst others largely 

depended upon experiences in Africa before migration. The social context of HIV 

seemed dominated by intense HIV-related stigma within African communities, with 

maintenance of privacy and avoidance of disclosure of HIV status being the 

overwhelming priority when accessing care or support after diagnosis. This suggests 

that health promotion strategies for African communities in Victoria ought to take into 

account prior understanding of HIV in Africa and provide accurate information about 

HIV in Australia, particularly amongst African communities. Given the current paucity 

of robust scientific data, ongoing research is needed to inform the development of such 

strategies. HIV prevention for African Australians also needs to focus beyond safer sex 
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and condom use, to address the broader context of physical, emotional and social safety, 

in both short- and long-term intimate relationships. 

Similarly, clinicians caring for African-born PLHIV in Victoria should understand 

the diversity of individual life-courses, avoiding assumptions about identity and social 

context. Implications of HIV diagnosis on residency status and transnational family 

relationships need to be considered. An important, early objective of clinical 

interactions should be the earning and maintenance of patient trust and avoidance of 

inadvertent disclosure of HIV status outside the treating team; in particular, professional 

confidentiality of interpreters must be maintained and clinic staff must remain mindful 

of potential presence of members of patients’ own communities in the workplace, 

limiting discussion of patient identity and clinical details to private spaces. 

Clinicians also need to take into account the moral-spiritual framework of their 

patients when discussing monitoring, treatment and support for African Australian 

PLHIV; this may prove challenging for clinicians limiting the scope of their discussion 

to biomedical problems from a secular perspective. However, clinicians also need to 

challenge social norms underlying harmful ideas and negative self-perceptions held by 

their patients; a therapeutic relationship based on trust and open communication is 

essential. 

Thematic analysis complemented the clinical data, providing context to the 

acquisition and diagnosis of HIV beyond simple accounts of exposure route and 

location. Details of individual psychological state and their physical and social 

environments suggested areas for further enquiry and action to prevent HIV infection 

and achieve timely diagnosis. These accounts should deepen the understanding of the 

previously described clinical and social issues confronting African migrant PLHIV and 

the personal and social resources available for overcoming some of these challenges. 

7.7 Discussion of case series of African-born Victorian PLHIV 

This is the first reported case series of African Australian PLHIV. Responses of 

this small, but diverse group of people offered insights into how African Australians 
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acquire HIV and are diagnosed, described clinical issues encountered after diagnosis 

and identified barriers impeding access to treatment social support and information after 

diagnosis. 

Although heterosexual sex was the commonest reported exposure, these African-

born PLHIV appeared to acquire HIV in diverse circumstances, both within and outside 

Australia, including sex between men and non-sexual exposures in health care settings 

abroad. HIV-1 subtype B was associated with exposure through sex between men.  

Delayed diagnosis was common, particularly amongst those from Ethiopia. Self-

perceived exposure risk, influencing both acquisition and timely diagnosis, seemed 

based largely on experience in Africa, prior to migration, rather than information in 

Australia. HIV avoidance strategies focused mainly on sexual exposure, with risk 

assessment based on HIV stereotypes. Factors contributing to risk perception included 

perceived exclusion from Australia of migrant PLHIV and the depiction of HIV in the 

Australian media as an African disease and one associated with gay men in Australia. 

However, the acquisition by an African-born man of HIV, along with STI, through 

receptive anal intercourse with a casual male partner, whilst intoxicated, occurred 

despite a high level of knowledge and the use of condoms. This exposure encapsulates 

may of the issues challenging HIV prevention amongst gay men in Australia and other 

industrialised countries, amongst whom African migrants appear to be at high risk 

(Dougan et al. 2004; Dougan et al. 2005a; Dougan et al. 2005b). 

Findings resemble those of other studies of African migrant PLHIV in 

industrialised countries: late HIV diagnosis (Burns et al. 2001; Burns et al. 2008; 

Chadborn et al. 2006; Wolbers et al. 2008); predominance of heterosexual exposure 

(Fonquernie et al. 2006; Staehelin et al. 2003; Staehelin et al. 2004;); frequency of TB, 

HBV and HCV co-infection (Caro-Murillo et al. 2009; Del Amo et al. 1996a; Del Amo 

et al. 1996b; Fonquernie et al. 2006; Sudre et al. 1996a; Sudre et al. 1996b); association 

of non-B HIV-1 subtypes with heterosexual exposure (Aggarwal et al. 2006; Herring et 

al. 2003) and adequate response to cART if sufficiently adherent (Beckwith et al. 2009; 

Dray-Spira et al. 2007; Nisbet et al. 2007). Post-migration HIV acquisition in countries 

of settlement has increased amongst African migrants in Europe––initially amongst 
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MSM, but subsequently amongst those with heterosexual exposure (Burns et al. 2009; 

Aggarwal et al. 2006). The attributed influence of migration-related HIV screening on 

HIV risk perception in Australia after migration, although recalling findings from 

Canadian studies (Omorodion et al. 2007), is challenged by the existence of similar 

perceptions African migrant in the UK, which does not have systematic migration-

related screening (Barrett & Mulugeta 2010). 

Most participants were well at the time of interview, in stable accommodation and 

were working or studying. HIV-related clinical issues resembled those of other PLHIV, 

apart from the prominence of TB and chronic viral hepatitis. Although TB was 

common, screening for latent TB was incomplete. Many had HBV exposure; chronic 

HBV and HCV were common co-infections. Treatment uptake was high, with a 

generally beneficial impact on wellbeing, but ineligibility for Medicare impeded timely 

access to appropriate treatment. Response to treatment was generally good, consistent 

with expected amongst other PLHIV in industrialised countries. Immigration-related 

barriers to accessing treatment affected only one participant at the time of interview, but 

immigration-related difficulties arising from HIV diagnosis were frequently mentioned 

in relation to participants’ own attempts to gain permanent residency and their attempts 

to bring family or partners to Australia for support. The varied harmful impacts of 

discriminatory immigration policy on the lives of migrant PLHIV have been extensively 

documented in other industrialised countries; although differing in detail, the common 

theme of exclusion from ready access to required services and treatments or from 

employment, was evident (Dodds 2008; Doyal & Anderson 2005; Gardezi et al. 2008; 

Koku 2010; Pourette 2008). 

Some participants had required assistance with immigration processes or to fulfill 

familial responsibilities; most were self-sufficient. All needed emotional support, 

particularly opportunities to discuss emotional or spiritual issues related to HIV. Some 

derived support from partners, family or friends; most valued the emotional support of 

doctors and other health professionals. HIV-related stigma prevented disclosure to faith 

leaders. Few were involved with HIV peer support organisations, due to concerns about 

disclosure or perceived differences in perspective on cultural or religious matters. Poor 
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engagement with HIV peer support groups contrasted with their importance for Black 

African PLHIV in the UK (Doyal 2009; Doyal & Anderson 2005). 

Most participants sought information about new HIV treatments and hoped to 

hear news of a cure for HIV as well as options for bearing healthy children after HIV 

diagnosis. Sources of information were valued for their authority, relevance and 

discretion: doctors were highly valued. Internet sites were valued for privacy, but 

problems with authority and access concerned some participants. Stigma and fear of 

social exclusion were the principal barriers impeding access to support and information. 

Stigma included HIV-related stigma within African communities and perceived HIV-

associated racism in wider Australian society. 

The power of the study was limited by its small size. The accuracy and 

authenticity of interview data was limited by language barriers, recall bias and 

chronological distortion arising from collection of retrospective data. Researcher 

perspective was privileged. The generalisability of the results was limited by small 

sample size and recruitment bias; findings would not have encompassed the full range 

of issues relevant to African migrant PLHIV in Victoria. However, the sample included 

a sufficiently large proportion of the estimated population to explore important issues, 

whilst some findings were triangulated using interviews and case notes, identifying gaps 

in current provision of HIV care and support. 

The findings suggest several areas of policy reform, improved clinical practice 

and research. Policy suggestions include provision of information to visa applicants to 

prevent complacency in Australia after negative migration-related HV screening and 

development of strategies addressing prevention of all sexual harm, beyond exclusive 

focus on HIV transmission. Legislative barriers limiting access of African PLHIV to 

appropriate medical treatment should be removed and the immigration process for 

PLHIV made more efficient and equitable. Health services must win patient confidence, 

strengthening procedures preventing inadvertent disclosure of HIV status, as well as 

improve screening for co-infections. Clinicians should discus pregnancy and childbirth 

early after entry into care and also acknowledge the spiritual aspects of their patients’ 
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lives. Suggested areas of research include further exploration of the lived experience of 

HIV for African Australians: perhaps including longitudinal data and inclusion of 

additional perspectives through observation and the narratives of their partners, families 

and friends. More detailed study of treatment uptake, adherence and response would be 

valuable, as would examination of associations between HIV-1 subtype, disease 

progression and response to treatment. 

This study sketched out some of the complex relationships between internal 

cognitive, affective and moral-spiritual states of African-born migrants, physical 

symptoms, environments and the structural and interpersonal dimensions of the social 

context of living with HIV. The social context of HIV could be explored only to a 

limited extent with these few individual participants; a qualitative community inquiry 

was therefore undertaken with Victorian African communities from the Horn of Africa 

and Egypt. 
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8. Qualitative study of HIV in Victoria’s African communities 

Individual accounts of African-born Victorian PLHIV revealed the influence of 

the social environment on understanding of HIV and risk perceptions. Exploration of 

complementary perspectives of other members of Victoria’s African communities was 

undertaken to enrich understanding of the social context of HIV in these communities 

and identify opportunities for action to alleviate HIV-related stigma (Haour-Knipe & 

Rector 1996; Mahajan et al. 2008). Stigma involves complex interplay between 

experiences in Africa and during resettlement, suggesting the need to examine a broad 

range of health and social issues (Barrett & Mulugeta 2010). Better appreciation of 

African migrant community understanding of HIV was sought to inform effective HIV 

prevention in African migrant communities and improved care and support for African 

migrant PLHIV (Kesby et al. 2003).  

Individual interviews with purposively selected key informants have yielded 

valuable insights into the structural factors underpinning observed delays in HIV 

diagnosis amongst Black Africans in the UK (Burns et al. 2007) and the interactions 

between knowledge, peer attitudes, gender and ethnic identity amongst young African 

migrants in Canada (Connell et al. 2004; Omorodion et al. 2007). The combination of 

interviews and focus groups has enabled researchers to situate the lived experience of 

Black African and Caribbean women living with HIV in Canada within a social context: 

the attitudes and behaviour of members of their ethnic communities, the attitudes and 

behaviour of health workers, issues of gender and racial identity and the structural 

influences of immigration and health policy (Gardezi et al. 2008; Williams et al. 2009). 

Other researchers have used similar methods to explore the social context of HIV 

amongst African migrants in Europe (Heus 2010). This chapter describes a qualitative 

inquiry with Victorian communities from the Horn of Africa and Egypt that explored 

the circumstances influencing HIV exposure risk, delayed diagnosis of HIV infection 

and access to social support and information about HIV for members of these 

communities.  
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8.1 Aims of community study 

The qualitative inquiry with Victorian communities from the Horn of Africa 

aimed to: 

13. Identify the range of circumstances in which members of Victoria’s African 

communities could be exposed to HIV; including time, place and context of 

exposure 

14. Seek insights into the social context of HIV within Victoria’s African 

communities 

15. Identify sources of social support for African community members with HIV 

and barriers to their access to such support 

16. Identify current sources of information about HIV, information sought by 

African communities and the potential sources/means for providing such 

information. 

8.2 Community study methods: interviews and focus group discussions 

8.2.1 Study population 

The study population included the following overlapping groups: members of 

African community-based organisations; providers of health and social services to 

African communities; African-born members of groups considered to be at high risk of 

HIV exposure (e.g. PWID); and current and potential providers to African communities 

of information about HIV. The study focused on communities from the Horn of Africa 

and Coptic Egyptians. As discussed above (section 3.1) these were selected were 

selected because they were actual communities; other African migrants appeared to 

have migrated as individuals and small family groups. More recent arrival of West and 

Central African communities, during the study, left insufficient time for adequate 

community engagement. 



 310 

The scope of this exploratory study emphasised breadth and diversity, rather than 

depth. Participants were purposively recruited through discussion with the advisory 

committee, consultation in health, settlement and community development sectors, 

social and professional contacts of the research team and snowball recruitment of 

participant contacts. Community focus groups were recruited by the project advisor and 

research assistants using a sampling frame based on ethnicity, age and gender; 

health/social service provider focus groups included organisations specifically serving 

African communities or including large numbers of African Australian clients. Both 

types of focus groups were assemblies of pre-existing social groups, rather than focus 

groups in the original sense of strangers brought together to discuss a particular topic 

(Bloor et al. 2001). This strategy facilitated recruitment of participants for the 

discussion of a stigmatised condition, but prior relationships between participants likely 

influenced the voicing of their opinions. The intent of this strategy was to encourage 

participation of self-identified African community groups already active in advocacy or 

engaged with health and social services in an organised fashion. The understanding, 

within these groups, of HIV and its social context, was thought likely to be influential 

within social networks of Victoria’s African communities from the Horn of Africa and 

North Africa, and hence of importance as a basis for future engagement with these 

communities concerning HIV.  

8.2.2 Data collection 

In-depth key informant interviews (KII) were conducted with service providers 

and community members, loosely structured around the research questions: HIV 

exposure; diagnosis; social support for PLHIV; and information about HIV (Appendix 

F). Interview and focus group facilitator guides were initially developed from the 

research questions through group discussions amongst the research team then refined 

after review of initial interviews and focus groups. The interview guide served as a 

starting point for thematic analysis (see below). However, interviews were wide-

ranging, intended to gather information and insights about the broad social context of 

HIV in the African communities. 
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Focus group discussions (FGD) were based on three separate interview guides: for 

younger and senior community focus groups and for service provider focus groups 

(Appendix F). The FGD guide for senior community members included the following 

topics: understanding of HIV and AIDS; importance of HIV/AIDS to the community; 

sources of information about HIV/AIDS; behaviour of community members towards 

people known to have HIV; understanding of “safe sex”; drug use; non-medical cutting 

and tattoos; medical and surgical treatments abroad; and suggestions for future 

information provision about HIV to their community. The FGD guide for young people 

was framed as a set of direct questions on various topics: peer social activities; 

understanding of HIV/AIDS and its perceived relevance to their lives; sources of 

information about HIV/AIDS; social interaction between genders; sexual relationships; 

social discussion about sex; and drug use. The distinction between “senior” and 

“young” community members arose from discussions amongst the members of the 

research team and was based on social role rather than any specific age cutoff. “Senior” 

members of the community were mature adults, who were (or had been) married, 

usually with children; they self-identified as “seniors” or “elders” of their 

ethnic/religious communities and were described as having some nominal moral 

authority within these communities by virtue of their age. Young people were 

unmarried (although some had children) and not regarded as having such authority. 

Discussions within the research team also suggested the advisability of segregating 

community focus groups by gender, due to the sensitive nature of the topic: this was 

generally done, although one focus group of young people included both males and 

females. Service provider focus groups were not segregated by gender. 

Interviews were conducted by myself and research assistants. Audio recordings of 

almost all interviews were made, with written field notes. Audio recordings were made 

only with participant consent. Interview audio recordings were transcribed verbatim. 

Most interviews were conducted in English, some in Arabic and one in Oromo. Where 

interviews were conducted in other languages, the community research assistants 

transcribed the interviews and translated them into English. FGD were transcribed 

verbatim. Focus groups were facilitated by myself and research assistants. Audio 
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recordings of the discussions were made and written field notes written. Focus groups 

conducted in English included those with service providers and most of those with 

young people; research assistant with appropriate language skills conducted group 

discussions in Dinka, Arabic and Somali, mainly with senior community members. 

FGD conducted in languages other than English were transcribed in the language of the 

discussion then translated into English by the facilitating community research assistants. 

Transcripts of KII and FGD were saved as plain text documents and imported into the 

CAQDAS application HyperRESEARCH™ v2.8.3 (ResearchWare Inc., Randolph, 

MA), which was used for coding and annotation of text during thematic analysis.  

8.2.3 Thematic analysis of interviews and focus group discussions 

Thematic analysis was undertaken, using a combination of a priori themes derived 

from the research questions and emergent themes derived from free coding of 

transcripts. Initial codes were derived from a priori themes: exposure; delayed 

diagnosis; social support; and information about HIV. Text was then coded according to 

broad analytical categories of as time and place: time was classified with respect to 

interview and time with respect to initial migration to Australia. Place was classified as 

“Australia”, “Africa” and “Other”. Free codes were developed, based on key concepts 

expressed by participants. Codes were grouped into emergent themes, iteratively refined 

and used to elaborate a priori themes within the domains (internal and external) and 

dimensions (structural, interpersonal, physical, affective, cognitive and moral-spiritual) 

of the analytical framework (section 5.1) Coded transcript texts were examined both in 

the context of the original interview and in the context of other interview transcript text 

sections related by assigned codes. Each FGD was analysed as a single case: clear 

agreement and clear disagreement in FGD were noted in thematic analysis, but 

participant-level quantification of dissent within FGD was not undertaken. Results of 

analysis are presented in Section 8.4: emergent themes are tabulated in relation to a 

priori themes; emergent themes and sub-themes are listed. Emergent themes and sub-

themes are then presented in more detail, with illustrative quotations, and discussed in 

relation to a priori themes and previous research. Finally, key themes are presented 

within the analytical framework in relation to previous research. 
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Since time constraints rendered member checking impossible, a conservative 

approach was adopted: only clearly articulated passages were used to generate themes. 

Coding, and the assignment and elaboration of emergent themes were undertaken alone, 

with periodic discussions with my supervisor and researchers experienced in qualitative 

analysis.123 This process revealed some weakness of the theoretical underpinnings of 

this study, the resolution of which resulted in the development of the analytical 

framework (Appendix E). A key epistemological issue was the treatment of the 

statements made by a participant regarding the knowledge, beliefs and actions of other 

people, often presented as “community attitudes.” This question was resolved by 

distinguishing statements in which participants articulated their own views and 

experiences, from accounts in which participants claimed to report those of others: the 

former were considered more authentic and given priority in analysis. The latter were 

regarded as part of the understanding held by participants of the social dimensions of 

HIV in their communities, rather than externally observable “empirical” attributes of 

people other than the participants themselves. 

A summary of participant characteristics is presented, followed by a descriptive 

table listing a priori themes, emergent themes and sub-themes. Themes are then 

described in more detail and discussed in relation to other research. Key themes are then 

summarised and discussed in relation to each other, within the analytical framework. 

Limitations of the study are considered, along implications for future policy and 

research. 

8.3 Interview and focus group participants 

In total 34 KII were completed between 24 May 2005 and 3 January 2007. 

Participants provided multiple perspectives, varying by gender, region of origin, and 

community roles (Table 8‑1). I myself conducted most interviews; sometimes 

accompanied by the project advisor or a research assistant. Research assistants 

                                                

123 Lisa Natoli (Centre for International Health, Burnet Institute); Jeffrey Grierson (ARCSHS); 
Martha Morrow and Martha McIntyre (Australian International Health Institute). 
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conducted interviews KII8, KII11, KII12, and KII 27–31. Most interviews were 

conducted in English. Interview KII11 was conducted in Oromo and KII12 in Amharic. 

KII17 and KII25 contained a few brief Arabic exchanges that were not translated, being 

paraphrased in English during the interviews. KII31 included Arabic answers to 

questions in English; these responses were translated and transcribed in English by the 

interviewer. 

A total of 18 FGD were conducted between 20 October 2005 and 30 November 

2006, including 17 with communities and two with service providers (Table 8‑2). 

Community focus groups were described by: ethnic/national origin, gender and age 

group. FGD11 (senior Somali women) was impossible to analyse due to recording 

equipment failure and inadequate field notes. This omission was subsequent redressed 

with another FGD with senior Somali women (FGD15). I facilitated both FGD with 

service providers and co-facilitated FGD3, FGD5, FGD7–9 and FGD15. Community 

research assistants facilitated the remainder (FGD1–2, FGD6, FGD10–14, FGD16–17). 
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Table 8-1 Key informant characteristics & recruitment 

Interview No. Notes on participant characteristics and recruitment 

KII01 Female, Australian born medical practitioner working as Medical Officer of 
the Commonwealth 

KII02 
Male, originally from Eritrea working in social services, mainly with young 
men from the Horn of Africa. Recruited via project consultant contacts with 
adult migrant education non-government organisation 

KII03 
Female, originally from Sudan; executive member of Sudanese community 
organisation. Recruited via project consultant (both members of community 
association for women from the Horn of Africa). 

KII04 Non-African female social worker in youth housing services. Recruited via 
Ethiopian research assistant working in housing services. 

KII05 
Male health practitioner originally from West Africa, working in large primary 
health care facility servicing a large number of African refugees. Recruited by 
CL124 via practice manager. 

KII06 

Male, originally from Somalia; executive member of Somali community 
association, working as volunteer with adult education services, Victoria 
Police and settlement services. Recruited by project consultant via African 
settlement/social services agency (both in senior roles). 

KII07 
Male, originally from South Sudan; executive member of South Sudanese 
community association. Recruited by project consultant via African social 
services agency (community organisation cooperating with agency). 

KII08 
Female, originally from Somalia. Working in settlement agency. Recruited via  
project consultant (both members of community association for women from 
Horn of Africa). 

KII09 

Female, originally from Eritrea. Working in community development sector. 
Volunteer work with Horn of Africa communities. Recruited via project 
consultant (member of community association for women from the Horn of 
Africa). 

KII10 

Male, originally from Ethiopia. Working in Victorian Government as policy 
advisor. Previous work in settlement agencies. Lay member of Ethiopian 
Orthodox Church. Executive member of African community advocacy 
organisation. Recruited via project consultant (former colleagues in settlement 
service and both often contacted for "community consultation" by researchers 
and government agencies.  

                                                

124 CL: Chris Lemoh 
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KII11 
Male, originally from Ethiopia. Executive member of Oromo community 
association. Recruited via Oromo research assistant (known through 
involvement in Oromo community organisation).  

KII12 
Male, originally from Ethiopia. Volunteer work with young people from the 
Horn of Africa. Recruited via female Ethiopian research assistant (contact 
through volunteer work and Ethiopian Orthodox Church). 

KII13 
Female, originally from Ethiopia. Executive member of Tigrayan community 
association. Previously worked as interpreter. Recruited via project consultant 
(social connection through Tigrayan community events). 

KII14 

Female, originally from Ethiopia, working as health and community 
development worker in Family and Reproductive Rights Program (FARREP). 
Recruited via project advisor (members of FARREP and community 
association for women from the Horn of Africa). 

KII15 Male, originally from Somalia, working as settlement worker. Recruited via 
project advisor (colleagues at settlement agency). 

KII16 
Male, originally from Sudan. Executive member of Sudanese community 
association. Recruited via project advisor (known through Horn of Africa 
community consultations) 

KII17 
Male, originally from Somalia. Muslim religious leader. Recruited via project 
advisor (known through previous community consultations and research); 
previously consulted by PhD supervisor on refugee health research project. 

KII18 
Female, originally from Ethiopia. Unmarried, former tertiary student, not 
currently working. Recruited by female Ethiopian research assistant (contact 
through congregation of Ethiopian Orthodox Church). 

KII19 
Male, originally from Somalia. Member of Somali community association. 
Formerly worked as interpreter. Recruited via project advisor (former 
colleagues in settlement agency). 

KII20 

Male, originally from Ethiopia. Member of Ethiopian community association. 
Volunteer work with young men from Ethiopian community. Recruited via 
female Ethiopian research assistant (congregation of Ethiopian Orthodox 
Church). 

KII21 
Female, originally from Eritrea. Working in community health sector. 
Formerly worked in FARREP. Recruited via project consultant (member of 
community association for women from the Horn of Africa; FARREP) 

KII22 
Female non-African senior member of Muslim women's welfare and advocacy 
non-governmental organisation. Recruited via project consultant (previous 
collaboration on Muslim women's health issues). 

KII23 Female, originally from West Africa, working as bicultural worker in women's 
hospital. Trained through FARREP. Recruited via project consultant 
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(colleague in FARREP). 

KII24 
Male, originally from Egypt. Religious leader in Coptic Egyptian church, also 
working in education sector. Recruited via project consultant (previous 
community consultation on community health). 

KII25 
Female, originally from Ethiopia. Member of Harerean community 
association, working as settlement and community health worker. Trained 
through FARREP. Recruited via project consultant (FARREP). 

KII26 
Male, originally from Somalia. Former interpreter, working as translator and 
family counsellor. Recruited via female Somali research assistant (Somali 
community organisation). 

KII27 Female, originally from Egypt. Student. Recruited by Egyptian research 
assistant (members of Coptic Egyptian Church). 

KII28 Male, originally from Egypt. Tertiary student. Recruited via Egyptian research 
assistant (members of Coptic Egyptian Church). 

KII29 
Male, originally from Egypt. Overseas-trained medical practitioner preparing 
for registration in Australia. Recruited via Egyptian research assistant 
(members of Coptic Egyptian Church). 

KII30 Female, originally from Egypt. Tertiary student. Recruited via Egyptian 
research assistant (members of Coptic Egyptian Church). 

KII31 Female, originally from Egypt. Retired factory worker.  Recruited via Egyptian 
research assistant (members of Coptic Egyptian Church). 

KII32 Female, originally from Eritrea. Community health worker trained through 
FARREP. Recruited by project consultant (FARREP). 

KII33 
Male, originally from Eritrea. Not working. Client of needle-exchange and 
community health service. Ongoing injecting drug use. Recruited by CL via 
community health service. 

KII34 
Male, originally from Eritrea. Not working. Client of needle-exchange and 
community health service. Ongoing injecting drug use. Recruited by CL via 
community health service. 
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Table 8-2 Focus group participants & recruitment 

Group Description No./ Gender Language(s) Recruitment 

FGD1 Ethiopian senior men 4M Amharic Recruited by female Ethiopian female research assistant via Ethiopian 
Orthodox Church youth program 

FGD2 South Sudanese senior women 6F English/Dinka 
Recruited by Sudanese research assistants via Sudanese community 
association. Assisted by Dinka-speaking member of Sudanese 
community association having experience as community health worker. 

FGD3 South Sudanese senior men 5M Dinka Recruited by South Sudanese research assistant via network of South 
Sudanese community associations 

FGD4 Youth service providers 3M/6F English Recruited by CL125 through contact with youth policy and advocacy 
organisation 

FGD5 South Sudanese senior men 8M Dinka Recruited by South Sudanese research assistant via South Sudanese 
community organisations and churches 

FGD6 Somali senior women 5F Somali Recruited by Somali research assistant from existing Somali women's 
community organisation 

FGD7 Ethiopian young women 4F Amharic/English Recruited by female Ethiopian research assistant via Ethiopian 
Orthodox Church congregation and youth program 

FGD8 Ethiopian young men 3M English/Amharic Recruited by female Ethiopian research assistant via Ethiopian 
Orthodox Church congregation and youth program 

                                                

125 CL: Chris Lemoh 
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FGD9 Horn of Africa young people 5M/4F English Recruited by male Ethiopian research assistant via youth housing 
agency 

FGD10 Sudanese young men 5M Arabic Recruited by male Sudanese research assistant via Sudanese community 
organisation 

FGD12 Somali senior men 5M English Recruited by project consultant via colleagues at settlement agency 
(members of Somali community organisation) 

FGD13 Somali young women 7F English Recruited by Somali research assistant via Somali community 
organisation 

FGD14 Somali young men 7M English Recruited by Somali research assistant via Somali community 
organisation 

FGD15 Somali senior women 5F Somali Recruited by project consultant via Horn of Africa women's community 
organisation 

FGD16 Horn of Africa young women 7F English Recruited by project consultant via family member involved in 
volunteer work with young people from Horn of Africa 

FGD17 Horn of Africa young men 7M English Recruited by project consultant via family member involved in 
volunteer work with young people from Horn of Africa 

FGD18 Drug and alcohol health service providers 3M/2F English 
Recruited by CL through consultation with alcohol and drug research 
centre and contact with manager of community health service caring for 
people who inject drugs. 
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8.4 Results of community study thematic analysis 

A priori themes related to the research questions were:  exposure to HIV; delayed 

HIV diagnosis; social support for PLHIV; and information about HIV. Key emergent 

themes identified were: African community understanding of HIV; strategies to avoid 

HIV exposure; HIV exposure after migration; delayed diagnosis of HIV; access to 

support for PLHIV; and access to information about HIV in Australia. These were 

related to a priori themes as follows (Table 8‑3): 

 

Table 8-3 Community study emergent themes & related a priori themes 

Emergent themes A priori themes 

African community understanding of HIV Information about HIV 

Strategies to avoid HIV exposure Exposure to HIV 

Factors influencing HIV exposure after migration Exposure to HIV 

Potential settings for HIV exposure after migration Exposure to HIV 

Delayed diagnosis of HIV Delayed diagnosis of HIV 

Access to support for PLHIV Social support for PLHIV 

 Access to information about HIV in Australia Information about HIV 

 

These emergent themes were developed by the researcher from participant 

accounts, but are not simply the ideas of the participants. Nor are these themes meant to 

be comprehensive, representative descriptions of the behaviour, understanding, or 

values of Victorian African communities. Rather, these themes are creations of the 

researcher, developed from elements of participant accounts suggesting to the 

researcher the existence, for people living as members of these communities, of certain 

aspects of their physical, social and subjective worlds: that might shape understanding 

of HIV, influence behaviour and affect their capacity or willingness to offer support to 
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PLHIV in their communities. 

8.4.1 African community understanding of HIV 

Information about HIV in Africa appeared to underpin understanding of HIV 

within Victoria’s African communities to a greater extent than subsequent information 

encountered in Australia. Sources of information in Africa included: government; 

schools; faith leaders; health promotion; social discussions; personal experience of HIV; 

employment or training and the process of migration HIV screening. African 

government information about HIV included public health campaigns to raise 

awareness of HIV through radio and television broadcasts (Table 8‑4). 

 

Table 8-4 Sources of information in Africa about HIV 

Government  Media stories about PLHIV 

Health promotion 

Education HIV prevention material in school curriculum 

Faith leaders Group discussions 

Social discussion about HIV Health promotion at social gatherings 

Personal experience of HIV Loss of family, friends and community members to HIV in 
Africa 

Employment and training Scientific information about HIV and STI during health 
care study/work in Africa 

Experience of migration HIV 
screening 

Low self-perceived risk of HIV 

Administrative hurdle to migration 

Experience shared with other members of community 
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Such campaigns emphasised prevention, but also reportedly included efforts to 

reduce HIV-related stigma, featuring personal stories of PLHIV. School curricula 

included examinable teaching on HIV prevention, studied by those with formal 

education. Some participants also recalled formal study of HIV and STI during adult 

education and health care training in countries of origin or transit, such as Egypt. Other 

important sources of information in Africa were discussions led by faith leaders in 

church or health promotion agencies at social gatherings. Participants emphasised the 

value of such interactive discussions in raising their awareness of HIV and its 

prevention. 

One powerful source of information was the personal experience of losing family 

members, friends or community members to HIV-related illness. Another was the 

experience of HIV screening during migration. Participants were aware that others 

migrating from their countries of origin underwent the same screening process. 

Understanding of HIV risk groups at the time of screening led most people to consider 

themselves at low risk for HIV exposure, viewing the test as an administrative hurdle. 

8.4.2 Elements of African community understanding of HIV and AIDS 

Participant accounts were synthesised to characterise current Victorian African 

community understanding of HIV, corresponding to the “popular” model of illness in 

Kleinman’s terms (Kleinman 1988). Important aspects of understanding included the 

definition of the disease; its pathogenesis, symptoms and signs; transmission and risk 

groups; stigma and discrimination; HIV in Australia; treatment, prognosis and 

prevention. Key themes related to these aspects of HIV were identified (Table 8‑5). 
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Table 8-5 Elements of African community understanding of HIV 

Nature of disease Definition 

Pathogenesis 

Symptoms and signs 

Transmission and risk groups Highly contagious 

Routes of transmission 

High risk groups 

Stigma and discrimination Association with sexual immorality 

Responsibility for illness 

Sympathy vs fear 

Moral and physical contagion 

Fear of social death 

Migration-related HIV screening Humanitarian, public health and economic concerns 

HIV in Australia “Screening out” of migrants with HIV 

Low visibility of HIV in Australian media 

Safe, wealthy country 

Social distancing from “high risk” groups 

Low self-perceived exposure risk 

 

8.4.3 Disease, transmission and risk groups 

Key elements of African community understanding of HIV/AIDS were consistent: 

AIDS was seen as a deadly, incurable condition caused by a virus (HIV). 

It is a killer disease, make you very thin, weak, and take away all your capability against 
diseases and the end you will die. (FGD3. South Sudanese senior men) 
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HIV infection was understood to cause immunodeficiency and vulnerability to 

other diseases, leading to wasting, disfigurement, suffering and death: 

I have seen somebody who has been affected by AIDS or HIV in Kasla Town in Eastern 
Sudan. That person was from Eritrea. The symptoms are: weak and get thinner for long time 
until the person will be in bad conditions; diarrhoea for long time with blood; dry skin and look 
sick and different from other people; vomiting; have no interest to eat; if you eat you can't feel 
it; some get mad; when sick person lay in bed, he or she not get better. This person was pass 
away later on. (FGD5. South Sudanese senior men) 

HIV was considered highly contagious, transmitted by sex and blood, from 

mother to child and perhaps by other means (contact, airborne, saliva). 

I believe that disease can be transmitted in many ways… needles, unprotected sex, those 
are the things we heard from the doctors. However there are other ways for example I believe 
you contact someone's saliva who had the disease or mosquito bite, being Somali if someone 
has the disease comes or enters we become alert, even we think you can get the disease by touch 
of the person. May God treat the sick one and prevent the disease from others. (FGD6. Somali 
senior women) 

HIV/AIDS was associated with sexual immorality and drug abuse, affecting gay 

men, prostitutes,126 IDU and promiscuous people putting themselves at risk through 

their own actions and life choices. Some thought “innocent victims” were infected via 

blood transfusions in Africa or through mother-to-child transmission. PLHIV were 

described as “cursed” or afflicted, but deserving of some sympathy. However, they were 

stigmatised and avoided as moral and physical threats, due to their assumed sexual risk 

behaviour and risk of contagion; this resulted in isolation and intensified the suffering of 

PLHIV, both in Africa and in Australia. The fear of “social death” itself contributed to 

the existing stigma surrounding HIV/AIDS. 

Similar themes emerged from other research with African immigrant communities 

in Australia, the US and the UK. The young participants from refugee backgrounds in 

McMichael’s study described HIV as a deadly viral disease, transmitted by sexual 

activity, but also as a highly contagious condition (McMichael & Gifford, 2010). The 

West African women in Drummond’s study considered HIV a primarily sexually 

                                                

126 See Note 47 
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transmitted disease but also believed it to be spread via mosquitoes or casual contact. 

However, their understanding of HIV as a disease difficult to prevent resulted mainly 

from their awareness of the constraints on female agency when negotiating safer sex in 

relationships characterised by gender inequity (Drummond et al. 2008).  The 

investigation by Barrett and Mulugeta of Ethiopian and Eritrean community 

understanding of HIV in the UK also revealed attitudes similar to those described by the 

participants in this study. In particular, they considered the UK a low risk environment 

for HIV exposure, partly due to the relatively low visibility of HIV in UK media and 

partly due to the erroneous belief that migrants to the UK were screened for HIV, with 

the exclusion of those found to have the virus (Barrett & Mulugeta, 2010). The 

participants in Barrett and Mulugeta’s study were emphatic in their descriptions of 

stigma within their communities directed against PLHIV, although they themselves 

expressed a wary sympathy. 

Such research, together with the current study, suggests that African communities 

have a reasonable knowledge of HIV, often obtained prior to migration. The basic 

elements of Victorian African community understanding of HIV were consistent with 

biomedical and epidemiological understanding of HIV and AIDS. Community members 

appeared to overestimate the risk of contagion through non-sexual social contact with 

PLHIV, possibly due to concerns about moral, rather than physical contagion. 

8.4.4 Stigma and discrimination 

Stigma and discrimination dominated the social context of HIV in Victoria’s 

African communities. Participants reported the prevalent community view that various 

government and medical authorities in Africa had treated PLHIV as dangers to society, 

restricting their movement, and attempting to eliminate them, either by killing them or 

expelling them from the country. 

In the beginning when the doctors diagnosed and make sure that person really infected by 
AIDS, they gave person an injection that can kill him or her as soon as possible. Later on they 
think that is not good to kill the patients and they kept the patient in hospital for long time and 
not allowed to go out till the person will die. The stages they kept the patient in hospital until 
they know that person will not able to transmit the disease to others, after that stages they send 
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home to die there… We had heard about person who infected by HIV, but we did not go and see 
him or her. We avoided visiting him. We thought that the disease will jump over you and you 
get it. (FGD3. South Sudanese senior men) 

The actual events cannot be ascertained from these accounts.127 The importance of 

these narratives is the emotional legacy of experiences in Africa, which eroded trust in 

government and medical authorities after migration. This had implications for the 

interactions between African immigrants and Australian authorities or health services 

with regard to HIV, due to an absence of patient/client presumption of benevolence on 

the part of service providers. For example, a mistrust of authority might deter an 

individual from disclosing HIV status to a health professional or government authority 

in Australia. 

The other strong theme noted was the avoidance or abandonment of PLHIV by 

the people in their social networks, due to fear of contagion: 

No one will stay by your side; I saw a girl used to stay with me; when she told me that she 
is sick, I got terrified and I said, "No, I will never go to your house." I said to myself, "I am 
alone. I do not want to die; I can die the normal death but to die from the AIDS it is very hard 
for me. (FGD2. South Sudanese senior women) 

Fear of PLHIV thus generated stigma, leading to discrimination, further 

intensifying stigma. However, fear of a highly contagious, deadly disease was only one 

source of stigma, the other being the association between HIV and sexual immorality. 

The people believe that the only way that this disease is communicated is through sexual 
relationship and therefore they say that this person deserves to have this thing, because of 
course they did not guard themselves and they believe that usually the cases of HIV happen 
when there is premarital relationship and that in the Islamic community it is a... to have sex 
outside marriage is taboo as you understand, so if someone is said to have that disease, they say, 
"OK so that's how they got this disease and they deserve it," and therefore they don't command 
any respect, or any understanding, from the rest of the people. (KII17. Somali male faith leader) 

Stigma thus appeared to arise from the perception that PLHIV presented a 

combined physical and moral threat to other members of their social groups. Stigma led 
                                                

127 For example, isolation of hospital inpatients for infection control reasons might be difficult to 
distinguish from incarceration; similarly, palliative care of patients with advanced AIDS, in the absence 
of effective antiretroviral treatments, might be difficult to distinguish from euthanasia. 
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to discrimination in the form of avoidance and neglect, resulting in social isolation of 

PLHIV in Africa. Participants described how such social isolation resulted in depression 

amongst PLHIV: 

They become so secretive, they don't like to have any interpreters, they don't want to be 
known they have HIV, every time they live in secrecy and fear… Some of them went mad to 
suicide or commit suicide. (FGD6. Somali senior women) 

Social isolation and neglect of PLHIV persisted even after death: 

Nobody notices they're dead, you know what I mean? Like, my next-door neighbour was 
dead for ages, man, I know. Nobody was looking after her, like... you know what I mean? 
Nobody knew she was dead until she started smelling and stuff. Like, you know, that's how bad 
people stay away from these people, man. (FGD9. Young people from Horn of Africa) 

Such neglect of the deceased would be particularly distressing in societies in 

which family bonds and spiritual life were fundamental aspects of humanity. HIV-

related stigma and discrimination were thus literally dehumanising. The pervasive and 

persistent nature of stigma and discrimination in Africa, where PLHIV might lack 

support and comfort during life, and were deprived of dignity in death, influenced 

attitudes after migration. Stigma in Victoria’s African communities thus appeared to be 

based largely on prior experience and information about HIV in Africa. 

I suppose people that are involved in drug use and that, and that have contracted the 
disease… I suppose you went ahead and made that decision and now you have that, so––yeah, I 
suppose I would say, depending on the circumstances, I may say that person did something 
wrong to get that disease. (KII27. Egyptian woman) 

The avoidance of PLHIV was also reported to occur in Victoria’s African 

communities: 

HIV is a serious illness and especially with African communities it carries a lot of stigma 
and people have myth about it, they believe that if you have handshake with a HIV-positive or 
person with that disease that you will catch it––you will catch that disease and therefore the 
person becomes secluded. (KII17. Somali male faith leader) 

These descriptions of stigma in Victoria’s African communities were paralleled 

by the stigma within Ethiopian and Eritrean communities in the UK, described by 

participants who were aware of the adverse impact of stigma upon members of their 
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community living with HIV, adversely affecting both quality of life and access to 

support services (Barrett & Mulugeta, 2010). This recalls the hypothesis, proposed by 

Reidpath, that stigma marks loss of social value. Reduction in potential to contribute 

materially and socially to communities diminishes the social value of PLHIV: this 

stigma generates discrimination––denial of opportunities to fulfill social roles––thus 

perpetuating stigma (Reidpath et al. 2005). However, the reports of perceived 

discrimination by African and Australian governments against PLHIV recall the role of 

institutional discrimination in perpetuation of stigma, as described by Mahajan, who has 

argued that discrimination, based on structural inequality, precedes stigma; subsequent 

labelling merely provides pretexts for further discrimination and stigma that functions 

as a mechanism of control, supporting the existing unequal social order (Mahajan et al. 

2008). Mahajan’s argument suggests that stigma and discrimination cannot be 

successfully addressed without scrutiny of the underlying intersections of 

discrimination: in this case, gender, age, ethnicity, religion and immigration status. 

Participant experiences of HIV screening for migration and application for permanent 

residency provided an example of the relationship between institutional discrimination, 

stigma and risk perception. 

8.4.5 Migration-related screening and HIV in Australia 

Australia was known to screen refugees and other migrants for HIV and was 

thought to prevent the migration of those with HIV; the implication being that very little 

HIV existed in Australia, especially amongst refugee and migrant communities. HIV in 

Australia was thought to be limited to gay men, sex workers and IDU. 

Experience of migration-related HIV screening was widespread amongst 

participants and their various communities. Participants discussed the tensions existing 

between the Australian government’s international humanitarian obligations and its 

nationalistic duty to safeguard both the health of the Australian public and the strength 

of the Australian economy: 

I know that medical check is a right to every one to do it, to come here––Australia––to 
know all diseases that are in his body. AIDS is dangerous and a killer disease. If the doctors 
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diagnosed the certain person infected by HIV, some people come here and some rejected… I am 
confused: why the Australian government allowed some to come and not allowed others? For 
those who infected and kept away not to come to Australia, these people they really need help 
from Australia government, because the bad condition they living in overseas is too dangerous 
to them, no medications that can keeping live longer… If they left there in overseas maybe, they 
will kill themselves because there is no hope for their lives. (FGD3. South Sudanese senior 
men) 

This comment revealed awareness that migrants offered potential economic 

benefits to the Australian national economy, so that Australian immigration policy was 

driven by self-interest as well as humanitarian reasons. The acceptance by this group of 

the Australian government practice of excluding prospective migrants with HIV thus 

arose in part from their understanding of HIV as a debilitating disease requiring 

expensive treatment and rendering PLHIV economically unproductive: 

The Australian government wants to help refugees and helping her people too, they want to 
bring here healthier refugees or skilled migrants because they will work and increase Australian 
economy. Patients cannot work and cost government a lot of money for treatment, they will 
decrease the Australian economy. (FGD3. South Sudanese senior men) 

Participant descriptions of the inability of PLHIV to work, achieve self-

sufficiency or generate wealth were consistent with their experience of HIV in Africa in 

the era prior to availability of cART. Participants described the imperfect awareness, 

within their communities, of the prognosis of HIV. The prognosis with treatment in 

Australia was thought to be better than that in Africa; however, the lack of curative 

treatment, resulted in a perception that a diagnosis of HIV or AIDS still represented an 

end to a person’s life: 

AIDS is a dangerous disease and killer too: if a person infected it difficult to cure. We 
heard that there is medication, but it is still dangerous… even [if] the person still alive; people 
still know that the person will die any time. Everybody is afraid of death. (FGD3. South 
Sudanese senior men) 

The idea of inevitable physical deterioration and demise was accompanied by the 

portrayal of HIV as an end to social existence that preceded physical death, due to the 

perceived inability of PLHIV to fulfill key social roles of spouse or parent or to interact 

with other members of society: 



 330 

Something come and stop you from living… it's like something come and stop you from 
doing whatever you wanted to… because for a man, he can pass it, and if somebody found out 
that he is living with the virus… no relationship, no marriage, no family and stuff. And her, if 
it's a woman, if she give birth, she... then the baby might have the virus... but nobody approach, 
you know? If somebody... had the virus, nobody... shake hand and stuff, no one is going to do it. 
(KII18. Ethiopian woman) 

The understanding of treatment and prognosis of HIV thus appeared to impact 

profoundly upon community perception of PLHIV, as did understanding of HIV risk 

factors. Once again, stigma, based on experience in the African setting, perpetuated 

stigma in Australia. 

The perceived exclusion of prospective migrants with HIV from Australia led to 

the perception of Australia as a country virtually free of HIV. In particular, participants 

described a perception that HIV was extremely unlikely to exist within their own 

immigrant communities, whose members had undergone the migration HIV screening 

process: 

Because you know everybody who come to Australia, they... he must go through a medical 
examination, so... the blood test is the first thing you do. So, where everyone will come, and we 
know each other, we have a hundred percent everybody with no the virus, we say no HIV, we 
don't get. Yeah, I never heard anybody here with the virus, in the past two years. (KII18. 
Ethiopian woman) 

Some participants expressed their concerns that the perceived absence of HIV in 

Australia contributed to a reluctance to adopt safer sex strategies in relationships in 

Australia, particularly relationships with other members of their ethnic communities. 

Apart from migration-related HIV screening, participants mentioned three other 

factors to explain their perception that the risk of HIV in Australia was low: the 

invisibility of HIV, the general affluence of Australia and their identity as members of 

ethnic or religious communities. Many participants reported their perception that the 

issue of HIV was much less visible in Australia than it had been in Africa: 

You will have there, at least two, three times a day there, about that. Here, as I told you 
before… I've been here five years, so I've never heard about HIV/AIDS… if you go in internet, 
or books, maybe you can get information about that, but in the media, I didn't heard, you know? 
(KII20. Ethiopian man) 
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The low visibility of HIV in the Australian media and public health information 

contrasted strongly with the aggressive health promotion around HIV in most of the 

African countries from which participants had migrated. This was reinforced by the 

impression of wealth, safety and health in Australia:  

The image we have for the Western, and rich and healthy... so every one expect, come here 
they don't catch up any diseases, or preventing, or something this bad things happen only back 
home. (FGD1. Ethiopian senior men) 

As discussed above, HIV in Africa had been associated with debility, neglect and 

hence poverty and visible disfigurement: 

I saw a woman, used to be my friend; she was very beautiful... used to be my friend, used 
to come to my house very often; she then got separated from her husband and moved to live 
with me; she used to go to wash [work in a laundry] and come to sleep at my house; then she 
moved to a place call "Al Hofar." After several months she got sick; I was not able to go and see 
her, because I was busy with my work at a restaurant; they told me she was about to die. I saw 
her at the hospital; she was lying on the floor. I was not able to look at her; after she died they 
told me she was very thin; she used to be very beautiful; she is from Dinka tribe. (FGD2. South 
Sudanese senior women) 

HIV in Africa thus presented an immediate, visible and apparently ubiquitous 

threat. In contrast, the relatively few PLHIV in Australia, having access to effective 

treatment that prevented the occurrence of debilitating illness, would not be readily 

identifiable as having HIV. 

The third factor influencing the perception of HIV exposure risk in Australia was 

the idea of stereotypical risk groups, with whom participants and members of their 

communities would not identify: 

The seniors people believe that the good Muslim will not get the disease, if somebody get 
the disease, they engaged in forbidden sexual activity, the disease attacks the promiscuous 
people that have no regular partners that sex free sex with unknown people. (FGD6. Somali 
senior women) 

This statement was representative of the statements of many participants as they 

described the opinions prevalent in their communities. The conflation of sexual 

behaviour with religious or ethnic identity appeared to produce a “social” distancing of 
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risk as a counterpart to the geographical and temporal distancing of risk produced by the 

process of migration: 

They rule out any… national of their people - say a Somali with a Somali, an Ethiopian 
with Somali––you know––Eritrean with each other is the same. It's impossible that they have 
this disease, given the bigger picture that we all come from a Muslim community, Muslim 
family, so how on earth could we have this? But when we move outside this, that is fear––yes 
we say that it's very, very likely that we may have this disease, but the complacency amongst 
themselves: it's so huge. (KII17. Somali male faith leader) 

One consequence of this distancing of HIV risk was that avoidance of HIV 

exposure was not perceived as a priority amidst other challenges of resettlement: 

For the first three or six months… people they're just coming, try to settle down, to learn 
the language. They put it their first priority to start know the country, learn the language, and 
then when settled down and find themselves like running smoother life here, then they can try to 
make it second stage to get knowledge regarding this disease and other disease as well. (KII16. 
Sudanese man) 

In this way, the process of migration, including HIV screening, impacted on risk 

perception amongst African communities, contributing to a perception that HIV was a 

threat both geographically and socially distant from the African communities of 

Victoria. Similar beliefs that policy barred the immigration of PLHIV played a role in 

perceptions of risk among Ethiopian immigrants in the UK, positioning HIV as a 

geographically distant threat, despite the lack of foundation for this belief––indeed, the 

UK does not routinely screen migrants for HIV (Barrett & Mulugeta 2010). African 

young people in Canada also expressed their beliefs that PLHIV had been prevented 

from migration (Omorodion et al. 2007). However, Ethiopian college students surveyed 

in the US, while distancing themselves from the risk of HIV also believed that Africans 

were at higher risk of HIV. This suggests that perceptions of environmental HIV risk 

may relate less to the experience of migration-related HIV screening than to prior 

understanding of HIV, the low visibility of HIV in the new country and community 

norms of behaviour associated with HIV risk (Mitha et al. 2009). African community 

understanding of the extent of HIV in Australia and the link between identity and 

exposure risk underpinned the strategies employed by members of these communities to 

avoid exposure to HIV.  
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8.4.6 Strategies to avoid HIV exposure 

Members of Victoria’s African communities may have perceived Australia as a 

country virtually free of HIV, but they recognised the existence of HIV in Australia 

amongst “high risk” groups (gay men, prostitutes, drug users, promiscuous people and 

other African people). However, they considered their communities to be “clean” at the 

time of migration. As described above, this perception appeared to associate risk with 

identity, usually framed in terms of ethnicity or religion. This seemed to generate 

concerns that loss of identity might lead to risk of HIV exposure or other harms. Some 

older participants considered that young people might be at risk unless they maintained 

their traditions and did not adopt Australian norms of sexual openness or drug use. 

African Australians were also thought to be at risk during travel abroad to Africa, 

should they engage in unsafe sex or require emergency medical treatment. Their 

strategies to avoid HIV exposure emphasised the importance of maintaining traditions 

and the avoidance of sexual partners from high-risk groups (Table 8‑6). 
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Table 8-6 HIV avoidance strategies in Victoria's African communities 

Risk perception HIV risk stereotypes 

Risk and identity 

Risk and location 

HIV avoidance strategies Avoidance of sex with high-risk partners 

Condoms for sex with high-risk partners 

 

Most participants suggested that condom were unlikely to be used in long-term 

relationships such as marriages. Condoms were thought to prevent HIV, but this was 

described in relation to casual sex with high-risk partners. 

I don't know, I will feel more comfortable putting a condom on when I'm... maybe when 
I'm with a prostitute or something, rather than somebody you... you know… it depends who I'm 
having sex with, but... if it's a person that I mean to have sex with, like, every day, I wouldn't 
want to use a condom, no. (FGD9. Young people from the Horn of Africa) 

Primary strategies described for avoidance of HIV exposure appeared to be 

abstinence from premarital sex and fidelity to a spouse or long-term sexual partner. 

Both of these strategies may be considered as variations of one strategy: avoidance of 

sexual relationships with people belonging to “high risk” groups. Considering only 

heterosexual sex, older people recognised only marriage as a morally acceptable 

relationship. Some younger people appeared to have broadened their ideas about 

morally acceptable relationships to include long-term intimate partnerships outside 

marriage. However, the expectation of mutual monogamy remained strong: multiple 

serial or concurrent relationships led to the label of promiscuity, particularly for young 

women. 

The greater acceptability of condoms for use with “high-risk” partners recalls the 

findings of Gras et al. in their study of African migrants in the Netherlands: condom use 

was higher in disassortive sexual relationships, suggesting its perception as a barrier 

against the “other” and consistent with the distancing of risk from “self” (Gras et al. 



 335 

1999). The emphasis on monogamy and fidelity as strategies to avoid HIV exposure, 

despite their acknowledgement of potential exposure risks within ostensibly 

monogamous relationships, was also found to be prevalent among the West African 

women in Drummond’s study and the Somali and Sudanese migrants surveyed by 

Lazarus et al. in Denmark (Drummond et al. 2008; Lazarus et al. 2006). Barrett and 

Mulugeta, exploring the understanding of HIV amongst Ethiopian and Eritrean migrants 

in the UK, found similar attitudes towards condom use to be based on misconceptions 

about HIV risk in the UK, particularly the perception of the UK as a “low-risk” 

environment compared to their countries of origin. 

Strategies to avoid HIV exposure and community understanding of HIV formed 

part of the social environment influencing the exposure of members of Victoria’s 

African communities after migration. Exposure also appeared likely to be influenced by 

other aspects of the social environment. These included structural factors such as 

migration policy and the depiction of HIV in Australian media and health promotion, as 

well as community norms of gender and family relations, which were challenged by 

exposure to socio-economic stressors of migration and resettlement, including 

differential acculturation of older and younger generations. 

Structural underpinnings of HIV-related stigma in Victoria’s African communities 

and the importance of stigma to risk of HIV exposure were consistent with studies of 

HIV risk in Black African and other minority women in Canada, which showed that 

stigma was based on fear of contagion with an untreatable, deadly disease and on the 

association between HIV/AIDS and sexual immorality. Education regarding 

transmission, treatment and prognosis might address fear of contagion, but the 

association with sexual immorality was linked with political and cultural factors related 

to gender, race, migration and sexuality (Gardezi et al. 2008; Newman et al. 2008; 

Williams et al. 2009). Williams et al, in particular, cautioned that HIV prevention 

initiatives that failed to address these structural factors risked intensifying stigma 

against African migrant and other women in Canada. 



 336 

8.4.7 HIV exposure after migration 

Several social, interpersonal, psychological and physical factors appeared likely to 

influence HIV exposure after migration, through influence on likelihood of contact with 

HIV, perceived risk of exposure, strategies to avoid exposure and ability to implement 

avoidance strategies.  

8.4.7.1 Factors influencing exposure to HIV 

Social factors affecting likelihood of contact with HIV included: transnational 

social and sexual networks; social norms constraining gender interaction; 

intergenerational tension and youth homelessness. Risk perception and judgement, 

together with emotional aspects of intimate relationships, influenced the implementation 

of avoidance strategies (Table 8‑7). 
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Table 8-7 Factors influencing HIV exposure in Victoria's African communities 

Transnational social and sexual 
networks 

Global diaspora and small local community 

Preference for in-group marriage 

Government legal and social services 

Gender norms Premarital gender segregation 

Heterosexual marital monogamy 

Sexual negotiation and coercion 

Intergenerational tensions Differential acculturation 

Parental norms and youth rebellion 

Intimate relationships Condoms as marker of distrust 

Youth homelessness Risk-taking 

Peer influence 

Intoxication  

Trust in intimate relationships  

Sexual desire  

Awareness of HIV in Australia  

HIV risk stereotypes  

Impaired judgement  

Moral-spiritual factors  
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African Australians living in Victoria were members of social networks extending 

around the globe, including African countries of origin, countries of transit and other 

countries in which relatives, friends, acquaintances had settled after emigration from 

their places of birth. These transnational family and social networks influenced choice 

of marital partner. The small size of local communities, preference for marital partners 

from similar ethnic or religious backgrounds and the existence of global diaspora 

populations, led people to marry partners from abroad, by their own choice or through 

parental arrangement. However, partners in marital relationships would be unlikely to 

conform to the stereotypes of HIV risk prevalent in African communities, lowering the 

likelihood that strategies to avoid exposure would be employed within such 

relationships. 

African Australians, particularly the younger generations, were also members of 

social networks within Australia. Most African communities attempted to maintain 

social segregation between unmarried young men and young women. However, 

Australian social environments, including school, university and public transport, 

placed young men and women into closer proximity with each other than the gender-

segregated situations common in family and community social settings. Such proximity 

increased both the opportunity and inclination to engage in more intimate relationships, 

some of which were sexual. Close or prolonged contact between a young man and a 

young woman from the same ethnic or religious community raised expectations of 

marriage. The failure to realise such expectations risked damage to the reputation of the 

young woman that might harm her future prospects of marriage to an approved partner 

within that community. However, familial and community expectations arising from 

undue contact between young men and women may have led young people to prefer 

intimate premarital relationships with partners outside their own ethnic and religious 

social networks: 

Most of them, they do go out with non-Eritrean, or non-Somali, because... all the family, 
they know each other, and then they find out there's like, something going on between these 
two, they are in troubles. (KII2. Eritrean social services provider) 
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The threat of social sanctions then resulted in attempts to conceal these 

relationships from their parents and other members of their ethnic communities. This 

was one source of tension between the generations that developed after migration to 

Australia. Several participants, both older and younger, reported that intergenerational 

tensions frequently developed after migration to Australia: 

The boy says, "No," and the girl says "No." They have become like devil. You even get the 
feeling that it is not your child, seriously... and they guess what time they come, always: "I am 
going to my friend," "I am going to my friend." I just hope we do not have to hear bad news 
later. (FGD2. South Sudanese senior women) 

Providers of health and social services also noted this phenomenon. Tensions 

developed as parental desire to control and thus care for their children, clashed with 

young people’s rebellion and desire for independence, developing under the influence 

of Australian peers. 

This is the country of freedom, the freedom that leads you to death. (FGD2. South 
Sudanese senior women) 

Several participants with experience in social services suggested that African 

parental models of intergenerational communication centred on submission of young 

people to parental authority, rather than open discussion of sensitive issues. Attempts to 

exert authority reportedly led to family violence and involvement of law enforcement 

and welfare agencies. Participants tended to describe these different expectations in 

terms of contrasting “African” and “Australian” cultures, thus framing the issue as one 

of identity, rather than opinion or behaviour. Intergenerational tensions held the 

potential to increase the risk of HIV exposure for young people as a result of family 

conflict and youth homelessness, particularly for those young people eligible to receive 

financial support in the form of welfare. 

It depends on the father's time in Australia, his education, and his age… A man who is 45 - 
50 years old is "more African than anything else." He wants his son to eat, behave, talk, dance, 
and sleep the way he and his brothers used to behave in Africa. Those who came young, and 
married here are more open to the new culture. They have "more lenience" to the new culture. 
They accept to some extent that children will be influenced by Australian culture… Some who 
grow here are more likely to challenge the parent. They are more likely to have a boyfriend or 
girlfriend. They are more likely to disobey the culture that the parent (the father) wants them to 
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live. They are more likely to have Australian friends and become open to illicit drugs. They are 
more likely to leave home while young, with the help of DHS.128 Family breakdown like that is 
unlikely to happen at home. Here, children can access financial assistance instead of fully 
relying on their parents' income. (KII26. Somali male social services provider) 

Once away from home young people encountered difficulties coping with the 

poverty and uncertainty of living alone or with peers. Some engaged in risky behaviour 

through peer influence or coercion, such as unsafe sex or drug use. These led to adverse 

outcomes such as unplanned pregnancy or STI, which increased the vulnerability of 

men and women to HIV acquisition during unprotected sex. Youth homelessness 

appeared to be a key influence on potential HIV exposure risk and resulted from 

intersecting structural, interpersonal and individual factors. Young people living out of 

the family home faced multiple challenges to their health and wellbeing, but their 

vulnerability to HIV and other risks associated with sexual activity was, like that of 

other African community members, influenced by their perceptions of HIV exposure 

risk and their ability to deploy effective strategies to avoid exposure. 

Qualitative inquiries into HIV and sexual health amongst young people from 

African and other ethnic backgrounds in Melbourne, undertaken by McMichael et al 

revealed similar themes such as the importance of identity, differential acculturation, 

intergenerational tension and the positioning of HIV as only one amongst several 

physical and social risks associated with sex in Australia. Family disintegration and 

youth homelessness were identified as important issues related to sexual risk 

(McMichael & Gifford 2010; McMichael et al. 2011). Studies of African migrant young 

people in the UK and Canada, in the context of youth culture in industrialised countries, 

also revealed issues of differential acculturation, the challenge of negotiating changing 

identities, management of physical and social risks associated with sexuality and 

substance use (Barrett & Mulugeta 2010; Omorodion et al. 2007). This current study 

revealed that older members of Victoria’s African communities and service providers 

recognised the importance of family cohesion and stability of accommodation in 

maintaining health and wellbeing of young people, perceiving the influence of structural 
                                                

128 Department of Human Services 
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forces such as migration policy, unemployment, social welfare and child protection 

policy. However, no coherent strategy to address these challenges had emerged. 

Perceived risk of HIV exposure and the availability of strategies to avoid exposure 

related to community understanding of HIV in Australia, based on existing information 

about HIV, have been described above (Table 7‑9). However, ability to implement HIV 

avoidance strategies was weakened by impairment of judgement and was influenced by 

emotional aspects of intimate relationships as well as vulnerability to coercion. 

Examples of impairment included sexual desire and intoxication during sexual 

encounters, either in Australia or during travel abroad.129 Impairment of judgement 

adversely affected the ability of some African community members to effectively apply 

HIV prevention strategies, despite knowledge of such strategies. The strategy most 

vulnerable to such lapses of judgement was the use of condoms in intimate relationships 

with trusted partners. Trust was a strong theme in the context of intimate relationships, 

including marriage. The importance of trust to HIV exposure was its relation to risk 

perception and the adoption of effective HIV avoidance strategies. Several participants 

described condoms as a barrier to trust, as they were associated with casual sexual 

relationships. 

It doesn't feel good... you know? I don't know, man, it's dodgy, man. As much as you think 
you want to have good sex, it's like saying, you know, "I want sex," you know? I'm not paying 
for the sex, or anything, it's like... I don't know, man... It's called making love, dog, you know 
what I mean? It's called compassion and stuff, man! … It's not natural… I don't know your 
sexual experience and stuff, but a condom is dodgy man, I tell you, is that. It's got different 
feelings when you have a condom and you don't have a condom, you understand what I mean? 
And the feeling that when you don't have a condom is better than when you have a condom. 
(FGD9. Young people from Horn of Africa) 

The understanding of condoms as a protection against HIV and the association of 

HIV with sexual immorality intersected to generate an understanding of the condom as 

a marker of mistrust in an intimate relationship, hence the cessation of condom use as a 

                                                

129 Other causes of impaired judgement were long-term cannabis use and mental illness, leading to 
injecting drug use and needle sharing. 
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sign of growing trust in a new partner. Most perceived the strategy of condom use to be 

an implicit statement of distrust in the integrity of an intimate partner. 

Interestingly, this recalled the argument mounted by one religious leader (KII17) 

to support his opposition to the promotion of condom use as an HIV prevention 

strategy: 

It is a problem. Firstly, this condom, the way I see it, is not effective. It's not effective. 
Initially it can be practised. People practise in the first time. But as they go on, they will not use 
it, OK. So it is just the first step to more complications. My panacea there is just abstinence. 
Abstinence with strong, strong religious component… (KII17. Somali male faith leader) 

This position could be regarded as a formulaic rejection of a prevention strategy 

having scientifically proven efficacy, but in fact seemed to represent a more 

sophisticated position: one that considered HIV prevention in the wider social and 

psychological context of human relationships. However, the proposed solution of sexual 

abstinence (premarital chastity) may have been inadequate as an alternative strategy, 

due to other physical, psychological and social factors influencing HIV exposure. 

The study by Bourne et al., who explored in depth the construction and 

assessment of sexual risk by people of diverse ethnicities and sexual orientations, 

revealed that emotional safety was a higher priority than physical safety. Distrust of a 

partner, implied by the use of condoms, threatened the intimacy and stability of the 

relationship. This threat outweighed the potential physical threat of exposure to STI, 

including HIV (Bourne & Robson, 2009). The accounts of African young people in 

Canada also referred to the tension between trust, intimacy and condom use, and the 

adverse impact of intoxication on the effective use of condoms (Omorodion et al. 2007). 

The notion of emotional safety and the condom as a symbol of mistrust of a 

partner was well explored in McMichael’s study of young people from African and 

other refugee backgrounds in Melbourne (McMichael & Gifford, 2010). Such results 

are consistent with the reservations expressed by several participants in the current 

study, about the emphasis on condoms as the principal means of HIV prevention, when 

not accompanied by measures to address the environmental and emotional dimensions 
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of risk. These arguments suggest that effective HIV prevention strategies need to move 

beyond simple provision of factual information about routes of transmission, to consider 

the social dimension of sexual health in African communities, as well as the individual 

factors influencing exposure to HIV. 

8.4.7.2 Potential settings for HIV exposure 

Several settings appeared to hold potential HIV exposure risk for members of 

Victoria’s African communities. These appeared relevant to many community members, 

of diverse ages and genders, engaging in various social activities in different settings in 

Australia and abroad (Table 8‑8). The demonstration that any of these scenarios could 

result in HIV acquisition was not possible in this study, since neither interviews nor 

discussions explored the personal history of HIV exposure or testing of any participants. 

However, the narratives of HIV acquisition provided by participants in the case series of 

African-born PLHIV (section 7.5.2) support the plausibility of several scenarios related 

to sexual and blood-borne exposure in Australia and abroad. 
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Table 8-8 Settings of potential exposure for members of Victoria's African communities 

Heterosexual exposure in Australia Spouse from abroad 

Unprotected casual sex in Australia 

Heterosexual exposure abroad Unprotected casual sex during travel 

Spouse from abroad (in country of origin) 

Sex between men in Australia  

Injecting drug use in Australia  

Health-care-associated exposure abroad Planned medical procedure abroad 

Emergency procedure/transfusion abroad 

Traditional cutting procedure abroad (Female genital mutilation?) 
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Sexual exposure after migration appeared possible within steady relationships 

with partners perceived to be low-risk; through casual sex in Australia; or during travel 

abroad, when condoms were improperly used or not used with partners judged to be 

low-risk. Participants generally discussed sexual activity in terms of heterosexual 

relationships, although some reported their acquaintance with African MSM, or were 

aware of MSM within their various ethnic Christian and Muslim communities. 

Few settings appeared to pose a risk of blood-borne exposure to HIV, but a small 

number of young men were involved in injecting drugs in Victoria. Traditional cutting 

procedures such as FGM had been the subject of sustained, community-led efforts 

aimed at their eradication, accompanied by well-publicised legislation. Many 

participants had been involved in these efforts, expressing confidence that community 

attitudes no longer supported the practice of FGM, although the reliability of these 

reports may have been limited to the particular ethnic and religious communities with 

whom participants were linked. Cosmetic body modifications, such as tattoos, were 

reportedly sought through licensed practitioners and hence posed little risk of exposure. 

Potential settings for exposure abroad appeared to include sexual contact during 

travel or with spouses from overseas, and blood-borne exposure during planned or 

emergency health care abroad. Traditional cutting or injection procedures, such as 

FGM, appeared to be uncommon risks for African Australians travelling after initial 

migration, due to efforts of African national governments to discourage such practices 

and to changing community norms, both in Africa and in the diaspora (Table 8-8). 

The persistence of exposure risk after migration, both in Australia and abroad, 

was consistent with the narratives of African-born PLHIV who participated in the case 

series (Chapter Seven). These patterns of exposure have been also been evident among 

Black African communities in the UK (Burns et al. 2009; Fenton et al. 2001). The risk 

of exposure to HIV within Australia for African-born MSM is also consistent with the 

evidence from the UK and is important for African communities, given the relatively 

high proportion of MSM amongst African-born men diagnosed with AIDS in Australia 

(Dore et al. 2001). The risk of heterosexual exposure to HIV within Australia may be 
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contentious, as each case would represent a failure of existing strategies for HIV 

prevention in Australia’s African communities. However, these accounts reveal a 

number of plausible scenarios in which heterosexual exposure might well occur after 

initial migration.  Although awareness of mother-to-child transmission was evident 

amongst participants, vertical transmission in Australia was not discussed as an issue for 

members of African communities in Australia. This may have been due to its rarity, its 

sensitivity, or both. 

Participants in these KII and FGD provided accounts of knowledge, behaviour 

and experience within African communities that revealed the social and individual 

factors shaping patterns of HIV exposure, risk perception and adoption of strategies to 

avoid exposure. Many of these factors also appeared relevant in the search for reasons 

underlying the observed delays in diagnosis of members of these communities who 

might have acquired HIV. 

8.4.8 Delayed diagnosis of HIV 

Factors delaying diagnosis of HIV included the risk of exposure prior to migration 

and barriers to HIV testing after migration. These resulted from factors similar to those 

influencing exposure to HIV after migration. Barriers to HIV testing after migration 

included: the effect of the migration HIV screening process; the depiction of HIV in 

Australian media of HIV as an African disease; lack of information about HIV in 

Australia; HIV testing policies and opportunities in Australia; lack of social discussion 

within African communities about HIV; unrecognised risk in intimate relationships; 

perception of Australia as a low risk environment; HIV risk stereotypes; fear of positive 

test result; despair about prognosis after diagnosis and sexual morality (Table 8‑9). 

The effect of all of these barriers was mediated through low self-perceived risk of 

HIV exposure or concern about the physical and social consequences of diagnosis 

(Figure 8‑1). Low self-perceived risk lessened the likelihood that members of Victoria’s 

African communities would recognise the need to ascertain HIV status through 

screening tests; concern about the possible consequences of a positive HIV test lessened 
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the likelihood that African community members would actively seek HIV testing, even 

were they to accept the possibility of exposure. Risk perception among health care 

providers was another factor affecting access to HIV testing, but could not be addressed 

in this study. 

 

Table 8-9 Barriers to HIV testing after migration 

Migration-related HIV screening 

Australian media depiction of HIV as an “African disease” 

Lack of information about HIV in Australia 

HIV testing policies in Australia 

Lack of social discussion in Australian African communities about HIV 

Unrecognised risk in intimate relationships 

Perception of Australia as a “low-risk” environment 

HIV risk stereotypes 

Fear of positive result 

Despair about prognosis after HIV diagnosis 

Sexual morality 
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Figure 8-1 Factors delaying HIV diagnosis after migration 
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Low self-perceived risk of HIV exposure resulted from perception of Australia as 

a low-risk environment and existence of HIV risk stereotypes with which African 

Australians failed to identify themselves or their sexual partners. Australia was 

perceived as a low-risk environment for HIV exposure. As discussed above, this 

resulted from the impression that HIV was virtually absent in Australia, particularly 

amongst groups of people such as African migrants, who had undergone HIV screening, 

as well as the perception of Australia as a safe, clean place. 

As described above, all adults and some children migrating permanently from 

Africa to Australia underwent HIV screening as part of the medical assessment against 

the Health Requirement. However, there appeared to be ample time for HIV infection to 

occur in Africa in the interval between migration HIV screening and travel. One 

participant (KII13) recalled a three-month interval between her HIV test and her travel 

to Australia. Another (KII3) had supported several clients diagnosed with HIV after 

having negative HIV tests in Africa during their applications for migration: 

Australia says you have to make a medical test, before came here to Australia. Some of 
them… they were discovered there, over there, to be positive, or HIV-positive, so they were not 
allowed to come here, to Australia. But, like... there is a period... from being infected with the 
virus until it really in your blood, so, it takes like six months, so some of them, you know? The 
gap is enough for them to come here, to Australia, and they just start to have pains, and so... you 
know, simple symptoms, and went to the hospital, and then discovered themselves HIV-
positive. (KII3. Sudanese female health services provider) 

Given the stereotypes of HIV risk and the African health promotion emphasis on 

sexual, rather than blood-borne exposure, exposure in Africa may not have been 

recognised. The experience of HIV screening could thus reinforce the existing 

understanding of HIV, resulting in low self-perceived risk of HIV that reduced the 

impetus to seek an HIV screening test after migration to Australia. The prevailing 

stereotypes of “high risk” groups derived from public health and media information in 

Africa and Australia, along with the association between HIV and sexual immorality, 

led members of African communities to dissociate themselves from the risk of HIV 

exposure. Few considered themselves promiscuous or identified themselves with 

stigmatised groups such as gay men, sex workers or IDU: 
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Yeah, I could have hooked up with billions of junkies, but I don't offer to, you know? 
Because they're pretty dirty, man. (FGD9. Young people from Horn of Africa) 

This illustrates the manner in which these stereotypes also led to low perceived 

partner risk: the categorisation of a potential partner as a member of a stigmatised group 

would lead to avoidance rather than pursuit of an intimate relationship. 

Low self-perceived risk was the commonest reason for delay in diagnosis amongst 

the Black African patients surveyed by Erwin et al. in the UK (Erwin et al. 2002). The 

relationship between delayed diagnosis, low self-perceived risk, prior experience in 

countries of origin was also shown by Burns et al., who also noted the important roles 

of structural factors such as immigration status, and social stigma (Burns et al. 2007). 

Fakoya et al. also highlighted structural factors delaying diagnosis, noting that 

awareness of HIV amongst Black Africans in the UK did not necessarily translate into 

greater self-perceived risk; this had implications for both HIV prevention and HIV 

testing. Formal discrimination preventing undocumented migrants from accessing HIV 

care and support services was a key structural barrier to diagnosis in the UK, but may be 

a less pressing issue in Australia, given the small number of undocumented migrants 

from Africa (Fakoya et al. 2008). 

The fear of a positive diagnosis may have deterred some members of Victoria’s 

African communities from seeking an HIV test, but was less commonly mentioned as a 

barrier to HIV testing. 

For example, myself, when I went for this test, I was scared. I was scared. I didn't know. I 
know myself and I didn't involve in any sexual and I didn't... life but I was scared… Anyone––
like when you go to the exam, you tension, like until now anyone goes for that test, because 
sometimes it's––for them it is just life or death. Like, they consider themselves if they have that 
disease as a dead––some people think that. (KII16. Sudanese man) 

Fear of a positive HIV test appeared to arise partly from fear of physical illness 

and death, but this was outweighed by fear of social isolation due to HIV-related stigma 

within the community. Navaza et al. recently noted, in their study of African migrants in 

Spain, that fear of social stigma after HIV diagnosis was a barrier to testing. Another 

concern cited was the implications of HIV diagnosis for their prospects for employment, 
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which was again, a manifestation of social stigma against HIV (Navaza et al. 2012). 

However, other concerns about testing in Navaza’a study, such as the sacred nature of 

blood and mistrust of health authorities, were less prominent themes in the interviews 

with members of Victoria’s African communities. Delayed HIV diagnosis appeared to 

result predominantly from low self-perceived risk and partly from fears of acquiring the 

label of a deadly, stigmatised disease. The low self-perceived risk was also linked 

indirectly to fear of HIV, since distancing of risk arose partly from the stigma associated 

with HIV.  

8.4.9 Access to support for people living with HIV 

Participants described various potential sources of support for African Australian 

PLHIV, such as government services (including bicultural workers), non-government 

organisations, members of the communities, partners and families; some also discussed 

the role of faith and religion (Table 8‑10). 

Participants also described various barriers that might impede access to these 

sources of support. Such barriers included: discrimination by governments and health 

services (in Africa and Australia) against PLHIV; language and communication; distrust 

of professional confidentiality; lack of information; institutional policies; and stigma. 

Other barriers were denial of HIV diagnosis, fatalistic attitudes to illness and perceived 

cultural insensitivity. In particular, support from positive peer-support groups and faith 

organisations/faith leaders appeared inaccessible. HIV-related stigma was the principal 

barrier to social support (Table 8‑11).  
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Table 8-10 Sources of support for African Australian people living with HIV 

Government services Clinical services 

Support services e.g. Bicultural health workers 

Non-government organisations Bicultural support services 

Community Community associations 

Individual community members 

Partners and families  

Faith and religion  

 

Table 8-11 Barriers impeding access to support for African Australian PLHIV 

 Discriminatory government policies Deportation of refugees diagnosed with HIV 
(Egypt) 

Immigration restrictions on migration of PLHIV 
(Australia) 

Discrimination in health care 
facilities 

Maltreatment of HIV patients (Africa) 

Language and communication Lack of English fluency 

Distrust of interpreter professional confidentiality 

Institutional policies Inflexible policies on use of interpreters 

Stigma Sympathy tempered by fear 

Individual wellbeing vs group cohesion 

Denial of HIV diagnosis  

Fatalistic attitudes to illness  

Perceived cultural insensitivity  
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Government services included clinical services providing health care, but also 

support services providing information, emotional support, advocacy and sympathy, 

often through bicultural community workers who shared ethnic or religious identity 

with clients and spoke the relevant languages. Several participants had worked in such 

roles. Non-government organisations also provided some similar support services, also 

using bicultural workers, although no participants who were members of such 

organisations had reported having provided support to African Australians who had 

disclosed a diagnosis of HIV. Barriers to government services included experiences of 

perceived discrimination against PLHIV, language and communication difficulties, 

distrust of professional confidentiality and lack of relevant information. 

Reported discrimination against PLHIV in African health care facilities has been 

discussed above.  Several participants reported the deportation of refugees from Egypt 

following HIV diagnosis, which was consistent with reports from human rights groups 

concerning the treatment of PLHIV in several Middle Eastern countries (Lemmen et al. 

2012; Todrys 2009). 

Australian immigration practice may also be seen as discriminatory, as it limited 

the ability of prospective migrants living with HIV to obtain permanent residency in 

Australia. Although denial of permanent visas was not based on the mere diagnosis of 

HIV, but the estimated cost of treatment, the result was that most PLHIV applying from 

abroad were unsuccessful in obtaining a permanent visa (Department of Immigration 

and Citizenship 2007; Lack et al. 2007). The justification for this policy and practice 

may be arguable, but its impact and that of African experiences upon the community 

perceptions of HIV was evident in this study and was consistent with the role of 

institutional discrimination in perpetuating social stigma is explained by Mahajan 

(Mahajan et al. 2008). Stigma appeared likely to deter some African Australian PLHIV 

from disclosing their HIV status in order to access support from government services. 

The legacy of distrust in authority left by previous experiences of discrimination was 

one theme emerging from the stories of Black African women living with HIV in the 

UK (Anderson & Doyal 2004; Doyal & Anderson, 2005). 
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Descriptions of discrimination by Australian health services against African 

Australian PLHIV focused mainly on the difficulty of communication between 

patients/clients and staff, rather than any deliberate maltreatment by individuals. 

Communication difficulties arose from lack of fluency in English, compounded by 

client concerns that interpreters might fail to maintain professional confidentiality by 

disclosing client HIV status to other members of their shared ethnic communities. 

That's an issue across the board, not only just in the health area, but also in areas of legal 
system, family conflict, domestic violence... all that sort of issues, interpreters are an issue, 
because we are living in small community... maybe the interpreter will be my auntie, or my 
uncle! How could I tell my uncle I've got HIV/AIDS? That's... the fact even I'm hiding from the 
family! So I think the issue here is... it is important, you see, to train professional interpreters 
and also to explain the role of professional interpreters to the community, but at the end of the 
day, given the community is too small, it is extremely hard... to limit that problem. That 
problem will be there. (KII10. Ethiopian man) 

Such concerns may have been justified: participants who had worked as 

interpreters, support workers or advocates described their own efforts and those of their 

colleagues to provide compassionate, appropriate care, whilst protecting client privacy, 

but some described their own ethical dilemmas encountered when interpreting for 

clients who might not disclose the diagnosis of HIV to their own partners. Some support 

workers and interpreters showed awareness of the power imbalance of these 

professional relationships, but reported that client confidence was earned slowly, as a 

service provider forged a personal relationship with each client, unable to rely on 

recognition of the professional ethic of client confidentiality. 

They just see if you are a talkative person or not (laughs). If you just start talking and 
talking and talking with them... "Oh, it means he is... he will be the same thing with any of 
others. And they just start to test you with informations, they tell you something, if the 
supervisor came... and talk in the same issue with them, that means, "Oh, he go and talk with the 
supervisor, so he can talk to anyone else." … They will not, never, never, from the first time, is 
he going to trust you. So it is a matter of time. It's a matter of many meetings, many contacts 
with them... (KII3. Sudanese female health worker) 

Lack of English fluency thus seemed to leave African Australian PLHIV in 

dependent relationships with respect to interpreters. However, institutional policies 

appeared to perpetuate such dependence, rather than empowering clients. Inflexible 

procedures failed to accommodate the specific needs of individuals, particularly 
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confidentiality. One health worker (KII23) described her strenuous efforts to avoid the 

imposition of an interpreter upon an African woman with HIV who feared disclosure of 

her HIV status might occur with any interpreter other than her husband. The efforts of 

this participant preserved the privacy of her client, but institutional policies perpetuated 

dependency, rather than empowering the client to choose or refuse an interpreter. 

Similar dependency upon particular practitioners was notable in Foley’s study of Black 

African migrants in Philadelphia, where these practitioners acted as advocates within 

the health system for clients living with HIV, but faced apathy or prejudice from 

colleagues, who were sometimes reluctant to deviate from usual procedures, due partly 

to financial and policy constraints (Foley 2005). 

Sympathy for PLHIV appeared to exist within African ethnic and religious 

communities. However, the intensity of stigma within African communities generated 

an atmosphere of fear and blame that prevented both the disclosure of HIV status and 

the expression of sympathy for PLHIV. Participants were aware of the impact of stigma 

on the access of PLHIV to both community and professional support, but seemed 

unsure how to address this stigma. One participant (KII21) recounted her experiences of 

providing emotional support and encouragement to a member of her own extended 

family who was living with HIV. Using her skills as a support worker, she was able to 

encourage her relative to take a more active role in the community, but needed to 

maintain strict secrecy about the diagnosis of HIV. She thus found ways to provide 

support in a stigmatising social environment, but was unable to shift stigmatising 

attitudes in her immediate social circle. Stigma in the communities was observable in 

the discussions concerning support from spouses and partners. Although several 

participants acknowledged the importance of support from a spouse, some suggested 

that an HIV diagnosis would justify a divorce: 

Islamically we know that if one of the couple is infected with this disease, they have the 
right to divorce––automatically. (KII17. Somali male faith leader) 

Others suggested that the spouse of a person diagnosed with HIV ought to remain 

married in order to prevent the person with HIV from engaging in relationships with 



 357 

other people. This suggestion seemed to rest upon the assumptions that a person with 

HIV was doomed as an individual and that the wellbeing of an ethnic or religious 

community was of greater importance than that of the spouse. 

AIDS is a dangerous disease… It is better for a husband and wife affected by HIV to live 
together, because use to reduce spreading the HIV. But if they divorce, they will affect many 
people… (FGD5. South Sudanese senior men) 

The prioritising of group cohesion over individual wellbeing was evident in 

discussions about the roles of religion and faith. Adherence to religious strictures on 

behaviour appeared to be a key element of group identity. The role of religion in 

avoidance of HIV exposure has been discussed above. The association of HIV with 

sexual immorality acted as a barrier to support from religious institutions or groups, 

since disclosure of HIV would imply previous actions deemed to be incompatible with 

membership of the religious group. 

The expressed attitudes toward homosexuality and premarital sex suggested that 

some faith leaders, while eager to serve their communities and protect their members 

from HIV and other threats, did not perceive the links between their own statements 

about morality and the intensity of community stigma against PLHIV. Körner’s study of 

CALD PLHIV in Sydney similarly revealed the adverse influence of religious strictures 

against homosexuality and promiscuity in relation to HIV-related stigma (Körner 

2007b). 

 Personal faith and religious conviction was described as a potential source of 

support, but also as a potentially weakening influence. Some service providers and 

community members suggested that religious principles of fate and divine will produced 

a fatalistic attitude that deterred PLHIV from actively engaging with treatment or 

planning for the future thereafter. 

On the other hand, the subjective importance of faith as a source of hope and 

strength after HIV diagnosis is evident from the accounts of case series participants 

(Chapter Seven) and has been reported by several studies of African migrants living 

with HIV (Anderson & Doyal 2004; Foley 2005; Newman et al. 2008; Ridge et al. 
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2008). At the time of this study, Victorian HIV support services had neither actively 

engaged with faith-based organisations to address the religious dimension of stigma, nor 

explored the avenues for providing spiritual support for members of African Australian 

PLHIV.  

The foregoing discussion shows the prominence of stigma as a barrier to support 

from both professional and community sources after HIV diagnosis. Other factors 

influencing access to support were education, literacy and English fluency. These 

factors interacted with each other and with the cognitive understanding and emotional 

legacy of prior experiences of HIV in Africa. Stigma itself resulted partly from 

experiences in Africa, as well as underlying community norms of gender roles and 

sexuality that were linked with ethnic and religious identity. This suggests that 

improved access to support would require examination of these social norms and 

provision of new information to stimulate evolution of community attitudes and 

challenge the structural basis of HIV-related stigma in Victoria’s African communities.  

8.4.10 Access to information about HIV in Australia 

African community members described sources of information about HIV 

available in Australia, after migration. These included: government health promotion; 

the education system; media (including the Internet); printed information; faith 

organisations, employment and training; community-based organisations; family; peers 

and personal experience (Table 8‑12). However, they perceived the quantity of 

information to which they were exposed in Australia to be less than that in Africa. 
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Table 8-12 Sources of information in Australia about HIV 

Government health promotion Health promotion pamphlets 

Public libraries 

Education system Sexual and reproductive health classes in school 

Media Mass media 

Ethnic media 

Internet 

Faith organisations Awareness of HIV 

Sexual morality 

Sex and travel 

Employment and training Interpreters 

Community health workers 

Community Health promotion materials 

Group discussions about sexual and reproductive 
health 

Social discussion in response to media 
programmes 

Family discussions Contraception and safe sex 

Different discussions with male vs female 
children 

Peers Discussions about meeting potential partners  

Concealment of sexual activity from parents and 
elders 

Avoidance of unwanted pregnancy 

Safe injecting (young men injecting drugs) 

Personal experience Relative living with HIV 

Role as support worker for PLHIV 
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Participants described various government sources of information about HIV in 

Australia, including pamphlets distributed by health promotion agencies, printed 

information available in public libraries. Such material included general information 

about HIV and STI, and information about the use of condoms to prevent HIV 

exposure. 

The Australian education system was described as an important source of 

information about HIV in Australia. Young people in particular, recalled formal 

instruction about sexual and reproductive health in secondary school, although HIV was 

merely one of several subjects in the curriculum and received less emphasis than 

contraception and other STI. 

We only had it in school, like in "Health and Development"… Not a lot of discussion about 
it. It's like, "Yeah, AIDS––it happens." You know? "Now, let's get to the next topic." (FGD16. 
Young women from Horn of Africa) 

Mass media was another source of information frequently mentioned by many 

participants. Television was the commonest medium, followed by newspapers, but some 

described radio (including ethnic radio) broadcasts that occasionally mentioned HIV. 

Most media programs, articles and broadcasts were remembered to concern HIV in 

Africa, although some mentioned Australian statistics on the number of HIV cases. 

Material concerning HIV in Australia appeared to be relatively scarce. Some suggested 

that the Internet offered information about HIV, but also suggested that access to such 

sources might be limited to those with sufficient computing skills, particularly among 

the young. 

One feature of mass media to which many participants referred was the relative 

profusion of sexualised imagery, although pornography as such was associated with the 

Internet. Images of women in revealing clothing in programs and advertisements, along 

with the frequent depictions of premarital and extramarital sex in mass media were cited 

as indications of sexual “openness” in Australian culture. 

The instincts are stimulated 24/7... I mean, the TV shows are titillating... seen on the 
street... you see people... I mean girls wear short clothes, so the person is always busy recalling 
these images. So I think it is an important point. (FGD10. Sudanese young men) 
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Such openness was portrayed as a challenge to “African” cultural norms of gender 

segregation and reticence about sex. Both older and younger participants suggested that 

sexualised media imagery and Australian cultural norms allowing social interaction 

between the genders were factors leading to the involvement of young men and women 

from African communities in premarital sexual relationships. 

Both Muslim and Christian faith organisations were described as sources of 

information. Faith leaders described their own efforts to raise awareness within their 

communities about HIV. They emphasised the importance of adhering to religious 

moral norms of sexual behaviour, positioning HIV as one of several risks associated 

with promiscuity, homosexuality and marital infidelity. Other participants recalled 

similar themes in the discussions occurring in faith communities, including warnings 

about the dangers of casual sex during travel abroad. 

Some participants reported their experience of instruction about HIV during their 

work or training as interpreters or community health workers. Such experience included 

direct contact with PLHIV. 

I just had a client, three months ago, but the first time I go, I went to met her, I was really 
worried from this one... am I going to shake her hand or not... Yeah, I am worried. Because it's 
the first time in my life to meet a person with... a patient with HIV. And as I said to you, you 
know... still the culture, your culture, your community and your beliefs... previous beliefs, I 
think, they are gonna affect you. They will still affect you. (KII3. Sudanese female health 
worker) 

Such direct experiences had changed their understanding about HIV, challenging 

stereotypes of HIV risk groups and allaying their fears of contagion. These participants 

had also gained deeper understanding of the role of stigma in the lives of PLHIV. 

Some African community-based organisations had also made efforts to produce 

health information materials, distribute brochures to their members at community events 

and conduct group discussions with visiting expert speakers. Women’s groups in 

particular, had discussed sexual and reproductive health issues; however few had 

discussed HIV. One Oromo community organisation had produced some audio-visual 

resources about HIV, but had been unable to do so on a large scale, due to financial 
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constraints (KII11). More informal community discussions had generally occurred in 

response to television programs concerning HIV in Africa, or in relation to the risks of 

travel abroad. Some older people reported that they had attempted to warn young men 

about the risks of sexual promiscuity. Some had also discussed the use of condoms and 

the impairment of judgement that might occur with intoxication. 

Family discussions about HIV were reported to be infrequent and awkward, due 

to the reticence about sexuality. However, some participants reported participation in 

parent-child discussions about HIV prevention. Some parents had discussed with their 

male children the use of condoms, but such discussions did not appear to occur with 

female children. Discussions between young people of both genders and their peers 

appeared to be less inhibited than those involving the older generation. HIV did not 

appear to be perceived as an important issue in Australia. Predominant themes amongst 

young people regarding sex appeared to concern strategies to find sexual partners, the 

need to conceal premarital sexual activity from parents and other senior community 

members, and the need to avoid unwanted pregnancy. 

Most peer discussion about HIV involved sexual exposure, but the few young 

African men involved in injection of drugs had received some information from other 

PWID about the dangers of sharing injecting equipment (KII33, KII34). However, staff 

of the needle-exchange facility reported that the young African PWID seemed relatively 

isolated from other users and might not have much access to peer support or 

information. Personal experience of HIV in Australia was reported much less frequently 

that that in Africa. One participant (KII21) had a close relationship with a member of 

her extended family who was living with HIV, but the experience of other participants 

was limited to contact in their roles as service providers. Nevertheless, such personal 

contact had made them aware of the adverse impact of stigma on the members of their 

community living with HIV. 

The principal barrier to accessing information about HIV in Australia was the lack 

of information. Other barriers included gender inequality and norms of behaviour; 

cultural reticence regarding discussion of sexuality; HIV-related stigma; 
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intergenerational tensions; educational background and English fluency; competing 

priorities during resettlement; difficulties engaging with service providers; attitudes of 

denial, unconcern about HIV and shame (Table 8‑13). 
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Table 8-13 Barriers to information about HIV in Australia 

Low visibility in Australian media
Social discussion about HIV focused on Africa 
rather than Australia
Difficulties negotiating safe sex within intimate 
relationships
Service providers reluctant to discuss politics of 
gender and sexuality
Discussion restricted to idealised sexual morality
Restricted discussion with young women regarding 
sexuality
Parental reluctance to discuss sexuality

HIV-related stigma Arousal of suspicion by apparent interest in HIV or 
sexuality
Youth homelessness
Interruption of formal education
Formal education focus on contraception and STI 
other than HIV
Failure to address cultural and religious context of 
sexuality
Failure to challenge gender inequality and 
homophobia
Prioritisation of accommodation, employment, 
language, financial security
Health care for treatment of illness rather than 
illness prevention
Distrust
Psychological and psychiatric issues
Low self-perceived exposure risk amongst peers
Risk associated more with identity than behaviour
Deviation from norms of sexual morality
Discussion about sex
HIV-related stigma

Lack of engagement with service providers

Denial and lack of concern about HIV

Shame

Lack of information

Gender inequality and gender norms

Cultural reticence in regarding sexuality

Intergenerational tensions

Education and English fluency

Competing priorities during resettlement
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Discussion about HIV in Australia was less frequent than was the case in Africa, 

as described above. Such discussion as occurred in African communities usually 

concerned HIV in Africa rather than HIV in Australia. Some young people had not 

experienced HIV in Africa and heard little abut HIV in Australia. In particular, many of 

the Ethiopian community had migrated to Australia before the HIV epidemic developed 

in Ethiopia, so had not seen or heard much about HIV in Africa; on arrival in Australia, 

little discussion about HIV occurred. 

Gender inequalities and the difficulty of negotiating sexual safety in relationships 

(including marriage) was of major importance in HIV prevention in African 

communities, but some service providers were reluctant to engage in debate with 

community and faith leaders around the politics of gender and sexuality. 

Because it's so forbidden to speak about sex or sexuality within the Muslim community 
you have young women who've got some really unusual ideas as to what sex is and that... and a 
lot of parents keep their daughters from sexual education classes, so they don't even understand 
their anatomy… they're just really quite removed from their bodies, sexuality, sexual practices 
and even about what's appropriate sexual practices for them. (KII22. Female social services 
provider) 

Cultural norms also included reticence about sexuality, which inhibited discussion 

about HIV risk and prevention beyond the formulaic strictures about premarital chastity, 

and heterosexual marital monogamy. Discussions about same-sex attraction, negotiation 

of sexual activity, or safer sex were rendered difficult in the family context. This was 

reportedly most restrictive for young women. 

Moreover, some health educators expressed concerns about the ability to openly 

discuss issues of sexuality in the education setting, due to fears of parental and 

community disapproval. 

From the teachers' experiences, you know, the welfare officer and the others, they think... if 
this gets out into the community, it might not be received very well. (KII5. West African male 
health services provider) 
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Ironically however, several older people expressed their wish that educators 

provide their children with formal instruction about sexual and reproductive health, 

allowing parents to avoid the embarrassment of discussing sexual matters. 

HIV-related stigma was a barrier to accessing information about HIV. Several 

participants reported their concerns that discussing HIV openly might lead others to 

suspect their HIV status and hence their morality or character. This made them reluctant 

to be seen to have interest in the topic, fearing social censure or ostracism by their 

peers. 

Intergenerational tensions and youth homelessness appeared to impede access to 

information through insecurity of accommodation and disruption of formal education in 

Australia. This would deprive young people of the formal sexual and reproductive 

health information presented during secondary school. 

Some participants questioned the quality of information about HIV available in 

the education system. Young women reported that sexual and reproductive health 

sessions concentrated on contraception and STI, devoting little time to HIV. Service 

providers expressed doubts about the cultural relevance of school-based sexual health 

discussions that failed to address influential ethnic or religious norms about abstinence 

when discussing relationships between young people. 

I just don't feel like they engage with some of the cultural elements. They don't talk about 
not having sex as an option. I mean, like... or they don't talk about the context of marriage or... 
so it's really hard for young people to feel like there's somewhere where they can––where their 
experience is being reflected. (FGD4. Youth services providers) 

Others criticised approaches to sexual and reproductive health education that 

failed to challenge norms of gender inequality and homophobia underpinning stigma 

against people perceived to be sexually immoral and acted as barriers to the provision of 

support and information to young people who might appear to deviate from these social 

norms. 
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Some providers of social services suggested that competing priorities during 

resettlement acted as a barrier to information about HIV, but also about health in 

general. People migrating from Africa faced challenges of securing accommodation and 

employment, communication in English, recognition of prior educational and 

professional qualifications and achievement of financial security. Service providers 

noted that health issues for newly arrived migrants mainly concerned access to 

treatment of symptomatic illness, rather than attention to healthy living or prevention of 

illness, including HIV.  

Finally, participants suggested that individual barriers impeding access to 

information about HIV included lack of engagement with service providers and denial 

of HIV risk. These were mentioned mainly in relation to young people, particularly 

those marginalised or living out of their family homes. Engagement with service 

providers was impeded in some cases by lack of trust, and in other case by 

psychological or psychiatric issues with which some young people were struggling, 

often in isolation. Denial of HIV risk appeared to be an individual manifestation of the 

distancing of risk previously discussed. Few participants identified themselves as being 

at risk of HIV exposure, while most suggested that their peers would also consider 

themselves unlikely to risk HIV exposure. Various justifications for such attitudes were 

proposed, most of which related to stereotypes of HIV risk that attached risk to identity 

rather than action. 

The relative lack of information about HIV in Australia after migration resulted in 

an absence of challenges to existing understanding, based on information and 

experience prior to migration. Available information intensified stigma and failed to 

personalise risk due to perpetuation of high-risk stereotypes and the distancing of HIV 

as an issue affecting Africa and other poor regions of the world outside Australia, 

consistent with previous analyses of Australian media depictions of HIV (Newman & 

Persson 2009; Persson & Newman 2008; Wenham et al. 2009). 

Participants suggested a range of information for their communities, including: 

the nature of the Australian HIV epidemic; HIV among African Australians; 
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transmission and prevention; testing and diagnosis; treatment and prognosis; and the 

availability and confidentiality of HIV services. Information to reduce HIV-related 

stigma was also thought to be important, as was the placement of such HIV-related 

information in the broader context of sexual and reproductive health issues such as 

sexuality, STI and negotiations within relationships (Table 8‑14). 
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Table 8-14 Information about HIV sought by Victoria's African communities 

HIV in Australia 

HIV in African Australian communities 

Transmission and prevention 

Testing and diagnosis 

Treatment and prognosis 

Availability and confidentiality of HIV services 

Reducing HIV-related stigma 

HIV in broader context of sexual and reproductive health issues 

 

Participants suggested that the sources of current information about HIV should 

continue to provide the desired information (Table 8-15), but that the most effective 

method for doing so was interactive group discussions involving dialogue between 

knowledgeable individuals and members of their communities (Table 8‑16). 

Table 8-15 Suggested sources of information about HIV 

Government health promotion 

Education system 

Doctors and other health workers 

Non-government organisations 

Faith leaders 

Community organisations 

Family 

Peers 

PLHIV speakers 
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Table 8-16 Suggested means for providing information about HIV 

Interactive group discussions (segregated by age and gender) 

Printed information at public library 

Information centre 

Mass media 

Internet 

School classes 

Community events 
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The involvement of PLHIV who might be prepared to share their own experiences 

was suggested as a potentially powerful strategy to engage the interest of the 

community 

Bring someone who have AIDS, and let him talk to those people about his experience. 
This, you know... this is more interesting for them. If I told, write to them, "Please, next 
Thursday we are going to have an information session about AIDS, but there is a live speaker," 
they will come on someone who have the experience. They come to see this person! (KII3. 
Sudanese female health services provider) 

Many participants emphasised the importance of direct interpersonal 

communication, describing this as consistent with community norms of recognised 

experts, usually elders, instructing other, younger members of their communities. Some 

participants suggested that trained community workers, having both scientific 

knowledge and personal connections to particular ethnic and religious communities or 

social groups, might play a pivotal role in facilitating such discussions. Participants also 

suggested that existing social inhibitions limiting discussion of sexuality might be less 

problematic if discussion groups were segregated by age and gender. 

8.5 Summary of key themes from community study 

The potential for HIV exposure for members of Victoria’s African communities 

was discussed in terms of location, time with respect to migration, route and setting. 

Exposure before migration was discussed in relation to delayed diagnosis. Themes 

concerning exposure after initial migration to Australia addressed settings in Australia 

and outside Australia. Exposure within Australia was discussed in terms of sex within 

marriage to a spouse from Africa, or casual sex between men. There seemed some small 

potential for exposure in Australia via IDU, but this pertained to only a few young men 

from the Horn of Africa. Settings abroad with potential for HIV exposure included: sex 

within marriage to a spouse in Africa or with casual partners during travel to Africa; and 

blood-borne exposure through planned or emergency medical therapy in Africa. There 

was some theoretical potential for exposure via traditional cutting procedures e.g. FGM 

abroad, but this was thought unlikely by participants. 
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Structural factors influencing exposure included transnational social and sexual 

networks due to political and economic situation in countries of origin, 

migration/refugee policies in Australia, HIV-related health promotion policies in Africa 

and Australia, media depiction of HIV as an African disease, group norms encouraging 

marriage within transnational extended group and group gender norms leading to 

stigmatisation of sexual behaviour not conforming with those norms and reticence about 

the discussion of sexual matters. Sex and intimate partnerships were firmly embedded in 

the network of social relations and linked with the group identity, as amongst migrants 

in the Netherlands (Heus 2010). Thus, the acknowledgement of HIV risk could itself 

constitute a threat to group identity and hence emotional wellbeing and survival as a 

member of a population marginalised by societal institutions, policies and attitudes after 

migration (Williams et al. 2009). 

Interpersonal factors included intergenerational tensions between parents/elders 

and young people; differential acculturation; communication between participants and 

parents; example and encouragement by peers; sexual negotiations between intimate 

partners. Bourne’s research showed how, at the level of the individual and intimate 

interpersonal relationships, the emotional safety of both partners was prioritised over 

physical safety, with condoms a marker of distrust (Bourne & Robson 2009). This was a 

key theme in the present study as in previous studies with other African migrants 

(Drummond et al. 2008). The clear distinction between safe and unsafe partners on 

moral grounds was consistent with the “cultural heuristics” of risk assessment identified 

by Bailey et al. (Bailey & Hutter 2006). Physical influences reported by participants 

included geographical location; intoxication. Affective factors included sexual desire; 

love in intimate relationships; trust and fear. Cognitive influences included 

understanding of HIV (particularly awareness of HIV in Australia) and judgement (and 

impaired judgement) regarding HIV risk of potential sexual partner. Moral-spiritual 

influences included sexual morality and identity (maintained by adherence to idealised 

group norms). 

Delayed diagnosis was similarly linked to risk perceptions and social 

consequences of HIV diagnosis. Structural factors influencing risk perception were 
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essentially those described immediately above in relation to exposure, operating at an 

interpersonal and individual level to impede recognition of potential exposure to HIV 

after migration to Australia, despite a high level of awareness of HIV as an issue in 

Africa (Fakoya et al. 2008). To a lesser extent, structural influences also deterred those 

exposed from seeking a screening test that might result in a terrifying and stigmatising 

diagnosis, but this was less emphasised in these Victorian participants that amongst 

Black Africans interviewed in the UK, since this study included no medical 

practitioners (Burns et al. 2007). In contrast to African migrants in Spain, Victorian 

African community members did not express concerns about adverse physical 

consequences of venepuncture for blood tests (Navaza et al. 2012). 

Stigma appeared to be the most pervasive structural barrier to social support, 

impeding access to institutional support from health and social services, language 

services and faith organisations, as has been widely reported elsewhere (Anderson & 

Doyal 2004; Doyal & Anderson 2005; Gardezi et al. 2008; Koku 2010; Othieno 2007). 

The structural barrier of stigma also appeared to underpin barriers to support from 

interpersonal relationships within social networks (Åsander et al. 2004; Dodds 2006; 

Heus 2010; Körner 2005; Körner 2007a).  However, the theme of sympathy for PLHIV 

also emerged strongly, suggesting the potential for widespread support for PLHIV from 

within African communities, if the forces proceeding and maintaining stigma could be 

countered. Such sympathy, tempered with fear, was found amongst African 

communities elsewhere (Barrett & Mulugeta 2010; Foley, 2005). 

Stigma arising from existing understanding of HIV was also found during 

interviews with African migrants in Canada (Gardezi et al. 2008) and suggested that 

provision of more information relevant to HIV in the Australian setting might address 

HIV-related stigma. However, some participants suggested that internalised stigma had 

a moral-spiritual dimension, manifested as guilt; this might be of particular concern 

where religion was strongly related to identity, as appeared evident from the accounts of 

many study participants. The relationship between morality and individual/group 

identity might require complex approaches and challenges to the status of opinion-

leaders (such as faith leaders) in African communities, particularly regarding gender 
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inequality, female sexual freedom and homosexuality (Gardezi et al. 2008; Mahajan et 

al. 2008). 

African communities displayed insight into structural barriers barring support for 

African migrant PLHIV, as well as willingness to reflect on existing assumptions about 

relationships between moral values, identity and health. Work has already begun with 

faith leaders in the US and the UK enabling new discourses around HIV (Fakoya 2009; 

Leong 2006). Faith-centred discourses hold potential for moral critique of other, secular 

structural barriers to HIV prevention and care for marginalised people (Edelheit 2004). 

Another aspect of stigma––racism against African migrants––may have been partly a 

matter of perception, but such perceptions impact on willingness to access services 

(Dodds 2006; Erwin & Peters 1999; Foley 2005; Gardezi et al. 2008), thus barring 

access to support of HIV health services otherwise highly valued by the African-born 

PLHIV (Åsander et al. 2004; Doyal & Anderson, 2005). Experience of stigma may vary 

according to the stigmatised person’s physical state, personal history and location, 

highlighting the importance of validating experience of racism and other discrimination 

in the evaluation of services for marginalised patients and clients (Koku 2010). 

Perceived lack of information about HIV in Australia was described to distance 

HIV as an “African disease”, of little concern in Victoria. Distancing of HIV presented 

both geographical and moral dimensions: HIV in Australia was portrayed as a condition 

associated in the minds of African community members with homosexuality, drug 

abuse, sexual promiscuity and prostitution. Acknowledgement of personal risk of HIV, 

or even open interest in information about HIV, might therefore present a challenge to 

identity, as seen in other African migrant communities, resulting in “cultural silences” 

about HIV and sexuality, impeding social discussion (Barrett & Mulugeta 2010; 

Gardezi et al. 2008; Heus 2010; Williams et al. 2009). Members of Victorian African 

communities suggested that these cultural silences might be breached if HIV were 

discussed within a broader sexual and reproductive health context, presented in a social 

and moral framework and developed in collaboration with African communities. 
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First-hand experiences of diagnosis and living with HIV appeared to hold great 

potential to improve understanding of HIV in the Australian context and counteract the 

dehumanising effect of stigma, although this may pose risks for individuals disclosing 

their status (Foley, 2005). Community participants valued direct interpersonal 

communication, emphasising their preference for dialogues and discussion rather than 

lectures. African PLHIV openly disclosing their status to their communities might risk 

ostracism, but may achieve self-affirmation and receive unexpected sympathy (Koku 

2010). 

This study had a number of limitations. The cross-sectional design, using single 

interviews and focus groups, provided breadth rather than depth of data. This enabled 

consideration of HIV within the broad context of African community history and life in 

Australia, but limited the capacity to focus in depth on HIV, or collect longitudinal data. 

The “African communities” discussed in these results were those from the Horn of 

Africa and the Coptic Egyptian community. The absence of direct observational data 

limits the reliability of reported behaviour. Data collection relied on reports from 

participants of the attitudes and behaviour of others in their social networks. The 

resulting data is a mixture of speculation on the motives of others and conscious or 

unconscious reporting of the participants’ own attitudes and motives. On the other hand, 

participants were selected partly due to their influence in their communities: their 

attitudes and understanding thus held potential for influence upon the behaviour of 

others within their social networks. 

Recruitment relied heavily on a few individuals: the project consultant influenced 

the composition of the research team whose members recruited participants through 

their social networks, skewing recruitment to favour certain sections of African 

communities. Prominent among these were FARREP workers and the Coptic Egyptian 

Church. Many African community groups were undoubtedly excluded from 

participation; political agendas of some groups likely influenced opinions about 

sensitive issues such as religious doctrine, while those working professionally in 

settlement or community health agencies may have over-emphasised the importance of 

these their role in responding to the issues discussed. Focus groups were recruited 
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according to a pre-arranged plan; this included a spectrum of perspectives marked by 

ethnicity, age and gender, but was inflexible and unresponsive to emergent findings, 

leading to over-saturation of some themes and preventing deeper exploration of key 

themes revealed in earlier interviews and focus groups. Perspectives of medical 

practitioners were not sought. This avoided privileging the medical perspective, 

enabling more in-depth exploration of community perspectives, but excluded the role of 

clinicians in risk assessment and clinical discussions related to HIV testing and 

diagnosis. 

Of note, antenatal HIV screening was little discussed with community or service 

providers, apart from issues arising during post-natal support women diagnosed during 

pregnancy, which focused more on stigma, interpreter confidentiality, and denial of the 

diagnosis by male partners. The silence on the subject of antenatal screening may have 

resulted from low self-perceived risk and acceptance of such screening as part of routine 

clinical care, but also raises questions of pre-test discussions in the antenatal context. 

Antenatal screening presents an opportunity for timely HIV diagnosis and warrants 

further study, particularly addressing the effect of negative tests on self-perceived risk, 

analogous to the migration screening setting. 

Richness of data varied between transcripts. Some interviews were dynamic and 

probing; others were rigid and formulaic. Some groups produced lively discussion with 

dynamic interplay between participants; others resembled serial interviews without 

much commentary within groups. Participant responses and statements were subject to 

desirability bias, since most of the groups included participants known to each other. 

Large parts of FGD9, dominated by one very articulate young man, resembled an 

interview, as the remaining participants acted as an audience or supportive chorus to the 

responses of the dominant participant. 

Issues of language emerged in interviews and focus groups conducted both in 

English and other languages, particularly for participants from the Horn of Africa. 

English transcripts were produced either through transcription of conversations 

conducted in English as a second language or translation of conversations conducted in 
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other languages. Detailed conversation analysis was therefore inappropriate: nuances of 

word-choice, tone and emphasis could not reliably be interpreted, hence thematic 

analysis was based upon the face value of participant statements, interpreted by the 

researcher. Translations were not independently checked for accuracy, although the 

researcher did discuss them with the research assistants, who had conducted the 

interview/focus groups and translated the transcripts, to check whether the face value of 

the English translation reflected the sense of the original statements. No member 

checking with participants was undertaken due to the constraints of project funding and 

the volume of transcribed text: the bulk of the transcriptions of English language 

recordings was completed by the researcher, after the completion of the terms of 

employment for research assistants. This resulted in the privileging of the researcher’s 

perspective over that of the participants and that of the research assistants. 

Although not strictly a limitation, the purely qualitative nature of the data enabled 

an appreciation of the range of issues and exploration of interactions between them, but 

could not provide a basis for estimating the scale of these issues or the size of 

population affected. Such information could only arise from well-conducted, 

community-based surveys of representative samples of the populations in question. The 

findings should also not be uncritically applied to other populations, including African 

migrants from beyond the Horn of Africa and Egypt. The lack of quantitative data also 

prevented measurement of the impact of intersecting social, psychological and physical 

factors upon physiological, psychological, social or epidemiological outcomes of 

interest. 

Despite these limitations, some implications for policy, practice and future 

research emerge from this study. Australian immigration policy appeared to influence 

Victorian African community perceptions of HIV through the almost universal 

experience of HIV testing in the course of migration to Australia and the perceived 

barring of PLHIV from entry to Australia. Although this experience was frequently 

cited to explain the distancing of HIV risk from African communities in Australia, other 

factors likely contributed to this perception. Nevertheless it seems reasonable to suggest 

that health promotion in Australia convey the message that HIV is present in Australia 
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outside the gay community, improving understanding of HIV in the Australian setting 

by acknowledging and building upon existing community knowledge and experience of 

HIV in Africa. 

HIV-related stigma appears to be a key barrier to effective prevention, timely 

diagnosis and adequate support for PLHIV. HIV prevention in African communities 

needs to balance the focus needed for effective action against stigma generated by 

further associating this stigmatised condition with visibly different people of foreign 

origin. Challenging stigma requires active engagement with African Australians to 

challenging existing norms of gender and sexuality without disempowering African 

communities. Increased testing might reduce delays in diagnosis but increase rates of 

HIV diagnosis amongst Africa-born Australians in the short term:  such increased rates 

of diagnosis should not be misinterpreted as increased rates of HIV transmission in 

Australia. This would require clear case definitions and reporting guidelines as well as 

intelligent media discussion. 

Understanding HIV epidemiology in Victoria’s African communities warrants 

more rigorous, multi-level, mixed-methods studies examining structural and individual 

factors affecting risk of exposure, delaying diagnosis and affecting access to care, using 

validated measures of socio-economic inequality, social capital, stigma and 

understanding of HIV transmission and treatment. 

This qualitative study identified a range of factors influencing HIV exposure, 

diagnosis, care and support and provision of information, including key issues of HIV-

related stigma and migration HIV screening. African community understanding of 

HIV/AIDS was revealed as holistic, encompassing socio-political and individual issues. 

The study suggested links between structural, interpersonal and physical 

influences, together with affective, cognitive and moral-spiritual influences to produce 

the observed features of HIV in African communities: the exposure to, and acquisition 

of, HIV after migration, either in Australia or during subsequent travel abroad; the 

delays in diagnosis of those migrating with existing HIV infection and those acquiring 
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HIV thereafter; the social isolation and difficulties accessing support. Many of these 

findings supported those revealed by the case series and analysis of surveillance data. 

The study also identified potential means for providing to African communities more 

relevant information about HIV, particularly HIV in Australia, to inform future health 

promotion strategies for the prevention of HIV amongst African Australians and the 

provision of better social support to those living with HIV. 
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9. Discussion: HIV in Victoria’s African communities 

This study has sketched the understanding within Victoria’s African communities 

about HIV, suggesting how their understanding interacted with other environmental and 

individual factors to affect HIV exposure and delay HIV diagnosis. The study also 

described the clinical characteristics and provided insights into the lived experience of 

African-born Victorian PLHIV, described barriers impeding access to social support 

and investigated means for providing information after HIV diagnosis. 

9.1 Deadly dirty, distant 

Victorian communities from the Horn of Africa appeared to understand HIV as a 

highly contagious, deadly disease, associated with sexual immorality and rare in 

Australia: both geographically and morally distant from most African migrants. This 

image of HIV resulted from previous information and experience of HIV in Africa, 

unchallenged by a relative poverty of information in Australia, interpreted in the context 

of culturally based gender norms and reticence on sexual matters, as well as stresses of 

resettlement that generated intergenerational tension and a perceived conflict between 

African and Australian identities. McMichael et al. identified similar themes among 

young people from African and other refugee backgrounds in Melbourne, but did not 

seek the perspectives of older generations (McMichael & Gifford 2010; McMichael et 

al. 2011). The results of this study complement those of McMichael et al, suggesting 

that young and older members of African communities shared common understanding 

of key issues related to HIV in the context of resettlement. 

9.2 Diverse exposures and delayed diagnosis 

HIV acquisition seemed to occur through diverse exposures: heterosexual; sex 

between men; and health-care-associated blood-borne exposure in Africa. Some 

infections likely occurred in Australia, after migration: certainly the case for one man 

seroconverting after sex with a male partner, but unconfirmed for heterosexual cases. 

Opportunities existed for heterosexual exposure in Australia after migration, through 

contact between African Australians and people arriving from Africa with unrecognised 
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HIV infection. Associations between HIV and sexual immorality generated avoidance 

strategies focused on avoidance of sex with high-risk partners, or condom use with 

high-risk partners, risk assessment being based on HIV stereotypes. Sexual HIV 

exposure seemed to occur through failure to apply avoidance strategies, due to low 

perceived risk or impairment of judgement by intoxication or emotion. However, risk of 

infection would be influenced by HIV prevalence in transnational social/sexual 

networks. Strategies to avoid blood-borne exposure were less developed and applied 

mainly during travel to Africa after initial migration. The study built on work exploring 

risk perception and HIV avoidance strategies, looking beyond factual knowledge to 

examine environmental context of risk and the influence of emotion on judgement 

(Barrett & Mulugeta, 2010; Bourne & Robson 2009; Williams et al. 2009). 

Delayed diagnosis was associated with African origin, as shown by Dore (Dore et 

al. 2001), but unconfirmed by McDonald (McDonald et al. 2003). Individual and 

environmental factors contributing to delayed diagnosis of HIV in African migrants in 

Victoria were identified, confirming the importance of self-perceived risk and HIV risk 

stereotypes, identified by Körner (Körner 2007b). These results were consistent with 

European studies, but this study did not include analysis of socio-economic variables 

such as those analysed by Delpierre et al. (Del Amo et al. 1996b; Delpierre et al. 2006; 

Delpierre et al. 2007; Fonquernie et al. 2006; Staehelin et al. 2003; Staehelin et al. 

2004). The association between delayed diagnosis and origin from the Horn of Africa 

may have peaked in the period 2001–2003; this is a new finding and the reasons are 

unclear. 

Clinical presentation, treatment uptake and response to treatment amongst 

Victorian African-born PLHIV resembled those of African migrant PLHIV in European 

and US studies but had not previously been described in Australia (Breton et al. 2007; 

Del Amo et al. 1996a; Del Amo et al. 1996b; Del Amo et al. 1998; Easterbrook et al. 

2010; Fonquernie et al. 2006; Geretti et al. 2009; Page 2009). Key clinical features 

included: delayed diagnosis, increased risk of TB and possibly cerebral toxoplasmosis; 

high prevalence of chronic HBV and response to cART comparable to that of other 

PLHIV. The virological study of HIV-1 sequences from case series participants reached 
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similar conclusions to earlier analysis of HIV-1 subtypes in Australia (Herring et al. 

2003) and work undertaken on a larger scale by Aggarwal et al. in the UK (Aggarwal et 

al. 2006). Subtype B was strongly associated with acquisition through male-to-male sex, 

whereas diverse non-B subtypes were associated with other exposures. The study was 

too small to explore the influence of viral subtype on disease progression or response to 

therapy (Easterbrook et al. 2010; Geretti et al. 2009). 

9.3 Lived experience and social context of African immigrant PLHIV 

Thematic analysis presented the lived experience of African migrant PLHIV in 

Victoria, who faced numerous challenges in maintaining health and wellbeing after 

diagnosis, chief among which was stigma. Participants mobilised a range of personal, 

interpersonal and structural resources to overcome these challenges. Experiences were 

similar to those reported by Körner et al. but explored more fully the importance of 

ethnic and religious identity to risk perception, access to social support and the search 

for meaning after diagnosis (Körner 2005; Körner 2007a; Körner, 2007b). 

Stigma impacted on HIV prevention, delayed diagnosis and access to support after 

diagnosis, as reported by others (Doyal 2008; Doyal 2009; Doyal & Anderson 2005; 

Doyal et al. 2009; Elford et al. 2008a; Paparini et al. 2008; Ridge et al. 2008). Structural 

factors underpinning stigma (Campbell & Deacon, 2006) were identified, including 

immigration policy and media depictions of HIV in Africa and Australia. Roles of 

group identity, gender norms and acculturation in perpetuating HIV-related stigma and 

inhibiting discussion of HIV and sexual health were explored, in a similar manner to 

Koku (Koku 2010), although to a lesser extent than Newman et al. (Newman et al. 

2008). Results revealed elements of sympathy and shared cultural identity with potential 

to address HIV-related stigma by increasing social value of African Australians living 

with HIV, as suggested by Reidpath et al. (Reidpath et al. 2005). Community members 

expressed interest in hearing experiences of PLHIV to improve understanding of HIV in 

Australia. 
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9.4 Improving HIV prevention and care in Victoria’s African communities 

There is a growing recognition amongst researchers, public health agencies and 

advocates, that migrants, particularly those originating from Sub-Saharan Africa, are 

key populations in the HIV epidemics of industrialised countries, facing particular 

challenges, requiring new approaches to prevention and care––approaches requiring 

transnational perspectives and meaningful partnership with migrant communities in 

both analysis and response (Del Amo et al. 2004; Del Amo et al. 2011; European Centre 

for Disease Prevention and Control 2010b; Kerani et al. 2008; Kesby et al. 2003). 

Although limited in scope, this study explored the participatory approach adopted in the 

UK Mayisha project and several Canadian studies (Elford et al. 2007; Fenton et al. 

2002; Newman et al. 2008; Sadler et al. 2006; Sadler et al. 2007; Williams et al. 2009). 

This approach was consciously adopted in preference to more traditional public 

health/epidemiological approaches, due to concerns about stigmatisation and desire to 

engage African communities in the Australian partnership response to HIV (Proctor et 

al. 2011; van Veen et al. 2009; van Veen et al. 2011; Xiridou et al. 2010; Xiridou et al. 

2011). 

Soskolne and Shtarkshall’s engagement with migrant communities in Israel may 

provide a model for future interventions with Victoria’s African communities, involving 

active dialogue and recruitment of bicultural community peer educators, trained to 

develop critical insights into the social context of HIV prevention and support for 

PLHIV in African migrant communities. Such an approach would require sustained 

engagement with African communities, sensitive to the cultural and political context of 

HIV within African communities and in wider Australian society (Kaplan et al. 2002; 

Shtarkshall & Soskolne 2000; Soskolne & Shtarkshall 2002). Mere provision of factual 

information about HIV by health promotion workers selected according to ethnic or 

linguistic criteria would likely be inadequate to achieve the necessary social 

transformation: this study suggests a need for intelligent, critical discussions about 

intersections of gender and intergenerational relations as well as matters of faith and 

spirituality, aiming to increase health literacy and challenge harmful norms without 

threatening social cohesion (Mahajan et al. 2008). 
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This study developed an integrated explanatory model of HIV in Victoria’s 

African communities, using a multidimensional analytical framework to explore 

interactions between external influences (structural, interpersonal and physical) and 

internal influences (cognitive, affective and moral-spiritual) shaping observed clinical, 

epidemiological and psychosocial characteristics of HIV in these communities (Figure 

9‑1). This integrated explanatory model permits investigation and action of the complex 

phenomenon of HIV, through studying, at one level of the system, the effects of actions 

at another level. An example is the effect of migration HIV screening policy on 

perceived HIV risk by African Australians, their consequent use of condoms and the 

subsequent distribution of HIV-1 subtypes in Australia. Another example is the effect of 

Australian age criteria for independent welfare payments to young people upon family 

cohesion, youth homelessness, substance use, unsafe sex and exposure to HIV. 
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Figure 9-1 Integrated explanatory model of HIV in Victoria's African communities 

Structural, interpersonal and internal influences in relation to subjective experience and observed physical, psychosocial and epidemiological 
characteristics of HIV amongst African immigrants from the Horn of Africa and Egypt, living in Victoria. 
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Structural factors included: immigration policy (migration health requirement and 

HIV screening policy); policies determining eligibility for Medicare and the PBS; HIV 

testing policy; HIV-related health promotion strategies; media discourse; religious 

doctrine; ethnic/religious identity; gender norms; intergenerational tensions and the 

socio-economic challenges of resettlement (poverty, accommodation, employment, 

education). Interpersonal factors included relationships with partners, family members, 

peers and service providers (including health care providers and faith leaders). 

Structural factors acted as constraints upon the actions of individuals during their 

interpersonal interactions. Physical factors included: HIV prevalence in social/sexual 

networks; geographic location (country) and immediate location (home/school/clubs 

etc); intoxication; STI and HIV subtype. The internal domain included cognitive, 

affective and moral-spiritual dimensions. Cognitive factors included: knowledge of HIV 

transmission, diagnosis and prognosis; assessment of HIV risk to oneself/partner; 

strategies to avoid HIV exposure; judgement and mental health. Affective factors 

included emotions such as: desire; trust; fear; hope and love. Moral-spiritual factors 

included: faith (religious or other orientation to some transcendent reality); the sense of 

right/wrong (linked with identity and norms); and the attribution of meaning to life 

experiences. 

Interactions between these external and internal factors affected likelihood of 

exposure to HIV and other pathogens, by influencing movement of people within Africa 

and Australia, bringing them into proximity with various organisms in the course of 

subsistence activities, employment, recreation and reproduction. Availability and 

execution of strategies to avoid exposure was influenced by factual knowledge shaped 

by health policy; also by informal knowledge shaped by community norms, plus 

emotional and physiological factors within individual minds and bodies. 

Recognition of exposure and readiness to seek HIV screening were also 

influenced by these factors and economic challenges of resettlement. Access to HIV 

tests was shaped by health and immigration policy and community stigma producing 

reluctance to attend health facilities perceived to provide care to PLHIV. Engagement 

with providers of health and support services was influenced by experience of 
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institutional discrimination in Africa and community stigma, by educational level, 

literacy and English fluency and interpersonal interactions with individual service 

providers. Access to affordable medication and support services was influenced by 

health, economic and immigration policy and community stigma, English fluency and 

geographical location. Effectiveness of medications was influenced by education and 

language, but also physical characteristics of viral subtypes and resistance mutations. 

Viral subtypes and resistance mutations were influenced by geographical location of 

exposure and interpersonal relationships between members of transnational social and 

sexual networks. The emotional reaction to diagnosis, coping strategies after diagnosis 

and ability to disclose HIV status to partners, family, friends and peers was influenced 

by community stigma based on cultural norms and group identity and by factual 

knowledge, emotional state and the sense of right and wrong, based on moral or 

spiritual orientation. For those acutely ill with severe opportunistic infections, ability to 

disclose might also be affected by the physiological effects of illness upon level of 

consciousness. 

This analytical framework encompasses physical, psychological and social 

aspects of health and illness, holding the potential for analysis of political, cultural, 

psychological, macroscopic and microscopic physical causes and effects related to HIV, 

but potentially applicable to other health and social issues. This framework should be 

generally applicable to diverse populations and individuals, not limited to immigrants of 

particular origin or ethnicity. This is a form of the explanatory pluralism for which De 

Vreese argued in his critique of the dominant reductive approach to problems in medical 

sciences (De Vreese et al. 2010) and is in keeping with the integrated approach to 

epidemiology proposed by Krieger, amongst others (Krieger 2001) and the approach 

suggested by Kesby et al. in their discussion of future research into the material 

conditions and social relations influencing the epidemiology of HIV in Black African 

communities (Kesby et al. 2003). 

This framework shares similarities with other multidimensional frameworks. 

Examples include: Soskolne and Shtarkshall’s inclusion of structural, cultural and 

individual factors influencing HIV risk in migrants to Israel (Soskolne & Shtarkshall, 
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2002); the WHO framework outlining the social (economic, political, cultural and 

individual) determinants of health (Commission on the Social Determinants of Health 

2007); and newer models extending the biopsychosocial model of health to include 

more critical perspectives on social factors (Havelka et al. 2009). It also resembles 

emerging conceptual frameworks for examining HIV and mobility, as yet undeveloped 

in quantitative aspects of measurement (Deane et al. 2010). However, this framework 

differs from the foregoing in its attempt to integrate “subjective” and “objective” 

perspectives and to provide a unified ontological basis for the description of subjective 

and objective, individual and collective, physical and social processes. The explanatory 

model developed in this study of Horn of Africa communities focuses on the 

“intermediate level” and “individual level” factors described by Soskolne and 

Shtarkshall, but recognises a qualitative difference between those intermediate-level 

factors defined by formal relationships between individuals occupying social positions 

and those arising from interactions between particular individuals in a specific temporal 

and spatial setting, in which the behaviour of each is only partly influenced by 

expectations arising from their social positions, since other factors such as their 

affective and physiological states also influence their behaviour and their responses to 

the behaviour of other individuals in that setting. This approach also attempts to 

integrate physical factors such as external environment (HIV prevalence) and internal 

physiological state (mental illness or intoxication) into one conceptual framework, 

allowing multi-level interactions between various factors to be traced in sufficient detail 

to enable identification of possible points of intervention and the evaluation of the 

outcomes of such interventions as they are manifested in the various domains. 

This explanatory model emerging from this research might suggest possible 

causal mechanisms underlying challenging issues in HIV prevention, timely diagnosis 

and support for PLHIV in these communities, but the formal demonstration of such 

mechanisms require more narrowly focused studies of the interactions between the 

identified factors, defining specific questions and employing a mixture of qualitative 

and quantitative methods. However, this framework allows critical examination of 

assumptions necessary to frame specific questions and choose analytical methods to 
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address these questions. No one study can simultaneously examine all dimensions of a 

research question, but recognition of the existence of dimensions other than those under 

study deepens understanding of the limits of reasonable inference from observed results. 

Moreover, an overall analytical framework enables the results of various studies to be 

considered in relation to each other, achieving more comprehensive understanding of 

the phenomenon. An integrated, multi-level approach may guide dynamic and proactive 

action on HIV prevention and care, in partnership with affected communities, by 

recognising the shifting and context-dependent nature of identities and group 

boundaries and taking into account the physical and social context of these groups and 

their individual members, through dialogue rather than delivery of factual information. 

In this way, prevention strategies may evolve to address emerging patterns of risk 

identified through sharing of knowledge between health promotion agencies and 

affected communities (Shtarkshall & Soskolne 2000; Soskolne & Shtarkshall 2002). 

9.5 Limitations of the research project 

This research project was an exploratory study of HIV in relation to African 

Australian immigrant populations and its limited scope should be borne in mind when 

considering its conclusions. This study was confined to African migrant communities in 

Victoria, but its focus was broad, rather than deep; no longitudinal data was collected; 

the community study used purely qualitative methods and no policy or media content 

analysis was undertaken. Being restricted to Horn of Africa and Coptic Egyptian 

communities, the study excluded other recent migrant communities, indigenous 

communities and communities dominated by the majority Anglo-Celtic population. The 

study was confined to Victoria and was undertaken during a period following the major 

influx of migration from the Horn of Africa, but before the arrival of new African 

refugees from West and Central Africa; the prevailing local structural and 

environmental conditions and the historical context of those settings should be 

considered when attempting to interpret its implications for other states, or for 

Victoria’s African communities in subsequent years. 
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This study had several limitations of size and potential bias. The Australian and 

Victorian surveillance datasets were complete, but dated, including all notified cases in 

the respective jurisdictions to the end of 2006. The dataset included relatively few 

African-born cases, due to the modest size of Australia’s HIV epidemic: this limited 

power to detect associations between region of birth and delayed diagnosis or specific 

ADI, or to control for confounding. The case series included approximately one quarter 

of the estimated population of interest, but small absolute sample size limited potential 

for statistical inference to the larger source population and allowed only univariate 

analysis of associations between risk factors, delayed diagnosis, clinical characteristics, 

and response to therapy, which were subject to confounding. However, the qualitative 

analysis yielded some major themes relevant to other African Australian PLHIV. The 

community-based qualitative study purposively recruited a large sample from Horn of 

Africa and Egyptian communities, appearing achieve thematic saturation.  

The community study used purely qualitative methods; data included only 

interviews and discussions, without participant observation. This excluded from 

analysis any data on non-verbal communication or observed actions. Information and 

interpretations offered by participants provided insights into the meaning of their own 

experiences and those of others, but cannot be uncritically accepted as factual reports. 

For example, although participants indicated that mass media influenced their own 

perceptions and actions, as well as those of others, this study did not examine policy 

documents or media content, precluding analysis of temporal association or causal 

relationship between specific policies or media material and participant understanding 

or actions. The cross-sectional design prevented examination of trends over time, such 

as changes in participant understanding or opinions. This also limited potential to 

impute causation, either to related themes in qualitative analysis or to statistical 

associations. The community study did not include first-hand experiences of HIV 

testing or consultations with medical practitioners, preventing exploration of the internal 

and interpersonal dimensions of clinical encounters in which HIV testing was discussed, 

offered, accepted or declined. 
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One source of potential bias was the reliance on a single key community advisor 

for the engagement with community groups, recruitment of research assistants and 

subsequent purposive recruitment of participants. This strategy was consciously adopted 

as a means to earn the trust of communities when exploring socially and politically 

sensitive subjects and was successful in so doing. However, this would have excluded 

various individuals, social networks and organisations within African migrants 

communities due to lack of contact, rivalries or interpersonal factors and was 

consequently unable to include these perspectives. 

The exclusion of African communities other than those from the Horn of Africa 

and Egypt was a consequence of limited material and human resources. Given the great 

diversity of African communities in Victoria, some results of this study may not be 

relevant to other ethnic and religious groups. The study was also restricted to self-

identified African communities, excluding non-African members of African Australian 

social networks. Non-African members of African social networks are likely to be play 

important roles in HIV exposure, diagnosis and the provision of support and 

information, particularly for younger members of longer-established African 

communities. Other important perspectives omitted from the study were those of 

clinicians, policy makers, and journalists. This omission limited examination of the 

relationships between the activities of these groups and the African communities, 

including African-born PLHIV. Perhaps the most important perspective omitted was 

that of partners of African-born PLHIV. 

Recruitment and sampling bias arose in the surveillance studies and case series. 

Reliance on passive HIV surveillance data probably led to under-representation of 

population groups with lower rates of HIV testing and reporting and would have lagged 

behind real-time epidemiological trends; this is an inherent limitation on the use of 

passive surveillance data. Recruitment of case series participants through treating 

doctors in public clinics was likely to have missed individuals lacking engagement with 

clinicians and those seeking care in the private sector. This may have biased some 

demographic and epidemiological data, suggesting caution in generalising the results to 

the greater population of African-born PLHIV in Victoria. This recruitment strategy 
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also risked undue emphasis on the importance of the clinic and clinician to PLHIV. A 

key omission from the case series was the absence of consistent data on the date of 

initial arrival in Australia. The decision to refrain from asking this question was made 

following initial community consultation. In retrospect, the sensitivity of this 

information was over-estimated: several case series participants volunteered the date of 

their arrival without hesitation; however, the lack of consistency weakened the 

conclusions about date of HIV acquisition with respect to migration. 

Qualitative data collection in languages other than English required translation 

prior to analysis: “thick description” was impossible, distancing participant voices and 

reducing authenticity. Limited member checking of transcripts and interpretation also 

risked distorting participant views. The study was thus unable to explore subtle nuances 

of opinion, concentrating on simpler, large-scale concepts. Despite these limitations of 

scope, method and execution, this study nevertheless provides new insights into a 

previously little explored and poorly understood area, providing some basis from which 

to develop future lines of scientific enquiry and to improve clinical practice and public 

health policy in Victoria. This study also proposes a conceptual framework within 

which to explore the interplay between individual and environmental, physical and 

social factors influencing HIV transmission, diagnosis, treatment and support in 

Victoria’s African communities. 

9.6 Recommendations for policy, practice and research 

This study should serve to inform future HIV policy and practice in Victoria. In 

addition, several avenues of future research are suggested (Table 9‑1). Several areas of 

potential improvement were apparent in the areas of HIV surveillance, health 

promotion, clinical management and support services in Victoria. 
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Table 9-1 Summary of recommendations arising from this study 

HIV surveillance Demographic/ 
epidemiological data

Ethnicity; other aspects of 
diversity; mobility; socio-
economic status; exposure 
route/location/time

Virology HIV-1 subtype; phylogenetics
Health promotion Partnership with 

African communities
Includes faith leaders, 
community-based organisations

Factual information HIV in Australia; 
transmission/safe contact; 
treatment/prognosis; 
pregnancy/childbearing

Increased uptake of 
HIV testing

Self-perceived risk; benefits of 
knowing status

Migration HIV 
screening

Information about future 
exposure risk

HIV-related stigma Transmission & safe contact; 
prognosis on cART; challenge 
risk stereotypes; sympathy for 
PLHIV

Gender norms Challenge gender inequality/ 
homophobia; discussion of 
sexuality

Clinical Screening for 
comorbidities

HBV, TB, Vitamin D deficiency

Communication with 
patient

Acknowledge existing 
knowledge about HIV, moral-
spiritual dimension; assure 
confidentiality

Provision of 
information

HIV transmission; 
symptoms/signs; 
treatment/prognosis; 
pregnancy/breastfeeding

Support services Ensure professional 
confidentiality

Staff training & accountability

Community awareness & 
confidence

Increase relevance Accessibility to women/families; 
linguistic/cultural competence; 
safe space to discuss spirituality

Immigration Information, advocacy & 
assistance

Research Stigma & 
discrimination

Measure extent and severity; 
evaluate response to intervention

HIV testing Experiences of HIV testing from 
patient and clinician perspective

HIV phylogenetics Molecular epidemiology; disease 
progression; response to cART

Theory HIV prevention & care for 
mobile populations  



 395 

Firstly, enhancement of demographic and epidemiological HIV surveillance data 

may better inform HIV prevention, service delivery and advocacy. Richer demographic 

data might facilitate engagement with key affected populations. Temporal and 

geographical aspects of HIV acquisition might contribute to understanding of 

environmental factors influencing exposure risk. The study also hints at the potential for 

molecular epidemiology to distinguish between overlapping epidemics, enabling more 

focused epidemiological fieldwork and health promotion. Realisation of this potential is 

currently limited by the cost and complexity of existing genetic sequencing methods, 

but these obstacles are likely to diminish over time. 

Secondly, this study supports the further development of partnerships between 

African communities, the HIV community sector and government as a foundation for 

successful health promotion strategies addressing HIV prevention, timely diagnosis and 

care in Victoria’s African communities. Active engagement of African community faith 

leaders would be crucial. Provision of factual information about HIV in Australia, HIV 

prognosis with modern treatment and HIV transmission would be necessary, along with 

discussion about the benefits of knowing one’s serostatus and encouragement of 

increased uptake of voluntary HIV counselling and testing. Provision of such 

information at the time of migration-related HIV screening might serve to avert 

subsequent complacency about HIV exposure risk after a negative test. Reduction in 

levels of HIV-related stigma against PLHIV and African communities in general should 

be a core aim of any strategy. Opportunities exist to build upon existing sympathy 

within African communities for PLHIV, if the countervailing fear and stigma could be 

addressed. Additionally, this study has revealed a need to include African communities 

in current discourses on larger societal issues of gender relations and sexuality, rather 

than marginalising them through uncritical acceptance of “cultural” norms. 

Thirdly, insights into the lived experience of African-born patients attending HIV 

services in Victoria may serve to inform clinical practice. One such insight is the need 

for the provision of relevant information to empower patients to live well after a 

diagnosis, particularly information about their prognosis with effective treatment and 

options for bearing healthy children. Another is the need for systematic screening for 
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viral hepatitis and TB. Most importantly, a clinician ought to remain conscious of the 

patient’s prior experience and knowledge of HIV, prior to and after migration, when 

discussing aspects of living with HIV in the Australian setting. 

Fourthly, this study identified areas requiring improvement in the provision of 

support services for African-born PLHIV in Victoria. The key requirement is that all 

services develop organisational procedures and provide staff training to ensure the 

maintenance of client confidentiality. Moreover, the individual clients and patients, as 

well as the entire community, must feel confident that confidentiality is maintained––a 

confidence that ought to be justified. Support services ought to ensure that community 

and individual health promotion and service provision effectively address the needs of 

women and families affected by HIV. A key aspect of this is the prompt, comprehensive 

assessment and discussion of reproductive health and family planning after HIV 

diagnosis, including the provision of information about options for pregnancy, 

childbearing and breastfeeding. Women’s HIV support services in Victoria ought to 

recognise African- and other overseas-born women as a core group of clients, ensuring 

that women of diverse cultural and linguistic backgrounds have ready access to all 

resources of these services. One key aspects of support for African-born PLHIV are 

provision of advice, assistance and advocacy around immigration processes for PLHIV, 

their partners and families. Another is the provision of pastoral care and the creation of 

a safe space in which to discuss matters of spirituality and faith in the context of HIV. 

Various lines of inquiry for future research on HIV in African migrants 

communities in Victoria and the rest of Australia were identified. Examples include 

HIV-related stigma, testing, molecular epidemiology and theoretical conceptualisations 

of HIV in migrants and mobile populations. 

Although HIV-related stigma is a well-researched field in Australia, relatively 

little work has been done in relation to African migrant communities. This study has 

proposed hypotheses about the origins of HIV-related stigma in these communities that 

need to be tested in future studies. More work is necessary to measure the extent and 

severity of stigma, to define and record the types of discrimination experienced and 
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enacted and to identify changes over time. However, such descriptive studies should be 

followed by the development, implementation and evaluation of interventions to reduce 

HIV-related stigma within and against African communities. 

The experiences of HIV testing of individual members of African communities 

and studies of clinical encounters might provide insights into the process of clinician 

risks assessment, pre- and post- test discussions and hence identify opportunities to 

improve accessibility and acceptability of screening HIV testes beyond the migration 

and antenatal settings. 

Phylogenetic analysis used in combination with epidemiological, geographic and 

demographic data, offers the potential for distinguishing between various heterosexual 

and MSM epidemics, the study of transmission dynamics and development of rich data 

on the geography of transmission and exposure. This might enable speedier 

identification of emerging populations or settings in need of focused HIV prevention 

initiatives, as well as more rigorous evaluation of the effects of such interventions on 

transmission dynamics. 

This study contributes to the theory of HIV epidemiology through its proposed 

conceptual framework for study of HIV epidemiology in migrant, mobile and 

marginalised populations. Although the utility of this framework requires demonstration 

through testing and refinement in other populations, it appears to hold promise as a 

method for reconciling the analysis of qualitative and quantitative data to inform future 

HIV prevention and management strategies in a globalised socio-political and economic 

environment. 
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10. Conclusion 

This study contributes to the understanding of the lived experience of African 

migrant PLHIV and HIV epidemiology in Victorian communities from the Horn of 

Africa and Egypt during the first few years of the 21st century, between the advent of 

cART in industrialised countries and the scale-up of cART and combination prevention 

in Sub-Saharan Africa. It was undertaken in response to professional challenges 

encountered caring for African migrant PLHIV and concerns about delayed diagnosis 

and over-representation of African-born people amongst newly diagnosed HIV cases in 

Victoria and Australia. 

 HIV in Victoria’s African communities presented issues similar to those 

identified in the African diaspora communities of Western Europe and North America, 

but African-born Australian PLHIV were not a homogeneous population. 

Epidemiological and virological evidence suggested that some belonged to transnational 

social and sexual networks incorporating populations in Africa, where physical and 

structural factors produced higher risk of heterosexual and blood-borne HIV 

transmission than Australia. Others were members of social/sexual networks influenced 

by somewhat different structural factors driving HIV transmission amongst MSM in 

Australia and abroad. Heterosexual HIV acquisition in Australia and abroad, together 

with delayed diagnosis, appeared to stem from an understanding of HIV as a deadly, 

highly contagious disease, associated with sexual immorality, but an “African disease”–

–both geographically and morally distant from these African communities in Victoria. 

Community perceptions of HIV appeared to result from experiences in Africa and a lack 

of information about HIV in the Australian setting that effectively engaged with 

discourses related to gender, sexuality and identity, in the context of resettlement. 

Stigma was the principal barrier to care and support for African migrant PLHIV in 

Victoria, due to overwhelming concerns about privacy and professional confidentiality. 

Stigma, related to fear of both moral and physical contagion, was nevertheless tempered 

with sympathy for people diagnosed with HIV. Structural and individual factors 

underpinning HIV-related stigma were explored, but warrant further investigation. 
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Addressing stigma seemed likely to require active engagement with African 

communities to avoid further marginalisation and preserve social cohesion whilst 

interrogating community norms and key aspects of identity underpinning HIV-related 

stigma and risk perception. 

An analytical framework was developed to examine intersections between 

external social and physical factors and subjective physical, psychological and moral-

spiritual factors influencing exposure to HIV and opportunistic pathogens, pathways to 

diagnosis and access to support and information after diagnosis. The utility of this 

framework could be tested through study of the effects on Victoria’s HIV epidemiology 

of changing patterns of African immigration and evolution in HIV prevention, treatment 

and the social context of HIV in Africa in the years following the period of this study. 

Should empirical research demonstrate the utility of this framework, it may inform 

implementation and evaluation of individual and population-level initiatives for 

prevention, timely diagnosis and appropriate management of HIV in Victoria’s African 

communities and other mobile or marginalised populations. 
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12. Appendices 

Appendix A Published abstracts arising from this research 

Palmer R, Lemoh C, Tham R, Hakim S, & Biggs BA 2009, ‘Sudanese women living in 

Victoria, Australia: health-information-seeking behaviours and the availability, effectiveness 

and appropriateness of HIV/AIDS information’, Diversity in Health and Care, vol. 6, no. 2, 

pp109-120. Abstract: The aim of this study was to understand the perceptions of Sudanese 

women regarding their potential vulnerability to HIV infection and their preferred sources of 

HIV-related information. The study was designed in consultation with members of the Sudanese 

community in Victoria, Australia. Semi-structured interviews were undertaken with 11 

Sudanese-born women who had migrated from Sudan and who were resident in Victoria. 

Thematic analysis revealed several key points: The women considered that an important factor 

increasing their vulnerability to HIV infection was lack of access to education and awareness. 

The women believed that this lack of access was largely due to socio-cultural barriers to 

information seeking, inadequate types of information sources, timing of information 

dissemination, and lack of culturally appropriate information. The women suggested that HIV 

information would be most effectively disseminated to their communities by providing 

members who were already held in high regard by Victoria's Sudanese community with 

culturally appropriate and accurate information. Verbal and visual sources of information were 

identified as the preferred media. There was a particular preference for information sessions and 

educational seminars. The nature of the vulnerabilities to HIV infection perceived by these 

Sudanese born women living in Victoria, their active participation in this study, and the 

widespread positive response of the city's Sudanese community, suggest a culturally appropriate 

HIV public health education campaign would be welcomed if it was to be implemented with the 

involvement of the community. The lack of HIV awareness that was identified in this study 

suggests that there is an increasing need to implement adequate and appropriately targeted HIV 

education and harm reduction strategies. 

Lemoh C, Guy R, Yohannes K, Lewis J, Street A, Biggs B & Hellard M 2009, ‘Delayed 

diagnosis of HIV infection in Victoria 1994 to 2006’, Sexual Health, vol. 6, no. 2), pp117-122. 

Background: The identification of factors associated with delayed diagnosis of HIV infection 

in Victoria, Australia was the aim of the present study. Methods: Demographic and 

epidemiological characteristics of cases notified to the Victorian HIV surveillance database 



 436 

between 1 January 1994 and 31 December 2006 were analysed. Delayed diagnosis was defined 

as: CD4 count below 200 cells mm_3 at HIV diagnosis or diagnosis of AIDS earlier than 3 

months after HIV diagnosis. Results: Diagnosis of HIV was delayed in 627 (22.6%) of 2779 

cases. Of these, 528 (84.2%) had either a high risk exposure or were born in a high-prevalence 

country. The most common exposure was male homosexual contact in 64.3% of cases. 

Independent risk factors for delayed diagnosis were: older age at diagnosis (30–39 years odds 

ratio [OR] 2.15, 50 years OR 7.50, P < 0.001), exposure via routes other than male homosexual 

sex or injecting drug use (heterosexual sex OR 2.51, P < 0.001, unknown/other route OR 4.24, P 

< 0.001); birth in Southern/Eastern Europe (OR 2.54), South-east Asia (OR 2.70) or the Horn of 

Africa/North Africa (OR 3.71, P < 0.001), and male gender (OR 0.47 for females, P < 0.001). 

Conclusion: Delay in the diagnosis of HIV infection is common in Victoria, but potentially 

avoidable in the majority of cases. Most people with delayed diagnosis had a history of male 

homosexual contact, injecting drug use, birth in a high-prevalence country or sexual contact 

with such individuals. An accurate sexual history, together with knowledge of their country of 

birth, should identify most individuals who should be offered an HIV test. 

Lemoh CN, Baho S, Grierson J, Hellard M, Street A & Biggs B 2010, ‘African Australians 

living with HIV: a case series from Victoria’, Sexual Health, vol 7, no. 2, pp142-148. 

Background: This research aimed to describe the characteristics of African-born Victorians 

living with HIV, identify associations with delayed HIV diagnosis and describe their response 

to combination antiretroviral therapy (cART). Methods: A case series of African-born adults 

living with HIV in Victoria was conducted. Data was collected in interviews and reviews of 

case notes. Associations with delayed HIV diagnosis (CD4 below 200 cells/µL at diagnosis 

and/or AIDS within 3 months of HIV diagnosis) were explored using univariate regression. 

AIDS-defining illnesses and response to cART were described. Results: Fourteen males and six 

females were included. Ten were born in the Horn of Africa (nine in Ethiopia). Sixteen had 

sexual exposure (12 heterosexual; four male-to-male sex). Seven reported acquiring HIV in 

Australia. Median CD4 count at diagnosis was 145 cells/µL. Ten had delayed HIV diagnosis, of 

whom eight were born in the Horn of Africa. Delayed HIV diagnosis was associated with birth 

in the Horn of Africa (odds ratio: 11.56). Nine had a diagnosis of AIDS, including three cases of 

tuberculosis, three of Pneumocystis jiroveci pneumonia and two of cerebral toxoplasmosis. 

Eighteen had received cART, of which 16 achieved virological suppression and 15 achieved a 

CD4 count above 200 cells/µL. Clinical failure and virological failure occurred in seven and 

five cases, respectively. Conclusions: HIV prevention strategies for Victoria's African 
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communities should address HIV exposure in Australia. Ethiopian-born Victorians with HIV 

appear to be at particular risk of delayed diagnosis. Response to cART in this series was 

comparable to that observed in other industrialised countries. 

Lemoh C, Sekawi Z, Ryan C, Hearps A, Aleksic E, Chibo D, Birch C, Grierson J, Baho S, 

Street A, Hellard M, Crowe S & Biggs BA 2010, ‘Acquisition of HIV in African-born residents 

of Australia: insights from molecular epidemiology’, Paper presented at the XVIII International 

AIDS Conference, Vienna, Austria. Background: Australia is geographically distant from 

Africa and has a regulated migration process that results in the exclusion of most prospective 

immigrants with HIV. However African Australians are over-represented among diagnosed 

cases of HIV. This study aimed to compare the reported location and route of HIV infection for 

African Australians to the likely geographical origin of the HIV suggested by phylogenetic 

analysis. Methods: A case series of African-born adults living with HIV in Victoria was 

conducted. Details of reported exposure to HIV were collected in interviews and from case 

notes. The env V3 region of HIV viral RNA extracted from stored plasma or fresh whole blood 

samples was amplified using nested PCR and sequenced. Multiple sequence alignments were 

generated, and a phylogenetic tree constructed by the neighbour-joining method, using sample 

sequences and reference sequences obtained from the LANL HIV Sequence Database. Results: 

Fourteen male and six female participants were recruited. One did not consent to the use of 

fresh or stored blood. PCR products were obtained from fifteen stored plasma and three whole 

blood samples. Four sample sequences characterised as subtype A closely resembled subtype A 

reference sequences from Africa. Four isolates characterised as subtype B grouped with other 

subtypes B from industrialised countries. The ten subtype C isolates were diverse, one closely 

resembling reference sequences from Papua New Guinea (the reported location of exposure), 

the rest homologous with African C subtypes and distinct from other subtype C sequences. 

Conclusions: Participants fit within several HIV transmission networks. Those exposed via 

male-to-male sex fit within the subtype B epidemic among men having sex with men and their 

contacts, mainly in wealthy industrialized countries. The non-B sequences from other 

participants were diverse, suggesting several transmission networks, all likely based in Africa, 

except one based in Papua New Guinea. 

Lemoh C, Baho S, Street A, Hellard M, & Biggs BA 2010, ‘Left behind: the effect of immigrant 

HIV screening on perceptions of HIV in Victoria's African communities’, Paper presented at the 

XVIII International AIDS Conference, Vienna, Austria. Background: Migrants from Africa, 
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like other individuals applying for permanent residency in Australia, must pass a health 

requirement, for which the medical examination includes an HIV screening test for both 

onshore and offshore adult applicants. Most HIV-positive applicants are initially refused a visa, 

although some are eventually granted residency. African-born Australians are over-represented 

among diagnosed cases of HIV and the issue of migration and HIV remains a sensitive political 

subject. This study explored the influence of migration-related HIV screening on the perception 

of HIV within African communities in Victoria, Australia. Methods: A participatory qualitative 

study was conducted with members of self-identified Ethiopian, Eritrean, Sudanese, Somali and 

Egyptian community-based organisations, and with providers of social and health services to 

these communities, exploring their understanding of HIV and its social context. Data was 

obtained through semi-structured interviews with key informants and focus group discussions, 

which were transcribed and analysed thematically. Results: Thirty-four interviews and 17 focus 

groups were conducted. Members of community-based organizations included both genders and 

a variety of ages and languages. Their perception of HIV, based on information and experiences 

in an African context, was that of a deadly, highly contagious disease, associated with sexual 

immorality, drug abuse and homosexuality. Most had experienced HIV screening as part of the 

migration process and thought that HIV was a problem left behind in Africa, rather than a 

current issue in Australia, particularly within immigrant communities. There had been little 

discussion within these communities about HIV in Australia. Conclusions: Screening of 

migrants to Australia for HIV may have contributed the perception within African communities 

that HIV is of little relevance to them in Australia. This perception needs to be addressed if 

effective HIV prevention strategies are to be developed for these communities. 

Lemoh C, Street A, Hellard M, Baho S, Grierson J & Biggs BA 2010, ‘Marked for 

discrimination: Stigma against African Australians living with HIV’, Paper presented at the 

Diversity in Health, Melbourne, Australia. Background: Many African Australians living with 

HIV experience social isolation and difficulty accessing support services. Aim: To investigate 

the social support available for African Australians living with HIV. Methods: A case series of 

African-born adults living with HIV in Victoria was conducted. Data was collected in semi- 

structured interviews. Interview transcripts were analysed thematically to identify key issues 

relating to sources of social support and barriers impeding access to support. Results: Fourteen 

men and six women were interviewed. Ten were born in the Horn of Africa (nine in Ethiopia). 

Sources of support included family, friends, partners, health services, religious advisors and 

organizations, and ethnic communities. Forms of support included comfort and encouragement, 
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practical assistance with daily living, advice about relationships and childbearing, negotiating 

immigration issues and financial assistance. The main barrier impeding access to support was 

stigma from within their ethnic communities, based on perceptions that HIV was associated 

with homosexuality and sexual promiscuity. Participants also felt stigmatised by the broader 

Australian community, based on perceptions that HIV is a disease brought to Australia and 

spread to the Australian population by African immigrants. This led to an overwhelming 

concern to maintain control over and limit the disclosure of their HIV status, which led to 

isolation and difficulties accessing support from individuals and organizations. Conclusions: 

Reducing stigma against people living with HIV is vitally important if we are to improve access 

to support for HIV positive African Australians. Actions to reduce stigma include addressing 

homophobia within African communities, correcting misleading stereotypes of HIV-positive 

people as sexually immoral and threatening to others, and addressing the public perception of 

African immigrants as threats to the health of the Australian population. 

Lemoh C 2012, ‘Unpacking the baggage: HIV care in immigrants to Australia’, Paper presented 

at the Australasian HIV/AIDS Conference, Melbourne, Australia. Abstract: Increasing numbers 

of people living in Australia with HIV are people born abroad. Migrants living with HIV in 

Australia are a diverse population, presenting various challenges to clinicians. Life history, 

geographical origin, migration process and socio-economic situation in Australia intersect to 

influence physical and psychosocial management issues. Some face barriers to the provision of 

effective care and support, due to HIV-related stigma and intersecting discrimination. 

Successful management requires conscious efforts to achieve trust in the therapeutic 

relationship, awareness of patient perspective and social context, and appreciation of the 

epidemiology of opportunistic pathogens and co-morbidities in countries of origin and transit. 

Ongoing advocacy is needed to achieve equitable access to medications and support services for 

all people living with HIV in Australia. 
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Appendix B Accession numbers for participant env sequences 

Participant env sequences are available at the Loa Alamos National Laboratories (LANL) HIV 

Database (http://www.hiv.lanl.gov/content/hiv-db/mainpage.html), uploaded by Dr Zamberi 

Sekawi (Centre for Virology, Burnet Institute), who performed the sequencing. 

Case Record Number and alias LANL Accession No.*
CS01_Alex GU211906
CS02_Berhanu GU211907 
CS05_Dawit GU211908
CS06_Estelle GU211909
CS07_Francis GU211910
CS08_Gidada GU211911
CS09_Hannah GU211912
CS10_Ivy GU211913
CS11_Kelile GU211914
CS12_Leonard GU211915
CS13_Martha Not sequenced
CS14_Negasi GU211916
CS15_Oscar GU211917
CS16_Ruth Not sequenced
CS17_Tesfa GU211918
CS18_Yilma GU211919
CS19_Zewdu GU211920
CS20_Alice GU211921
CS21_Benjamin GU211922
CS22_Christophe GU211923

HIV-1 env  sequences from African-born Victorian residents living with HIV

These results were presented at the XVIII International AIDS Conference as Lemoh C, 
Sekawi Z, Ryan C, Hearps A, Aleksic E, Chibo D et al. Acquisition of HIV in African-
born residents of Australia: insights from molecular epidemiology. 22 July 2010 (Vienna) 
[Poster]. Abstract No. THPE0231
*Accession numbers were obtained from Los Alamos National Laboratories on 
submission of sequences.
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Appendix D Letters to doctors assisting in case series recruitment 
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Appendix E Development of analytical framework 

The conceptual framework of any scientific inquiry includes assumptions about 

ontology (the nature of reality) and epistemology (the relationships between facts and 

values, the nature of knowledge and the relationship between the researcher and the 

researched). These assumptions shape the intent of inquiry, its boundaries, focus, 

conduct and interpretation, as well as the purpose for which its results are subsequently 

used. The epistemological position of the researcher and the resulting methods of 

analysis and interpretation of data need to be considered when assessing the credibility 

of the findings and considering their place in the field of scientific knowledge (Madill et 

al. 2000). It is therefore important that I, as researcher, present the assumptions 

underpinning this work and their relationship to its methodology and interpretation 

(Spencer et al. 2003). This chapter describes the development of my theoretical 

approach to the study of HIV in Victoria’s African communities and explains the 

relationship between this theoretical approach and study design, data collection and the 

analysis within an integrated analytical framework. 

The conceptual framework for this research project arose from a creative tension 

between several traditions of thought: the practices of medicine and public health; the 

applied science of social epidemiology; and the philosophies of critical realism and 

agential realism. I began from a positivist, biopsychosocial and public health focus on 

the physical and psychological state of a designated group of people (“African 

immigrants”) and their risk of exposure to a physical disease agent (HIV) through 

individual behaviour mediated by their beliefs. The validity of these beliefs was to be 

measured against an “objective” standard––that of Western biomedical and 

epidemiological scientific knowledge about the transmission, pathogenesis and 

treatment of HIV infection (Engel 1977). This approach was characteristic of the 

methodological reductionism later criticised by philosophers of science such as Leen De 

Vreese, who argued that reductive approaches, although extremely powerful methods 

for addressing certain problems, were inadequate for other problems involving 

subjective human experience and complex socio-biological processes. De Vreese was 

not alone in advocating explanatory pluralism, in which the form and level of 
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explanation sought for complex phenomena should accord with the specific question 

being asked (De Vreese et al. 2010). 

The theoretical inadequacy of my initial approach rapidly became evident during 

the initial community consultations, through consideration of global issues pertaining to 

African immigration and HIV and during the formulation of the research questions. My 

conceptual framework shifted and evolved through the struggles to define the study 

population and to develop a recruitment strategy and methods of data collection. 

Through reflection and critique of the earlier theoretical framework in the light of 

insights achieved during analysis of community interviews, I began to view my own 

professional and intellectual tradition in a more critical light. I also gained insights into 

the sociopolitical context of the African communities of Victoria, particularly their 

overlapping diversity in terms of ethnicity, language, religion, ancestry and politics, not 

to mention the fluid nature of the borders of their nation-states of birth. This encouraged 

empathy and appreciation of African community perspectives on immigration, 

settlement, the place of health and specifically HIV, within the context of this diversity. 

I also developed a more critical perspective on the relationship between power, 

knowledge and the practice of science, medicine and public health (Kenny et al. 2010; 

Putnam & Galea 2008; Wald 2008). This ironically harked back to the “social 

medicine” practised by Rudolph Virchow and some other founders of modern Western 

medicine, which was in turn a forerunner of modern social epidemiology (Agar 2003; 

De Walt & Pincus 2003; Taylor & Rieger 1984) and quite in accord with the 

“explanatory pluralism” of de Vreese (De Vreese et al. 2010). This critical approach 

eventually resembled Paul Farmer’s larger-scale use of the concept of “structural 

violence” to expose the political and economic factors operating, across geographical 

space and in historical time, to produce health inequities in Latin America and Africa 

such as HIV/AIDS, multi-drug-resistant TB and inadequate access to health care 

(Farmer 2004; Mayer et al. 2012). Farmer used anthropological methods in clinical and 

community settings to understand intersecting axes of oppression and––crucially––to 

elicit the perspectives and views of poor people bearing the brunt of health inequities, 

incorporating these views into observation, judgement and action to redress these 
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inequities (Farmer 2003). Farmer himself acknowledged the continuity between his 

approach and that of Virchow, whose own research encompassed clinical medicine, 

epidemiology and anthropology (Ackerknecht 1953; De Walt & Pincus 2003; Farmer et 

al. 2006). 

Kleinman also used anthropological methods in his drive to restore to biomedicine 

a sense of the importance of understanding the lived experience of illness as well as the 

symptoms and signs of disease. Kleinman looked beyond the individual patient to 

appreciate the social context of illness, such as the suffering produced by stigma against 

people living with chronic illness (Yang et al. 2007; Yang & Kleinman 2008). 

Kleinman, like Farmer, drew attention to the interconnection of physiological processes, 

meanings and relationships, arguing that patient narratives provided a means for clinical 

medicine to acknowledge and understand both the wider social processes affecting 

health and the individual experience of suffering––the alleviation of which is the first 

task of the clinician (Kleinman 1988).  Kleinman called for a re-acknowledgement by 

practitioners of modern biomedicine of the moral dimension of illness: the 

acknowledgment that people suffering illness stand to lose or gain aspects of their lives 

and identity having personal, subjective value that is embedded in the local moral 

experiences of particular social networks of which the sufferers are members (Kleinman 

& Benson 2006). 

Kleinman also proposed the conceptualisation of generic “health care systems.” 

These were sets of societal practices concerned with sickness: cultural construction of 

illness experience and health care-seeking behaviour; cognitive and communicative 

processes of sickness management; healing activities; behaviours affecting health and 

means for coping with therapeutic outcomes. Kleinman distinguished between 

“popular”, “folk” and “professional” sectors of health care systems; he noted the tension 

often existing between their explanatory models of sickness: therapeutic relationships 

between professional healers and sick people involved transactions between the 

professional healer’s abstract, impersonal “disease” model of sickness and the sick 

person’s concrete, socially embedded “illness” model (Kleinman 1978). This concept of 
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cultural “health care systems” informed the exploration of HIV-related issues in the 

Black African communities of the UK, as discussed above in Chapter 3.2 (Burns 2006). 

My training and experience in clinical medicine prioritised the physical and 

psychological health and wellbeing of individuals (whose existence as individuals was 

an uncritically accepted given). My exposure to social epidemiology provided a 

rationale for inclusion of the social and physical environment in explanations for the 

distribution of illness in populations and also demonstrated the pragmatic utility of 

mixed qualitative and quantitative methods for collecting epidemiological data (Pope & 

Mays 1993; Pope & Mays 1995). Authors such as Agar expanded the traditional “host-

pathogen-environment” triad of epidemiology to include the socio-economic and 

political environment (Agar 2003), whilst other models of inquiry developed and tested 

hypotheses postulating associations between societal and physical variables (Oishi & 

Graham 2010). However, the more comprehensive scope of social epidemiological 

inquiry into causes of illness revealed the need for critical rethinking of the relationship 

between individual agency and social determinism, particularly in the area of public 

health. 

The dilemma of public health was exemplified by the classic case of “Typhoid 

Mary” Mallon (1869–1938), in which limitations on the behaviour of an asymptomatic 

carrier of typhoid involved the privileging of the health of some members of society 

over the freedom and economic sustainability of an individual. The imposition of such 

limitations might seem reasonable if the individual were viewed as a rational agent 

whose actions were driven by the conflict between self-interest and altruism, but 

appeared problematic when the structural constraints upon the agency of the individual 

were considered, such as poverty, lack of education, religious prejudice and gender 

inequality. However, even consideration of these structural factors left unexamined the 

relevant psychological factors such as mistrust of authority, and the abuse of public 

position for personal gain (Wald 2008). 

Concerned by the potential for persecution of individuals and groups in the name 

of public health, some authors have proposed a “relational” public health ethics in place 
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of traditional bioethics focused on individuals as self-contained, self-interested entities. 

Kenny et al. argued that relational ethics, focusing on connections between people that 

constitute societies, would allow public health measures to proceed without increasing 

social inequity (Kenny et al. 2010). However, this approach seemed inadequate––

particularly when dealing with a stigmatised condition such as HIV in a marginalised 

immigrant population––since an emphasis on relationships and mutual obligations could 

easily be used to justify repressive public health measures directed against such a 

population. A less objectifying and more flexible conception of society and community 

appeared necessary. 

The transformational model of society, derived from Roy Bhaskar’s philosophy of 

critical realism, assisted my rethinking of concepts such as “population”, “society”, 

“community” and “culture”. This model attempted to resolve the apparent contradiction 

between social determinism and individual agency by conceiving society as both “the 

ever-present condition (material cause) and the continually reproduced outcome of 

human agency,” (italics in original) (Bhaskar 1998). The critical realist view of social 

science thus conceived of society as an emergent and iterative phenomenon consisting 

of relations between people. People were understood to act within the constraints of 

their relations, but their actions served to modify those relations, while their subsequent 

actions were in turn constrained by these modified relations (Harvey 2002). 

Although advancing my understanding of the process by which societal influence 

and individual agency interacted with each other, critical realism explained neither the 

nature of physical reality nor that of individual and collective social reality. This again 

limited the potential for robust explanations of causal pathways showing how social 

factors influenced (and were influenced by) psychological states and physical actions. 

Danermark, explaining the application of critical realism to sociology, points out that 

critical realism views reality as “a social construction, but goes on to say that “it does 

not mean, however, that it exists only in people’s minds,” (Danermark 2002). However, 

critical realism insists that the fundamental ontic level of reality consists of laws, rather 

than objects having certain necessary relations (Bhaskar 1975). This raises the 

question––of what stuff are these laws made? 
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Elder-Vass discussed the nature of social structures and social relations, 

suggesting that the link between social processes and physical processes affecting 

human behaviour should not be neglected: 

Our social experience affects dispositions and beliefs by prompting processes that alter our 
neurological structure. The consequence is that we act differently, having been influenced 
socially, but still on the basis of causal mechanisms that are rooted in our physical composition. 
(Elder-Vass, 2007) 

Without explicitly stating that social structures exist in the minds of the members 

of society, Elder-Vass mounted the argument that social institutions affect behaviour by 

affecting beliefs––either directly or by the application of social sanctions against 

members that knowingly or unknowingly behave in a manner inconsistent with the 

social norm. For any individual, multiple norms simultaneously affect beliefs and 

behaviour in a given situation, but are mediated by the individual’s own decisions about 

how to reconcile these sometimes conflicting forces in that place and time. 

The foregoing argument by Elder-Vass transcends both individualism and 

determinism in explaining human behaviour, showing how structures might influence, 

but not determine, individual actions. This argument also allows for the definition and 

study of social entities and their influence upon behaviour. Individuals, becoming 

members of a social group, do not lose their individual powers, but those powers are 

channelled and constrained by relations between group members, which enable 

concerted group action. The group, thus structured by the relations between its 

members, is a social entity with powers additional to those of its individual members. In 

other words: the group has emergent causal powers—powers that it possesses in its own 

right, but powers that are not autonomous of the people and relations of which it is 

composed. I would argue that this conception of social relations and structures locates 

them firmly in the minds of the members of society, shaping the cognitive beliefs and 

emotional responses to stimuli in the physical and social environment, thus constraining 

and influencing behaviour. 

I would also argue that internal physiological processes (such as fatigue, emotion, 

hunger and so on) that affect the psychological state of individuals ought to be included 
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amongst the factors constraining behaviour. Humans, in their physical and social 

environments, exist and act as physical beings consisting of matter, as well as social 

beings whose perceptions of the physical world and their interactions with other 

humans, are shaped by the meaning that they read into their sensory perceptions and 

their exposure to prior information and the behaviour of other people. The relationship 

between matter and meaning is the focus of the agential realism developed by Karen 

Barad. 

Barad, whose theoretical background includes quantum mechanics, science 

studies and feminist critical theory, suggests that the basic level of reality consists of 

“phenomena” that are the entanglement of matter and meaning––that the “physical” 

world and consciousness are inseparable elements of reality. Using the principle of 

complementarity described by Niels Bohr (1885–1962) in his wave-particle light 

experiments, she examines the role of the observer in determining the boundaries of the 

phenomenon through the process of deciding on the object of observation and the 

conditions of measurement; Barad terms this process the agential cut. The agential cut 

simultaneously delineates the boundaries of the phenomenon, determines its observable 

characteristics and excludes all else from the phenomenon. As Barad explains, 

“complementarity entails two important features: mutual exclusivity and mutual 

necessity. For two variables to be complementary they have to be both simultaneously 

necessary and mutually exclusive,” (italics in original) (Barad 2007). Barad’s agential 

realism emphasises the importance of considering power, discrimination and 

responsibility in the constitution of reality through human activity in all human 

endeavour, particularly in the performance of scientific activity. However, despite her 

convincing explanation of the process by which human agency might shape both social 

and physical reality, Barad has not explicitly set forth her views on the ontic nature of 

the conscious mind that might enact agential cuts constituting phenomena. 

Recent work in the fields of complexity theory and neurophysiology suggest that 

consciousness can be understood as an emergent phenomenon arising from complex 

neural networks including (but not limited to) the human brain. Feinberg has suggested 

that consciousness may better be characterised as a process than a material entity and as 
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a phenomenon that is ontologically subjective: that is, it can be experienced only by 

itself and cannot be directly observed by any other consciousness. Feinberg also noted 

that a conscious mind emerges from a functioning brain––a complex neural network 

composed of matter––but perceives itself as a mind, not as a brain (Feinberg 2012). In 

other words, Feinberg has proposed an explanation of the process through which 

meaning emerges from matter. 

Taken together, these theories suggest an explanation of the emergence of 

consciousness (composed of meaning) from complex neural networks (composed of 

matter) and the process by which consciousness enacts agential cuts that give shape to 

subjective reality and is itself shaped by both conscious and unconscious interactions 

with material reality. The resulting epistemological position could be described as 

radical constructivist and bears similarities to a critical realist position,130 since it 

acknowledges the ontological primacy of material reality and considers consciousness 

as an emergent phenomenon (Madill et al. 2000). Moreover, the transformative model 

of society provides an explanation of the process through which conscious entities 

(people) interact to create a social reality composed of meaning, in the form of 

constraints upon their own actions and the actions of others––actions that modify the 

future constraints upon these conscious entities as they engage in further actions. An 

integrated approach to theory building, linking material reality to social reality, is 

thereby rendered possible. 

Such an integrated approach proved useful in this study of HIV in Victoria’s 

African communities, which included examination of the transmission, through 

individual behaviour, of an infectious organism, its individual physical and 

psychological effects and its social effects, in a culturally and linguistically diverse 

immigrant minority population. This was indeed a study of a complex system composed 

of complex systems; however, complexity theory suggests that complex systems may be 

characterised in simple terms if analysed at the appropriate level of complexity. A 

                                                

130 The term “critical realist” refers here to a generic epistemological position described by Madill et 
al. rather than the specific philosophical tradition of Bhaskar. 
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framework was developed for integrated analysis of data obtained using the multi-level, 

mixed-methods approach of social epidemiology (Pearce & Merletti 2006). This 

framework is set out in Section 5 above. 

This research required an “agential cut” by which I distinguished myself from the 

individuals, communities and issue on which the inquiry was focused, acknowledging 

my “insider-outsider” status as a medically trained, Australian-born member of 

(Sydney’s) Sierra Leonean community, working with Victorian communities 

originating from the Horn of Africa and North Africa. My status permitted a degree of 

commonality, with residual differences in perspective. I remained aware of the 

subjective nature of this distinction, its implications and the potential for alternative 

agential cuts to be enacted by myself or other actors at different times, particularly with 

regard to the disclosure and use of sensitive information. Further agential cuts within 

the frame of inquiry created sets of complementary analytical categories (such as 

gender, age, ethnicity etc.). The relationships between sets of these analytical categories 

were then open to exploration in search of explanations for their observed 

characteristics. As researcher, I maintained awareness of my choices regarding 

placement of cuts and the consequent inclusion/exclusion from analytical categories. I 

also maintained a sense of the potential for alternative placement of cuts and hence 

alternative interpretations of observed phenomena––thus remaining “in the picture” 

although outside the frame (see Figure 5‑1). 

An event or action was taken to have observed characteristics arising from the 

interactions between various influences. Such events included those reported by study 

participants in interviews. For any given experience, action or event, two domains were 

distinguished: external and internal, according to the perspective of observation. Within 

each domain were various dimensions of perception. An important point to emphasise is 

the simultaneous existence and relevance of all of these domains and dimensions at any 

given time during events described by participants or interactions between researcher 

and participant in which data was collected. Although the focus of an event––such as an 

action or a description of that action––might be one or other dimension in one or other 
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domain, the corresponding aspects of that action in other dimensions also underwent 

changes that might themselves become the focus of attention at another point in time. 

The external domain of action was that which was observable (although not 

necessarily observed) by both a subject (a conscious entity having agency) and an 

observer (i.e. another subject). In the research setting these subjects could be a 

participant and the researcher to whom s/he reported an action or event. The external 

domain included the physical dimension of material entities, such as animate or 

inanimate bodies of matter (macroscopic and microscopic), their physical actions, and 

the social dimensions––both interpersonal and structural––of the action or event. 

The interpersonal dimension of action described direct person-to-person 

interactions between particular individuals. The structural dimension described 

relationships between social positions occupied by various people whose actions were 

constrained by these positions or who experienced actions of others by virtue of their 

position rather than their individual identity. Note however, that these structures existed 

in the realm of meaning, within the consciousness of individual people. Structural 

influences were thus exerted through the interpersonal dimension, as expectations or 

norms constraining individual personal actions. Culture, in this schema, was defined 

simply as “shared meaning.” 

The internal domain of action was that experienced subjectively, not being 

directly observable by any other subject. This included the physical dimension 

(sensations), the cognitive dimension (knowledge and rational thoughts), the affective 

dimension (emotion) and the moral-spiritual dimension (related to value judgements of 

right and wrong; oriented to some transcendent purpose not limited by the lifespan of 

the individual consciousness––often discussed in terms of faith or religion). This 

framework extends that of Kleinman, recognising cognitive, affective and social 

dimensions of life and chronic illness (Kleinman 1988), but attempting to establish a 

more formal ontological basis for these dimensions and bridging the gaps between 

psychological, somatic and social aspects of illness to enable clearer conceptualisation 

and study of causal pathways and effects. 
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This analytical framework allowed integration of the qualitative and quantitative 

data. Subjective experiences derived from participant narratives were examined 

alongside externally observed and measured phenomena at both individual and 

population levels. Microscopic and macroscopic physical structures and events were 

examined alongside emotional and cognitive psychological processes, sensations and 

interpretations, as well as both formal and informal social structures. 

This framework was developed to build an integrated explanatory model of the 

social epidemiology, clinical characteristics and lived experience of HIV in Victoria’s 

African communities. Its utility as a guide for the strategic conduct of future 

observational and interventional research remains untested, but it appears to hold 

potential for development of similar integrated explanatory models for HIV––and 

perhaps other complex health problems––in other mobile or marginalised populations. 
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Appendix F Interview and focus group discussion guides 
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Appendix G Case series questionnaire & case notes data collection 
tool 

See attached 
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Version 2 
8 February 2006 

HIV IN VICTORIA’S AFRICAN COMMUNITIES 
Interview Questionnaire: African-born people living with HIV 

 
 

Case Record Number ________________ 
 

Hospital: o RMH (Royal Melbourne Hospital) 
o RWH (Royal Women’s Hospital) 
o WH (Western Hospital) 
o AH (Alfred Hospital) 
o MSHC (Melbourne Sexual Health Centre) 
o SVHM (St Vincent’s Hospital Melbourne) 
o MMC (Monash Medical Centre) 
o DH (Dandenong Hospital)   

 
 

Instructions for interviewer: 
Please ask the questions as they appear in the questionnaire. For most questions, 
you should mark the box that matches with the person’s answer. If it is not clear in 
which category the answer belongs, ask for further details. If the answer cannot be 
matched with a box category, please write down the answer exactly as the person 
said it. 
 
Some questions need detailed answers. These questions are marked with an asterisk 
(*). Ask the questions exactly as they are written. Allow the person to answer, then 
ask for more detail until all of the points in the box “Points to discuss” have been 
discussed. Make brief notes of the answer beside each discussion point. After the 
interview, please use the taped recording to write down the answers, using the exact 
words spoken by the person. These answers should be attached to the questionnaire, 
along with a typed English summary of the answers. 
 
Please give a copy of this questionnaire to the person before you start the interview. 
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Introduction: 
 
I am trying to find out how to improve the situation of African people in Australia, regarding 
HIV/AIDS. Your experience will help other people to protect themselves against HIV. It will 
also help to make life easier for other people from African communities who already have 
HIV. I am going to ask you some questions about your experiences. First I will ask for some 
general information about your living situation, then about the time of your diagnosis with 
HIV, the events around the time that you may have got HIV. I will ask about your experiences 
with health workers and treatment, and about your family and community support. I will also 
ask about how you find out information about HIV. We can stop any time if you wish, or take a 
short break. 
 

A. Demographics 
 
These are a few questions about you and your living situation. This will help us 
work out how to use your experiences to help you and other people in a similar 
situation in the future. 
 
A1. DOB:  __ __/ __ __/ __ __ __ __ 
 
A2. Gender:  o Male  

o Female  
o Transsexual à At birth:   o Male   o Female 

Current:   o Male   o Female 
 
 A3. Your marital status (please tick as many as appropriate): 
    

   o Never married 
   o Currently married 

 o Separated 
 o Divorced 
 o Widowed 
 o De Facto  
 o Other_________________________________ 

 
A4.  I would like to find out how much people depend on you at home. How many 
children do you have? This includes children who were adopted or fostered, as well 
as children for whom you are the physical mother or father. 

 
Number of children: _________________________ 
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A5.  Please tell me some details about each of your children. Are they male or 
female? How old are they? Do they depend on you for financial support? Are they 
living with you? 
 
Details of all children: 
 

Child 
number 

Age (years) Sex (M/F) Dependent? 
(Y/N) 

Living with you? 
(Y/N) 

1     

2     

3     

4     

5     

6     

7     

 
A6.  In what sort of place do you live?  
 

o Own home   
o Private rental  
o Government-owned  
o Parents/Relatives  
o Friends   
o Other (Please specify)__________________ 

  
A7. What is the name of the suburb where you live? ___________________________ 
 
A8. What is your usual occupation? o Student 

  o Unemployed 
  o Self-employed 

o Retired  
o Home duties   
o Full time work   
o Part time work   
o Casual  
o Other _____________________ 
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A9. What is the highest level of study that you have completed? 
 
 o Primary school (Year 7)  

o Year 10 (Form 5)  
o Year 12 (Form 6)  
o Diploma/Trade certificate/Graduate diploma 
o Undergraduate degree (Bachelor degree) 
o Postgraduate degree (Masters or PhD) 
o Other ____________________________________ 

 
B. Ethnicity and Language 
 
We are trying to find out how culture influences the experience of African people with 
HIV. We are also trying to find out how to provide information about HIV to various 
ethnic and cultural groups in Victoria. 
 
B1. To what ethnic group do you belong? This might be different from your official 
 nationality. 
 
 _______________________________________________________ 
 
B2. What was your official nationality at the time of your birth? 
 
 ____________________________________________________________ 
 
B3. In what country were you born? 
 
 ____________________________________________________________ 
 
B4. What language do you speak best? 
 
 _______________________________________________________ 
 
B5. Do you feel comfortable using English when using health services? 
 
 o Yes 
 o No 
 
B6. Would you prefer to use an interpreter when using health services? 
 
 o Yes  (àGo to B7) 
 o No   (à Go to B8) 
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B7. What languages would you prefer to use with the interpreter when using health 
services? 

_______________________________________
_______________________________________ 
_______________________________________
_______________________________________ 

 
B8. In what languages would you like to receive health information about HIV?* 

_______________________________________
_______________________________________ 
_______________________________________
_______________________________________ 
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C. Diagnosis of HIV 
 

These questions ask about the time you first found out that you had HIV. We hope that your 
answers will help people with HIV to get diagnosed and treated before they get too sick. We 
also hope to reduce the distress people feel when they are having an HIV test or finding out the 
result. 
 
C1. Do you remember when you first had a test that showed you have first positive 
HIV test? 
  o No  (à go to C3) 
  o Yes (à go to C2) 
 
C2. When did you have the test that first showed that you have HIV? 
 
 __ __/ __ __/ __ __ __ __ 
 
C3. Was it done outside Australia?  o Yes 
      o No 

 o Don’t remember 
 

C4. Why did you have that first positive HIV test?* 
 

o Particular risk episode or event 
o A sexual partner was HIV positive (Or, contact tracer suggestion) 
o Antenatal screening 
o Screening for migration 
o Tested without my knowledge 
o Starting a new relationship 
o I became ill 
o Don’t know 
o Other*________________________________________________ 

 
 
Interviewer prompt: 
“Were you unwell?” 
“Did something happen that made you think you might have caught HIV?” 
“Why did you think you were at risk of HIV during this event?” 
“Were you required to have a screening test by some organization?” 
“Was it part of testing during pregnancy?” 
“Were you starting a new sexual relationship?” 
“Was a sexual partner found to have HIV?” 
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C5. Before your first positive HIV test, had you ever had a previous test for HIV? 
 
 o Yes (àGo to C4) 
 o No  (àGo to C6) 
 
 C6. When was the most recent negative test? 
 
 __ __/ __ __/ __ __ __ __ 
 
C7. Was it done outside Australia?  o Yes 
      o No 

 o Don’t remember 
  
 
C8. What was the reason you had a previous test for HIV?* 
 

o Illness 
o Risk event 
o Contact 
o Screening – antenatal, new relationship, insurance 
o Other_______________________________________________________ 

 
Interviewer prompt: 
“Were you unwell?” 
“Did something happen that made you think you might have caught HIV?” 
“Why did you think you were at risk of HIV during this event?” 
“Were you required to have a screening test by some organization?” 
“Was it part of testing during pregnancy?” 
“Were you starting a new sexual relationship?” 
“Was a sexual partner found to have HIV?” 
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C9. Think about the first positive HIV test you had. Please describe what you were 
told before the HIV test was done.* 
 
Pre-test counselling   o Yes   o No 
 
Information provided before positive HIV test* 
 
 ____________________________________________________________ 
 
Emotional support provided before positive HIV test* 
 
 ____________________________________________________________ 
 
Respondent satisfied with pre-test counselling?  o Yes   o No 
 
Interviewer discuss: 
Was pre-test counselling provided? 
What information was given? 
What emotional support was given? 
Was the respondent satisfied with the counselling provided at the time? 
 
C10. Imagine that I am a health worker who is about to arrange an HIV test for a 
person. What should I say to him/her before I arrange for the test?* 
 
 ________________________________________________________________ 

 ______________________________________ 
  
Allow the participant to answer this question in their own words, without directing their answer. 
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C11. After the HIV test, when you were told that you have HIV, what else were you 
told at that time?* 
 
Post-test counselling  o Yes   o No 
 
Information provided after positive HIV test* 
 
 ____________________________________________________________ 
  
Emotional support provided after positive HIV test* 
 
 ____________________________________________________________ 
 
Respondent satisfied with post-test counselling?  o Yes   o No 
 
Interviewer discuss: 
Post-test counselling provided? 
What information was given? 
What emotional support was given? 
Was the respondent satisfied with the counselling provided at the time?* 
 
C12. Imagine that I am a health worker who has to tell a person that his/her HIV 
test is positive. What should I say to the person as I am informing him/her of the 
result?* 
 
 __________________________________________________________________ 

 
Allow the participant to answer this question in their own words, without directing their answer. 
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D. How do you think you become infected with HIV? 
 
These questions ask about the events that led to your HIV infection. We hope that your 
answers will help us to prevent other people from becoming infected with HIV if they find 
themselves in a similar situation. This information will not be used for migration or legal 
purposes. 
 
D1. How do you think you became infected with HIV? (Tick all that apply)* 
 

  ¨ Injecting drug use 
  ¨  Blood transfusion or organ transplant 
  ¨  Other medical or surgical procedure 
  ¨ Traditional procedure involving blades or needles 
  ¨ My mother had HIV before I was born 
  ¨ I was born in a country where HIV was common 
  ¨ Sex with a man 
  ¨ Sex with a woman 
  ¨ Other 
  ¨ Don’t know 
 
D2. If you think you became infected with HIV during sex with a person, which of 
the following describes the person? (Tick all that apply) 
 

  ¨ I know that he/she had HIV 
  ¨ I think he/she had HIV but I am not sure   
  ¨ He/she injected drugs 
  ¨ He was a man who had sex with men 
  ¨ He/she had a blood transfusion or organ transplant 
  ¨ He/she had haemophilia (blood clotting problem) 
  ¨ He/she was born in a country where HIV was common 
  ¨ He/she was exposed to HIV in some other way (please describe) 
  ¨ Don’t know 
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D3. Do you know where you became infected with HIV? 
 

 ¨   Yesà      Country:_______________________ 
    
 If in Australia, please specify State:  _______________________ 
              
      City:_________________________  
 ¨   No 
 
 
D4. Do you know which year you became infected with HIV? 
 
 ¨    Yes à  Year of presumed infection ___________________ 
  
 ¨    No (à go to E1) 
 
D5. Why do you think you became infected around that time?* 
 
 ____________________________________________________________ 
 
Interviewer discuss: 
Where was the person living? 
What was he/she doing? 
Ask about: 
 Obstacles to prevention 
 Condom availability 
 Negotiation about safe sex 
 Knowledge of condom use 
 Drug and alcohol use 
 Sexual assault 
 Sex work 
 Sharing injecting equipment 
 Safe blood supplies 
 Sterilisation of surgical equipment 
 Antenatal clinic HIV testing. 
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E. Social Support: Practical Help 
 

These questions ask about how people help or support you with day-to-day tasks and activities. 
We are trying to find out how the community can be educated to provide more support for 
people with HIV. 
 
 
E1. In your day-to-day life, what practical help do you need? For example, help with 
transport, childcare, shopping and so on.* 
 
 _____________________________________________________________ 

_______________________________________ 
 
Allow the participant to answer this question in their own words, without directing their answer. 
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E2. Who are the people that you ask for practical help in your life, and what help do 
they provide?* 
 
Sources of practical help (Tick all that apply) 
 
 ¨  Partner 
 ¨  Parents 
 ¨ Children 
 ¨ Sibling 
 ¨  Other family 
 ¨  Friends 
 ¨  Religious advisor* 
 ¨  Doctor 
 ¨  Health workers 
 ¨  Social services 
 ¨   Support groups for people living with HIV/AIDS 
 ¨  Other* 
 
Details of source of practical help* 
 
 ___________________________________________________________ 
 
Examples of practical help provided by each source* 
 
 ___________________________________________________________ 
 
Try to find out the relationship between the participant and each person identified as a source of 
practical help. Try to find out specific examples of how each person provides practical help to the 
participant. 
 
 
E3. Are there times that you would like to ask for help, but feel that you cannot? 
 
 ¨ Yes (àGo to  E4) 
 ¨  No  (àGo to  F) 
 
E4. What would make it easier to ask for help in those situations?* 
 
 ____________________________________________________________ 
 
Allow the person to answer in their own words without directing them. 
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F. Social Support: Emotional Support 
 
These questions ask about the emotional support you get from people that you know. We are 
trying to find out how the community can be educated to provide more support for people with 
HIV. 
 
F1. Who are the people who provide you with emotional support, and how do they 
support you (for example, talking with you when you are sad or worried)?* 
 
Sources of emotional support (Tick all that apply) 
 
 ¨  Partner 
 ¨  Parents 
 ¨  Children 
 ¨  Sibling 
 ¨  Other family 
 ¨  Friends 
 ¨  Religious advisor* 
 ¨  Doctor 
 ¨  Health workers 
 ¨  Social services 
 ¨   Support groups for people living with HIV/AIDS 

¨ Other* 
 
Details of source of emotional support* 
 
 ___________________________________________________________ 
 
Examples of emotional support provided by each source* 
 
 ___________________________________________________________ 
 
Try to find out the relationship between the participant and each person identified as a source of 
emotional support. Try to find out specific examples of how each person provides emotional 
support to the participant. 
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F2. Are there times that you would like to ask for emotional support, but feel that 
you cannot? 
 
 ¨ Yes (àGo to F3) 
 ¨ No  (àGo to F4) 
 
F3. What would make it easier to ask for emotional support in those situations?* 
 
 ____________________________________________________________ 
 
Allow the person to answer in their own words without directing them. 
 
I am now going to ask you some questions about your relationships.  
 
F4. Do you have a partner at the moment? This may be a marriage partner, or 
someone that you have been with for a while, or someone you have met recently. 
 
 ¨ Yes 
 ¨ No (àGo to F7) 
  
F5. If so, how long have you been in this relationship? 
 
 ________Weeks 

  
________Months  

 
________Years 

 
F6. Please describe how HIV has affected the relationship with your current 
partner.* 
 
Effect of HIV on current relationship 
 ____________________________________________________________ 
 
Allow the participant to speak about what is important to them, then consider asking: 
Development of intimacy 
Trust between person and their partner 
Ability to give and receive emotional support 
Desire for long-term relationship 
Having children 
Interest in sex 
Ability to have sex – impotence, difficulty in sex act 
Contraception 
Enjoyment of sex. 
Choice of specific sexual activities – oral, vaginal, anal, non-penetrative 
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F7. Have you had any other relationships or partners since you were diagnosed with 
HIV? Please describe how HIV has affected your relationships and sexual activity in 
general.* 
 
Effect of HIV on relationships other than current partner 
 
 ____________________________________________________________ 
 
 
Allow the participant to speak about what is important to them, then consider asking: 
Desire to seek partners 
Ability to establish relationships; 
Development of intimacy 
Trust between person and their partners 
Ability to give and receive emotional support 
Desire for long term relationships 
Having children 
Interest in sex 
Ability to have sex – impotence, difficulty in sex act 
Contraception 
Enjoyment of sex 
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G. Social Support: Religion 
 
G1. Religious or spiritual beliefs are quite important to some people with health 
problems, but not to others. Could you please describe your religious or spiritual 
beliefs? 
 ¨  Christian 
 ¨  Muslim 
 ¨  Jewish 
 ¨ Hindu 
 ¨  None 
 ¨  Other_______________________________ 
 
G2. Do you gain any emotional support from your religious or spiritual beliefs? 
 ¨ Yes 

¨ No (àGo to G4) 
 
G3. In what way do your religious or spiritual beliefs provide you with emotional 
support?* 
 
Ask for specific examples if possible. 
 
G4 Do you have a particular religious or spiritual advisor? 
 
 ¨  Yes 
 ¨  No (àGo to section H) 
 
G5. Are you able to talk with a religious or spiritual advisor about issues related to 
HIV? 
 ¨  Yes 
 ¨  No 
 
G6. Would you like to talk with a religious or spiritual advisor about issues related 
to HIV? 
 ¨  Yes 
 ¨  No (àGo to section H) 
 
G6. What would you like to discuss with a religious or spiritual advisor?* 
 
Ask for specific examples if possible. 
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H. Health Services 
 
These questions ask about your access to health and support services. They will help us 
improve the availability and usefulness of health services for African people with HIV. 
 
H1. What health problems do you have, apart from HIV? 
 
   ¨  TB 
   ¨  Hepatitis B 
   ¨  Hepatitis C 
   ¨  Other infections 

   ¨  Other* (Please list) 
   ¨ I have no other health problems   

__________________________________ 
  
H2. Do you see a general practitioner (GP/Family doctor) for health care? 
 
 ¨  Yes (àGo to H3) 
 ¨  No (àGo to H5) 
 
H3. Do you see one doctor (or more than one) about HIV and a different doctor for 
other medical care? 
 
 ¨  Yes, I have one doctor for HIV care and another for other medical issues  
 (Go to H4) 
 ¨  No, the same doctor provides care for my HIV and other medical issues  
 (Go to H5) 
 
H4. Does the doctor you see for other medical care know that you have HIV? 
 
 ¨  Yes 
 ¨  No 
 ¨  Unknown 
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H5. In your opinion, how could health services in Victoria be improved to deliver 
better care for you?* 
 
Suggested improvements to health services* 
  
_______________________________________________________________________ 
 
Ask about: 
Cost 
Travel 
Waiting time 
Appointment availability 
Communication with doctor 
Communication with allied health workers. 
Outpatient services (GP, physio, counselling, nutrition, etc.) 
Inpatient services – what would make admission more comfortable, less worrying. 
What would improve confidence in health services? 
 
 
J. Antiretroviral drugs 

 
These questions ask about the way the treatment of HIV has affected you. This will enable us 
to provide African people in Australia with information about the treatment of HIV, so that 
they are able to make decisions about how to manage their HIV infection. 
 
J1. How is your health at the moment? 
 
 ¨  Excellent (Very good) 
 ¨  Good 
 ¨ Fair (Not good, but not bad) 
 ¨  Poor (Bad) 

¨ Other* (Please provide details)_________________________________ 
 
________________________________________________________________ 
 

If the person prefers not to classify their health into one of the categories, please tick “Other” and 
record the answer that is given. Do not try to interpret the answer as one of the categories.  
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J2 Have you ever been on antiretroviral drugs for treatment for HIV? (Any of the 
drugs on this chart?) 
 
 ¨  Yes   (àGo to J3) 
 ¨  No   (à go to K1) 
 ¨  Don’t remember  (à go to K1) 
  
Show chart with names and pictures of all the antiretroviral drugs, and ask the participant which 
ones they have ever taken. 
 
J3. Why did you initially start antiretroviral drugs? (Tick all that apply)* 
 
 ¨  Serious illness 
 ¨  Rising HIV viral load (increasing amount of virus in blood test) 
 ¨  Falling CD4 cells (T-cells/ white blood cells) 
 ¨  Don’t know 
 ¨  Other* ___________________________________________________ 
 
J4. Are you taking antiretroviral drugs at the moment? 
  
 ¨  Yes   (àGo to J5) 
 ¨  No   (à go to K1) 
 ¨  Don’t remember  (à go to K1) 
 
J5. What are the names of the antiretroviral drugs you are taking at the moment? 
    
  _______________________________ 
 
  _______________________________ 
 
  _______________________________ 
 
  _______________________________ 
 
  _______________________________ 
 
  _______________________________ 
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J6. Do you have any side effects or discomfort from the antiretroviral drugs you are 
currently taking? (Tick all that apply) 
 
 ¨ I am not currently taking antiretroviral drugs (àGo to J8) 
 ¨  Nausea 
 ¨  Diarrhoea 
 ¨  Itch  

¨  Abdominal pain  
¨  Liver problems 

 ¨  Kidney problems   
¨  Confusion    
¨  Rash 

 ¨  Abnormal feeling in feet (pain, numbness, tingling etc.) 
¨ Other* _______________________________________ 
¨ None 

 
J7. Do you have any difficulty taking your antiretroviral tablets every day? 
 
 ¨  Yes 
 ¨  No 
 
This means problems taking the right drugs, taking the right dose of drugs, or taking them at the 
right time of day, or taking them at the right time in relation to meals. 
 
  
J8. What would make it easier to take all your tablets at the right time every day?*  
 
____________________________________________________________ 
 
Allow the person to answer freely, in their own words, without making suggestions. 
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J9. How did the antiretroviral drugs affect your health?* 
 
Health after starting antiretroviral drugs 
 ¨ Improved 
 ¨ Stayed the same 
 ¨  Sometimes better, sometimes worse 
 ¨  Got worse 
 
Ask how the person’s health was while taking antiretroviral drugs, compared to how it was before 
they first started these drugs. 
 
 
K. Information about HIV 
 
These questions ask where you find information about HIV.  This will tell us how best to 
provide you with information about HIV in future. 
 
K1. In what places do you hear about HIV? This means any situation where HIV is 
 mentioned, including conversations, TV, radio, newspapers, magazines, 
 internet, or any other place where you come across a mention of HIV.* 
 
 ___________________________________________________________ 
 
 ___________________________________________________________ 
 
 ___________________________________________________________ 
 
Interviewer discuss: 
Media (TV, radio, newspapers, magazines) 
Internet 
People (health workers, family, friends, authority figures, religious figures) 
Language used 
 



-HIV in Victoria’s African communities  CRN___________________  

Version 2 
8 February 2006 23 

K2. Please tell me a bit more about the information that you have received about 
HIV.* 
 
________________________________________________________________________ 
 
________________________________________________________________________ 
 
________________________________________________________________________ 
 
 
For each source of information (health workers, family, friends, religious figures, other people, 
TV, radio, internet newspaper etc.), discuss: 
 Type of information (facts, entertainment, stories, art etc.) 
 Accuracy of information (in the opinion of the participant) 
 Effect of information (Effect on beliefs, emotion, behaviour) 
 
  
K3. What other information would you like to receive about HIV?* 
 
____________________________________________________________ 
 
____________________________________________________________________ 
 
________________________________________________________________________ 
 
________________________________________________________________________ 
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K4. What is the best way to provide you with the information that you would like 
 about HIV?* 
 
_____________________________________________________________________ 
 
_____________________________________________________________________ 
 
_____________________________________________________________________ 
 
_____________________________________________________________________ 
 
Discuss: 
Media: 
 Print 
 Radio 
 Television 
 Internet 
 Audiovisual presentation to groups 
 Verbal (friends, community leaders etc.) 
 Workshops 
Specific source (e.g. name of radio station/newspaper/prominent person etc.) 
Language of presentation 
 

 
L. Other issues 
 
L1. If there are any other issues that you would like to discuss, you are welcome to 
ask now. I am interested in anything that you think I should hear about. 
 
 ____________________________________________________________ 
 
___________________________________________________________________ 
 
Interviewer notes: Please record any discussion and take brief notes. The discussion may 
contain some very useful information. 



-HIV in Victoria’s African communities  CRN___________________  

Version 2 
8 February 2006 25 

 
M. Questions to interviewer 
 
M1. Do you have any questions that you would like to ask me? I will answer in the 
best way I can. If there is something I don’t know, I can find out about it, and 
contact you later with an answer.* 
 
_______________________________________________________________________ 
 
_______________________________________________________________________ 
 
Interviewer notes: Please record any discussion and take brief notes. The discussion may 
contain some very useful information. If there is a question that you cannot answer 
immediately, note the question and discuss it with the research team before contacting the 
participant with an answer. 
 
Thank you for your help with this interview. I appreciate you taking the time to talk 
with me. Please feel free to contact me if you have any further questions or 
concerns. 
 

END 
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APPENDIX 
 

DETAILED ANSWERS TO QUESTIONS 
 
 
After the interview, listen to the audio recording and record the detailed answers to the 
following questions. 
 
Please record the exact words used to answer the questions, using the space provided. If 
there is not enough space to fit the entire answer, insert additional pages, with the 
question number clearly marked. 
 
C4. Why did you have that first positive HIV test? 
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C8. What was the reason you had a previous test for HIV? 
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C9. Think about the first positive HIV test you had. Please describe what you were 
told before the HIV test was done. 
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C10. Imagine that I am a health worker who is about to arrange an HIV test for a 
person. What should I say to him/her before I arrange for the test? 
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C11. After the HIV test, when you were told that you have HIV, what else were you 
told at that time? 
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C12. Imagine that I am a health worker who has to tell a person that his/her HIV 
test is positive. What should I say to the person as I am informing him/her of the 
result? 
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D1. How do you think you became infected with HIV? 
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D5. Why do you think you became infected around that time? 
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E1. In your day-to-day life, what practical help do you need? For example, help with 
transport, childcare, shopping and so on. 
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E2. Who are the people that you ask for practical help in your life, and what help do 
they provide? 
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E4. What would make it easier to ask for help in those situations when you would 
like to ask for help, but cannot? 
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F1. Who are the people who provide you with emotional support, and how do they 
support you (for example, talking with you when you are sad or worried)? 
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F3. What would make it easier to ask for emotional support in those situations when 
you would like to ask for support but cannot? 
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F6. Please describe how HIV has affected the relationship with your current 
partner. 
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F7. Have you had any other relationships or partners since you were diagnosed with 
HIV? Please describe how HIV has affected your relationships and sexual activity in 
general. 
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G3. In what way do your religious or spiritual beliefs provide you with emotional 
support? 
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G6. What would you like to discuss with a religious or spiritual advisor? 
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H5. In your opinion, how could health services in Victoria be improved to deliver 
better care for you? 
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J3. Why did you initially start antiretroviral drugs? 
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J7. Do you have any difficulty taking your antiretroviral tablets every day? 
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J8. What would make it easier to take all your tablets at the right time every day? 
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J9. How did the antiretroviral drugs affect your health? 
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K1. In what places do you hear about HIV? This means any situation where HIV is 
mentioned, including conversations, TV, radio, newspapers, magazines, internet, or 
any other place where you come across a mention of HIV. 
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K2. Please tell me a bit more about the information that you have received about 
HIV. 
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K3. What other information would you like to receive about HIV? 
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K3. What other information would you like to receive about HIV? 
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K4. What is the best way to provide you with the information that you would like 
 about HIV? 
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L1. If there are any other issues that you would like to discuss, you are welcome to 
ask now. I am interested in anything that you think I should hear about. 
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M1. Do you have any questions that you would like to ask me? I will answer in the 
best way I can. If there is something I don’t know, I can find out about it, and 
contact you later with an answer. 
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END 
 

 [Printed version will have one page per question.] 
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HIV IN VICTORIA’S AFRICAN COMMUNITIES 
 

Medical records review: African-born people living with HIV 
 
 

Case Record Number ________________ 
 
 

Hospital: o RMH (Royal Melbourne Hospital) 
o RWH (Royal Women’s Hospital) 
o WH (Western Hospital) 
o AH (Alfred Hospital) 
o MSHC (Melbourne Sexual Health Centre) 
o SVHM (St Vincent’s Hospital Melbourne) 
o MMC (Monash Medical Centre) 
o DH (Dandenong Hospital)   
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A. Demographics 

 
1. Date of birth (dd/mm/yyyy) __ __ / __ __  / __ __ __ __ 

 
2. Gender 

 
 Male 
 
 Female 
 
 Transgender male to female 
 
 Transgender female to male 
 

 
B. Ethnicity and Language 

 
1. Country of birth ____________________  

 
2. Needs interpreter for medical consultation 

 
 Yes 
 
 No 
 
 Not recorded 

 
3. Language of interpreter _____________________ 

 
4. Religion 

 
 Christian 
 
 Muslim 
 
 Hindu 
 
 Other 
 
 None 
 
 Not recorded 
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C. Diagnosis of HIV 

 
1. Date of first positive HIV test 

 
 Date (dd/mm/yyyy) __ __/ __ __/ __ __ __ __ 
 
 Not recorded 

 
 

2. Location of first positive HIV test 
 
 Australia 
 
 Outside Australia 
 
 Not recorded 

 
 

3. Indication for first positive HIV test 
 
 Particular risk episode or event 
 
 HIV+ sexual partner 
 
 Antenatal screening 
 
 Tested without knowledge 
 
 Starting new relationship 
 
 Clinical illness 
 
 Not recorded 
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4. Date of most recent negative HIV test 

 
 Date __ __/ __ __ / __ __ __ __  
 
 Not recorded 

 
 

5. Location of last negative HIV test 
 
 Australia 
 
 Outside Australia 
 
 Not recorded 

 
 

6. Indication for last negative HIV test 
 
 Particular risk episode or event 
 
 HIV+ sexual partner 
 
 Antenatal screening 
 
 Tested without knowledge 
 
 Starting new relationship 
 
 Clinical illness 
 
 Not recorded 

 
 

7. Pre-test counselling at first positive test 
 
 Yes 
 
 Not recorded 

 
 

8. Post-test counselling at first positive HIV test 
 
 Yes 
 
 Not recorded 
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D. Acquisition of HIV 
 

1. Recorded risk factors for HIV infection 
 
 Injecting drug use 
 
 Blood transfusion/organ transplant 
 
 Other medical/surgical procedure 
 
 Traditional procedure involving blades or needles 

 
Description ________________________ 

 
 Mother-to-child transmission 
 
 Born in a high-prevalence country 
 
 Sex with a man 
 
 Sex with a woman 
 
 Other 
 
 Unknown 
 
 Not recorded 

 



HIV in Victoria’s African communities  Case record number __ __ __ __ __ __  

Medical records review case report form version 2 28 April 2006 6 

 
2. If the person acquired HIV via sexual contact, record partner risk 

factors 
 
 Known HIV+ 
 
 Injecting drug use 
 
 MSM 
 
 Recipient of blood transfusion/organ transplant 
 
 Haemophilia 
 
 Born in high-prevalence country 
 
 Other 
 
 Unknown 
 
 Not recorded 

 
 

3. Location of likely HIV acquisition 
 
 Australia 

State __ ___ ___ 
 

City ____________________ 
 

 Other country ___________________ 
 
 Unknown 
 
 Not recorded 

 
 

4. Year of presumed HIV acquisition 
 
 Year __ __ __ __ 
 
 Unknown 
 
 Not recorded 
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E. HIV-related Health Issues 
 

1. CD4 count at HIV diagnosis 
 
 CD4 count __ __ __ __ cells/mm3 
 
 Not recorded 

 
 

2. HIV viral load at HIV diagnosis 
    
   Viral load __ __ __ __ copies/mL 

  
  Not recorded 

 
 

3. Has the person been diagnosed with AIDS? 
 
 Yes (Go to E2) 
 
 No (Go to E5) 

 
 

4. Date of AIDS diagnosis 
 
 Date (dd/mm/yyyy) __ __/ __ __/ __ __ __ __ 
 
 Not recorded 

 
 

5. CD4 count at AIDS diagnosis 
 
 CD4 count __ __ __ __ cells/mm3 
 
 Not recorded 

 
 

6. HIV viral load at AIDS diagnosis 
 
   Viral load __ __ __ __ copies/mL 

  
  Not recorded 
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7. Initial AIDS-defining illness 

 
 TB 
 
 PCP (Pneumocystis jiroveci pneumonia) 
 
 Cryptococcosis 
 
 Non-Hodgkins lymphoma 
 
 Other 
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8. Tuberculosis 

 
i. Ever diagnosed with TB 

 
 Yes 
 
 No 
 

ii. Year of TB diagnosis 
 
 Year (dd/mm/yyyy) __ __/ __ __/ __ __ __ __ 
 
 Not recorded 

 
iii. Type of TB diagnosis 

 
1.  Latent 

a. Diagnosis 
 
 PPD skin test 
 
 Interferon-γ assay 
 
 Not recorded 

 
b. Management 

i. Planned duration of TB treatment 
 
 Duration __ __ __ months 
 
 Not recorded 

 
ii. Actual duration 

 
 Completed treatment 
 
 Continues on treatment 
 
 Did not complete treatment 
 
 Not recorded 
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2.  Active 

a. Diagnosis 
 
 Biopsy 
 
 Culture 
 
 Clinical 
 
 Not recorded 

 
b. Outcome 

 
 Cure 
 
 Relapse 
 
 Failure 
 
 Remains on treatment 
 
 Not recorded 
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9. Other HIV-related illness 

 
i.  Opportunistic infections (List) 

    _________________________ 
 
    _________________________ 
 
    _________________________ 
 
    _________________________ 
  
    _________________________ 
 
    _________________________ 
 
 

ii.  No other opportunistic infections 
 

iii.  Malignant tumours (List) 
 
    _________________________ 
 
    _________________________ 
 
    _________________________ 
 
    _________________________ 
  
    _________________________ 
 
    _________________________ 
 

iv.  No malignant tumours 
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v.  Other HIV-related illness (List) 

    _________________________ 
 
    _________________________ 
 
    _________________________ 
 
    _________________________ 
  
    _________________________ 
 
    _________________________ 
 

vi.  No other HIV-related illness 
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10. Hepatitis B 

    
Test Date detected Not detected 

(date) 
Not recorded 

HB surface 
antibody 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

HB surface 
antigen 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

HB core 
antibody 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

HBe antigen 
 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

HBV DNA 
 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

 
   

i. Hepatitis B status 
 

 Non-immune 
 
 Past infection only 
 
 Persistent infection 
 
 Immunised 
 
 Unable to determine 
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11. Hepatitis C 
 
Test Date detected Not detected Not recorded 
HCV Antibody 
 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

HCV RNA 
 

 
------/-----/------ 
 

 
------/-----/------ 
 

 

 
i. Hepatitis C status 

 
  Never infected 
 
  Past infection 
 
  Persistent infection 
 
  Unable to determine 
 

 
12. Liver biopsy 

 
 Yes 
  
 Not recorded  
 

 
13. Cirrhosis on liver biopsy 

 
 Yes 
 
 No 
 
 Cirrhosis not mentioned in biopsy report 
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F. Other Health Issues (not HIV, HIV-related, TB, hepatitis B or C) 

 
 Yes (List) 

   ____________________ 
 
   ____________________ 
 
   ____________________ 
 
   ____________________ 
 

 No 
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G. Antiretroviral therapy 

 
1. Has the person ever been on any antiretroviral therapy? 

 
 Yes 

Date started ART __ __ / __ __/ __ __ __ __ 
Go to G2 

 
 No 

Go to END 
 

2. Has the person ever been on HAART? 
 

 Yes 
Date started HAART __ __/ __ __/ __ __ __ __ 
Go to G3 

 
 No 

Go to G3 
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3. Antiretroviral drugs (see table) 

 
Name of 

antiretroviral 
drug 

Date first 
started 

(dd/mm/yyyy) 

Date last 
stopped 

(dd/mm/yyyy) 

Still taking 
drug (Y/N) 

Reason for 
stopping 

 
 
------/-----/------ 

 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 

 

------/-----/------ 

 
 
------/-----/------ 
 

 ¨ Clinical failure 
¨ Virol. failure 
¨ Adverse reaction 
¨ Other 
¨ Not recorded 
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4. Adverse reaction resulting in drug cessation (tick all recorded for 

each drug) 
 
Antiretrovi
ral drug 

Ras
h 

Hepatit
is 

Lactic 
acidos
is 

Pancreati
tis 

Peripher
al 
neuropat
hy 

Lipodystrop
hy 

Psychiat
ric 
reaction 

Diarrho
ea 

 
 

        

 
 

        

 
 

        

 
 

        

 
 

        

 
 

        

 
 

        

 
5. CD4 count at start HAART 

 
i. Most recent CD4 count prior to start HAART __ __ __ cells/mm3 

 
ii.  CD4 count not tested prior to starting HAART 

 
6. HIV viral load at start HAART 

 
i. Viral load prior to start HAART __ __ __ __ __ __ copies/mL 

 
ii.  No viral load prior to starting HAART 

 
 

7. Undetectable viral load on HAART? 
 

 Yes 
 
 No 
 

 
8. Time to undetectable viral load after start HAART  __ __ __ __ days 

 
 

9. Peak CD4 count on HAART __ __ __ __ cells/mm3 
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10. Time to peak CD4 count after start HAART __ __ __ __ days 
 
 

11. Clinical failure of HAART? 
 

 Yes 
 
 No 
 

 
12. Diagnosis of clinical failure of HAART 

 
i. Failure of CD4 count to rise after starting HAART 

 
 Yes 
 
 No 
 

 
ii. Fall in CD4 count after initial rise 

 
 Yes 
 
 No 
 

 
iii. Opportunistic infection or AIDS-defining illness on HAART 

 
 Yes 
 
 No 
 

 
13. Time to clinical failure after start HAART __ __ __ __ days 

 
 

14. Virological failure after starting HAART? 
 

 Yes 
 
 No 
 

 
15. Time to virological failure after start HAART __ __ __ __days 

 
END 
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