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EXECUTIVE SUMMARY

This research was prompted by the “Mapping Indigenous Risk
Workshop” held in July 2001, when it was noted that there had been
almost no research into the experiences of Aboriginal people who are
HIV positive, or their access to health services. Western Australia has
the highest proportion of notifications of Australian Aboriginal people
who are HIV positive, with approximately one-third of the national total.
This research provided a means of recording their experiences and
identifying their needs for a wider audience, including policy makers and
service providers.

From a total of forty-four HIV positive Aboriginal people known to be
living in Western Australia at the end of 2002, twenty were interviewed
between February and September 2003. Research participants were
asked to discuss their experiences of initial diagnosis, coping strategies,
social support, disclosure, discrimination, HIV and pregnancy, access to
health and HIV services, and the physical, emotional, psychological,
social and economic impact of HIV on their lifestyles. Interview data
was coded around identified themes and the data was de-identified to
protect the confidentiality of the participants.

Research participants were found to be younger; more likely to be
female; heterosexual; living in rural areas; dependent on government
welfare benefits; and to have considerably less contact with HIV/AIDS
organisations, positive networks or publications, than other Western
Australian people who are HIV positive, or other Aboriginal and Torres
Strait Islander people in Australia who are HIV positive.

Few research participants accessed HIV/AIDS organisations. Although
centralisation of these services in the Perth metropolitan area is a
barrier to access for rural residents, few metropolitan participants
accessed those services either, as they were generally not perceived as
user-friendly or culturally appropriate for Aboriginal people.

There was a high level of satisfaction with HIV health services, with the
most highly regarded services providing an informal, holistic,
confidential, client-centred, user-friendly approach.

Expertise has been developed in one rural health service in providing
management of HIV, including HIV health promotion and prevention
programs to the Aboriginal population. The service has been
instrumental in providing antenatal support and health care to Aboriginal
women who are HIV positive. Of the sixteen female participants in this
study, nine have had twelve live births since diagnosis. None of the
babies were positive.

A common theme identified from participants’ responses was concern
for young people who may be sexually active from an early age without
being aware of the negative consequences, namely HIV and other
sexually transmitted infections and early teen pregnancy. Many
participants recommended having Aboriginal positive speakers to
educate Aboriginal communities about living with HV, by telling their
stories.



Many of the research participants’ experiences in living with HIV are
similar to the experiences of any other person living with HIV in
Australia. What distinguishes this population is the additional burden of
economic disadvantage: lack of employment opportunities, lack of
material resources, and living with HIV in small rural or remote
communities where there is a lack of privacy.

National surveys of HIV positive people have not captured the
experiences of this population and due to their social and geographic
isolation the HIV epidemic in Aboriginal people in Western Australia has
been largely invisible. This research provides a unique insight into HIV
infection in Aboriginal people in Australia, particularly women, and
people who live in rural or remote areas.

Specific recommendations are as follows:

Recommendation 1

Establish an HIV positive Aboriginal speaker’'s program. This will
require the provision of training in peer support and public speaking to
Aboriginal people who are HIV positive. The aims of the program
include making HIV visible to Aboriginal people, providing community
education and leadership about HIV and promoting respect and
empathy for those who are HIV positive.

Recommendation 2

Introduce, through consultation with Homeswest and Centrelink in Perth,
a mechanism by which processing of applications for accommodation
and Disability Allowances can be done centrally, so that individuals in
rural areas are not required to disclose their HIV status to local staff.

Recommendation 3

Ensure social support for HIV positive Aboriginal women who are
relocated for antenatal care and delivery. Where women are transferred
to Perth prior to confinement, assistance with transport and
accommodation costs is likely to be required for a partner or close
relative to accompany them.

Recommendation 4

Broker changes to the clinical service arrangements provided by one
major HIV specialist outpatient clinic based upon the feedback of
Aboriginal patients. A priority is to shift the emphasis from assessing
the patient’'s need and response to drug treatments, to managing the
whole patient in the context of their personal, social and community life.
Treatment services must provide a culturally secure, confidential and
holistic sernvice that meets patients’ needs in a nonalienating
environment.




Recommendation 5
Establish communication structures to reduce social isolation, by
enabling confidential and anonymous contact between Aboriginal people
who are HIV positive.

Recommendation 6

Facilitate a range of appropriate and user-friendly HIV/AIDS information
and support services, including social activities, to Aboriginal people in
metropolitan and rural areas who are HIV positive.

Recommendation 7

Increase and sustain the delivery of quality, Aboriginal-friendly sexual
health and blood-borne virus health promotion and prevention programs.
Programs must acknowledge and cater to Aboriginal diversity and
include a range of non-print media. Age-appropriate programs for youth
should include substance use as a risk factor and should be delivered
both within and outside of school settings.

Recommendation 8

Ensure that sexual health and blood-borne virus program development
and delivery are supported by carefully selected, skilled, sexual health
educators. It is imperative that high priority is given to ongoing, quality
training of Aboriginal Health Workers, Health Promotion Officers and
Youth Workers in sexual health.

The research findings and recommendations will be forwarded to the
WA Indigenous Sexual Health Committee and the WA Committee on
HIV/AIDS and Sexually Transmitted Diseases (WACHAS), with a
request that they work towards implementing the recommendations, and
adopt a monitoring role regarding the outcomes.

Xi




1. INTRODUCTION

This research is the first study of the experiences of Aboriginal people in
Western Australia who are living with the Human Immunodeficiency
Virus (HIV). It was funded by the Office for Aboriginal and Torres Strait
Islander Health and the Department of Health Western Australia.

The aims of the research were:

= To enable Aboriginal people who are HIV positive and who wished to
do so, to record their experiences for a wider audience including
policy makers and service providers.

= To collect information that can be used to improve the quality of life
of Aboriginal people with HIV.

= To provide knowledge that may reduce the social and health impact
of HIV in the Aboriginal community.

= To increase knowledge of the needs of Aboriginal people who are
HIV positive and thereby to reduce any barriers which prevent
access to health care.

= To increase understanding of ways that health providers can more
effectively respond to HIV in Aboriginal communities through
education, prevention and treatment services.

= To develop a partnership between Aboriginal and non-Aboriginal
researchers and to encourage Aboriginal interest in social research.

= To develop recommendations that may improve the care of
Aboriginal people who are HIV positive, and assist with the
prevention of transmission.

Terminology

Although it is recognised that there are two Indigenous populations in
Australia, namely Aboriginal and Torres Strait Islanders, this research
deals with Aboriginal people and Aboriginal communities in Western
Australia. It is acknowledged that the literature reviewed and the
research population studied may include Torres Strait Islanders,
however this report will refer to Aboriginal people and communities
unless an article referred to specifically deals with the Torres Strait
Islander population.

The phrase “People living with HIV/AIDS” is widely used in research
literature and in the mainstream affected community in Australia. The
Aboriginal members of the Research Steering Committee and
Reference Group advised that this terminology did not accurately
describe the research population, as in the Aboriginal community, the
term could be interpreted to include the carers and families of individuals
infected with HIV. To avoid ambiguity and to precisely define the
research population, the term “Aboriginal people who are HIV positive”
has been used in this study.



2. BACKGROUND TO RESEARCH

The epidemiology of HIV infection in Western Australia is provided in
more detail in Appendix 1, and only a brief overview is provided here.

Once HIV testing became available, HIV diagnoses initially occurred
only occasionally in Aboriginal people in Western Australia and these
isolated cases were mainly attributed to homosexual transmission or
injecting drug use. In the mid 1990s, a cluster of related infections that
were mainly associated with heterosexual transmission was identified in
a rural area. From this time, Aboriginal HIV diagnoses have occurred
consistently every year, with occasional peaks where Aboriginal people
have been over 20% of all Western Australian HIV diagnoses in that
year. Infections have occurred in Aboriginal people living in rural, remote
and metropolitan regions. The proportion of the population that is
Aboriginal is small, but their rates of infection now exceed those of non-
Aboriginal people, and the epidemiology of infection is quite different. In
the period 1996-2002, Aboriginal people have accounted for 12% of
HIV notifications in Western Australian residents, 6% and 39% of the
notifications in Western Australian males and females respectively.

Cumulatively, from 1983-2002, there were slightly more diagnoses in
Aboriginal women than Aboriginal men (32F, 28 M). Comparatively, the
rates in Aboriginal women are particularly high, with a rate ratio 18 times
that of non-Aboriginal women. Women have been infected across a
wide range of ages, with a number infected in late adolescence (15-19
years) whereas Aboriginal male infections have overwhelmingly been
diagnosed in 30-39 year olds. Whereas 74% of nonAboriginal
infections have occurred in men who have sex with men (68% MSM +
5.5% MSM/IDU), 68% of infections in Aboriginal people are a result of
heterosexual transmission, with only 20% in MSM (10% MSM + 10%
MSM/IDU).

Many diagnoses have been made as a result of contact tracing, but it is
of concern that “sporadic” cases have also been identified, suggesting
unidentified infections. The high rates of sexually transmitted infections
occurring in Aboriginal people provide further reason for concern about
the upward trend in HIV infections in Aboriginal people in Western
Australia.

At the end of 2002, there were forty-four Aboriginal people, seventeen
males and twenty-seven females living in Western Australia who had
been diagnosed as HIV positive. Twenty-three resided in the
metropolitan area and twenty-one in rural areas.

Information regarding the incidence and distribution of HIV in the
Aboriginal population in Western Australia has not been widely
available, due to the sensitivity of sexual health issues, the potential for
adverse publicity and to protect the confidentiality of individuals living
with HIV in Aboriginal communities. Considerable expertise has been
developed in some areas to respond to HIV in this population including
health promotion and prevention, health service provision, care and
support, but little of this has been published.
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National responses to the HIV Epidemic

The incidence of HIV/AIDS in Australia has remained low with
awareness of HIV occurring before there was an established epidemic.
There was early mobilisation of the gay community with their
involvement in HIV prevention, education and health promotion. In
addition, screening of blood supplies, needle and syringe programs and
promotion of safe sexual practices were features of the national
response (Commonwealth Department of Health and Aged Care 2000;
Guthrie et al. 2000).

The Ottawa Charter for Health Promotion, which was developed in 1986
(AFAO 1992), formed the basis for Australia’s first National HIV/AIDS
Strategy, which was endorsed by the Commonwealth Government in
1989 after extensive consultation with community groups, the medical
profession and government authorities (Wall et al. 1992). A national
strategic approach, fostering partnerships, non-partisan political support,
health promotion and harm minimisation, and the involvement of
affected communities, have been core elements of Australia’s response
to HIV/AIDS (Commonwealth Department of Health and Family Services
1996). Australia’s swift and innovative response to the epidemic has
gained approval worldwide.

The fourth (and current) National HIV/AIDS Strategy has broadened to
include linked strategies with the National Hepatitis C Strategy and a
nationally coordinated approach to sexual health within the context of a
national communicable diseases framework (Commonwealth
Department of Health and Aged Care 2000). Preventing the emergence
of an HIV epidemic among Aboriginal and Torres Strait Islander people
is a priority of the current strategy.

Aboriginal and Torres Strait Islander people have been thought to be at
particular risk of HIV infection since the early years of the epidemic.
This belief led to the formation of a Working Panel specifically to focus
on the issues involved with Aboriginal people and HIV/AIDS and to
contribute to the first National HIV/AIDS Strategy of 1989 as one of six
expert panels (Commonwealth Department of Health and Family
Services 1997). Aboriginal and Torres Strait Islander communities were
noted as a priority group regarding funding for prevention, educaton,
treatment and care programs (Commonwealth Department of
Community Services and Health 1989a and 1989b).

The National Aboriginal Health Strategy Working Party was established
in December 1987 and produced A National Aboriginal Health Strategy
(NAHSWP 1989). The Working Party proposed a more holistic model of
health delivery, more control over all aspects of life and greater
autonomy for Aboriginal communities. They defined health as:

Not just the physical well-being of the individual but
the social, emotional and cultural well-being of the
whole community. This is a whole-of-life view and it
also includes the cyclical concept of life-death-life
(NAHSWP 1989:x).



The National Aboriginal Health Strategy placed community-controlled
health organisations at the forefront of responses to sexual health. The
strategy directly influenced Aboriginal health policy and subsequently,
the first National Indigenous Australians’ Sexual Health Strategy 1996—
97 to 1998-99 (Commonwealth Department of Health and Family
Services 1997), which linked to and complemented the third National
HIV/AIDS Strategy (Commonwealth Department of Health and Family
Services 1996).

The Implementation Plan for 2001/02 to 2003/04 of the National
Indigenous Australians’ Sexual Health Strategy (Commonwealth
Department of Health and Ageing 2002), continues to link with
mainstream HIV/AIDS and Hepatitis C Strategies, while keeping the
core values of autonomy, community control and a holistic view of
health.

Recurring theme: The “sense of impending disaster”

In 1988 sensationalised media reports of AIDS in Aboriginal and Torres
Strait Islander communities (Walker 1989; Townsville Bulletin 1988)
raised concerns that the virus would infect and decimate a large section
of that population. This resulted in the “scapegoating” of a particular
Aboriginal community, and the identification of infected individuals
(Neilsen and Young 1993). The damaging impact of media reports
understandably led to media protocols for reporting on Aboriginal sexual
health matters, which would keep comments as general as possible,
with  no mention of specific places, communities or individuals
(Commonwealth Department of Health and Family Services 1997).

It was noted in the second National HIV/AIDS Strategy that although
HIV infection rates were comparable for Aboriginal and non-Aboriginal
people, the higher rate of sexually transmitted infections increased the
potential of HIV transmission in the Aboriginal population
(Commonwealth Department of Human Services and Health 1993). An
evaluation of the second National HIV/AIDS Strategy raised concerns of
an emerging HIV epidemic among Aboriginal and Torres Strait Islander
communities, and again highlighted the high rates of sexually
transmitted infections both as a marker of high risk behaviour and
increasing the likelihood of HIV transmission (Feachem 1995).

The “sense of impending disaster” (Neilsen & Young 1993) in relation to
the possibility of a large scale HIV epidemic in Aboriginal and Torres
Strait Islander people has continued to surface regularly (Hollows 1992;
Bowden & Patel 1993; Philpott 1993; Bowden et al. 1994; Douglas
1995; Wooldridge 1995).



HIV research, health promotion and prevention in
Australia

In 1987, the Australian government launched the first of its pubic
education campaigns, the “Grim Reaper” television commercial,
designed to raise community awareness of AIDS and to educate the
public that HIV/AIDS is not confined to gay males. In 1988, further
commercials, the “Beds” and the “Feet’, were released to raise
awareness of risk factors and promote the use of condoms. Campaigns
including “Condoman” were launched to promote the use of condoms in
Aboriginal communities (Hill 1996; ANCAHRD 2002).

In the first National HIV Strategy in 1989 it was emphasised that all
members of the community were at risk of HIV infection. In addition to
the general community, specific groups were targeted for education
campaigns. These included men who have sex with men, women,
sexually active young people, sex workers, injecting drug users,
Aboriginal and Torres Strait Islanders, people of nonEnglish speaking
backgrounds and people living with HIV/AIDS (Commonwealth
Department of Community Services and Health 1989b).

The majority of new HIV infections in Australia continued t result from
men having sex with men. In the absence of tangible proof of sick
people in their communities, the messages transmitted through
education campaigns were easily dismissed by the general public and
by Aboriginal people (Bradford et al. 1994). HIV/AIDS continued to be
perceived as a health problem mainly for gay white males. In Aboriginal
communities where the incidence of HIV was low, it was difficult to
maintain community interest (Read 1991).

In 1989, AIDS — a story in our hands to share a health promotion and
education flipchart was developed in the Northern Territory by Aboriginal
people (Northern Territory Department of Health 1989). In 1991,
Commonwealth funding was provided for Aboriginal projects such as the
Turtle Dreaming Project at Palm Island, which involved trialling a model
for the care and support of HIV infected people in a remote and isolated
area. The Redfern Aboriginal Medical Service carried out a similar
project in an urban setting (Commonwealth Department of Health,
Housing and Community Services 1992). Some of the early Aboriginal
initiatives received both national and international acclaim (Read 1991).

Funding was also provided for the First National Aboriginal HIV/AIDS
Conference, held in Alice Springs in 1992 under the banner of
Everybody’s Business (Behrendt 1992). The conference aimed to
discuss issues such as unprotected sex and needle sharing in prisons
(Morris 1992), homosexuality and bisexuality in Aboriginal communities
(Smith 1992), remote communities and HIV/AIDS (Reid 1992) and
education and prevention in Aboriginal communities (Close 1992).



The mobilisation of gay males at the beginning of the epidemic in
Australia and their participation in HIV/AIDS strategies led to the
provision of services, such as AIDS Councils, for those affected. For
example, in 1985, the gay community established the Western
Australian AIDS Council (WAAC 2003). However, AIDS Councils were
not perceived as being user-friendly for Aboriginal people, nor were they
perceived as having awareness of Aboriginal culture (AFAO 2002).

“Anwernekenhe”, the First National Aboriginal and Torres Strait Islander
Gay Men and Transgender Sexual Health Conference was held in the
Northern Territory in 1994. Sponsored by the Commonwealth for gay
men and “sistergirls” (men living as gendered women) under threat of
HIV/AIDS, it was possibly the first forum of its kind in the world (AFAO
2002). One of the forty-five recommendations from the conference was
that funding be provided to develop and implement a national strategy to
address the needs of this group (Anwernekenhe Conference Committee
1994).

The conference was the catalyst for the formation of a national identity
group for Aboriginal gay men and sistergirls (Lee & Moore 1998). The
AFAO Indigenous Gay and Transgender Steering Committee was
formed to monitor and pursue the goals identified at the conference,
including the establishment of the National Indigenous Gay and
Transgender Project and the overseeing of the National Consultation
Report and Sexual Health Strategy (AFAO 1998).

The Consultation Report and Sexual Health Strategy (Lee & Moore
1998) was launched in 1998 at the “Anwernekenhe II” conference in
Queensland and endorsed by delegates (AFAO 2002). The First
National Indigenous Sistergirl Forum was held in Queensland in July
1999 (Costello & Nannup 1999) and “Anwernekenhe III”, the Third
National Indigenous Gay, Sistergirl and Transgender HIV/AIDS and
Sexual Health Conference, was held in Melbourne in May 2002. For the
first time, HIV/AIDS and sexual health organisations, both Aboriginal
and non-Aboriginal, were invited to attend (AFAO 2002).

These conferences and forums provided an important mechanism for
identifying issues such as alcohol abuse and sexual assault of youth by
older males, issues around Aboriginal people living with HIV/AIDS and
issues around gay identity formation in young people. They were also
important in working towards addressing the sexual health needs of
Aboriginal gay, sistergirl and transgender people, establishing the
structures and processes to carry out research and to achieve key
objectives of their Sexual Health Strategy.

Research has been an important facet of Australia’s response to
HIV/AIDS. Four major research centres attached to universities have
been established for epidemiological, clinical, virological and
social/behavioural research (Shaw et al. 2001).



Research has been carried out into injecting drug use in Aboriginal
communities in Brisbane (Larsen et al. 1999), Darwin (Roberts & Crofts
2000), Melbourne (Lehmann and Frances 1998), South Australia (Lane
1993; Holly and Shoobridge 2002) and in Western Australia (Gray et al.
2001). A Report to IGCAHRD from the Working Party on Injecting Drug
Use and Blood-Borne Viruses in Indigenous Communities was compiled
in Western Australia with input from stakeholders (2003). There has,
however, been very little published research specifically relating to HIV
in Aboriginal people or communities.

HIV health education, promotion and prevention campaigns have been
informed by research findings. In Western Australia, regional health
promotion strategies have supported the writing and performance of
plays such as No Prejudice (Mellick 1991) and Love Life (Bonar et al.
2000), to educate Aboriginal audiences about HIV /AIDS.

Aboriginal community-controlled health organisations have developed
local resources, with the Aboriginal and Islander Health Worker Journal
listing forty such resources in a special edition in 1996 (cited in Shaw et
al. 2001:3). Aboriginal and Torres Strait Islander sexual health
promotion initiatives have been described and documented in New
South Wales (Smith et al. 1999). Health promotion/educational
resources have been developed in local regions for Aboriginal Health
Workers dealing with HIV/ADS. Others have been developed for health
professionals working with Aboriginal people, such as the education and
counselling guide Talking about HIV/AIDS in the Kimberley (Lowe
1998).

A report on Aboriginal and Torres Strait Islander people living with HIV
was published following the HIV Futures Il Study, in which nine hundred
and twenty-four people living with HIV/AIDS responded to a survey in
1999 (Willis et al. 2002). Of the respondents, twenty-three identified
themselves as Aboriginal or Torres Strait Islanders, which provided a
snapshot of their experiences. The authors, however, warned against
drawing general conclusions from the results due to the small number in
the sample and the fact that the questionnaire was designed for the
broad community o people living with HIV/AIDS in Australia and not
specifically for Aboriginal and Torres Strait Islander people. Eighteen of
the twenty-three respondents identified as male and four as female (one
did not identify their sex). Twelve identified as gay or lesbian, five as
heterosexual and six as bisexual. Ten of the males indicated that they
were infected through male to male sex; three indicated homosexual
contact and injecting drug use; and three did not indicate the likely mode
of transmission. Seven people, including the four female respondents,
cited heterosexual contact. The average age of the Aboriginal and
Torres Strait Islander respondents was younger than the rest of the
sample (37.9 versus 42.4). Age at HIV diagnosis was also younger than
the rest of the sample (27.9 versus 33.6). Only one of the twenty-three
Aboriginal respondents was from Western Australia.



In 1997, the Western Australian AIDS Council commissioned an HIV
Services Access Project for people living with HIV/AIDS in rural Weste rn
Australia. This involved surveying rural doctors regarding their views on
the needs of patients who were living with HIV/AIDS. The patients
themselves were not surveyed (Portsmouth & Bennell 1997). Some of
the major psycho-social needs identified by doctors were fear of
disclosure; lack of confidentiality in a small community; stigma of
HIV/AIDS; and isolation from support, information, services and peer
support from other people living with HIV/AIDS.

Those doctors who had treated Aboriginal patients who were HIV
positive listed the following additional factors which affected this group:

Being in denial about their illness

Coming from a socially marginalised group

Having low literacy/general educational levels

Lack of awareness about the significance of their diagnosis
Lack of culturally appropriate service

Lack of culturally appropriate service providers

Lack of culturally appropriate educational materials
and teaching techniques

Lack of culturally appropriate support

Being without a telephone or mailing address

Lack of cool storage or fridge for medication
(Portsmouth and Bennell 1997:49).

The Western Australian AIDS Council recommended that a follow-up
study of rural and urban people living with HIV/AIDS be conducted.

Some studies were not published or were not publicly available, due to
the sensitivity of information regarding the incidence of sexually
transmitted infections in particular locations, or the concern that
individuals or Aboriginal communities may be publicly identified by
undesirable media attention. One such study in Western Australia
evaluated a program developed in the regional area of special need, to
provide care, treatment and support for Aboriginal people who are HIV
positive. Although the quality of the program was evaluated, there was
no direct client contact to assess the level of “consumer satisfaction”
(Pitman 2001:21).

Two subcommittees of ANCAHRD, the Indigenous Australian’s Sexual
Health Committee and the Clinical Trials and Research Advisory
Committee held a ‘Mapping Indigenous Risk Workshop” in July 2001.
Prior to the workshop, a background paper was prepared to inform and
stimulate discussion and to identify gaps in research. It was noted that
there was almost no research into the experiences of Aboriginal and
Torres Srait Islander people who are HIV positive or their access to
health services (Shaw et al. 2001).



The ‘Mapping Indigenous Risk Workshop” considered social research
on the experiences of Aboriginal Australians to be a high priority. The
high proportion of HIV positive Aboriginal people who were living in
Western Australia and the perception by medical providers that at least
some of them were now ready to tell their stories, encouraged
discussion of the possibility of such research being undertaken in
Western Australia.

A proposal to conduct social research into the experiences of Aboriginal
people who are HIV positive was submitted to the WA Indigenous

Sexual Health Committee in 2001. The committee fully supported the
proposal.

Funding was provided by the Office for Aboriginal and Torres Strait
Islander Health and the project commenced in November 2002. This
report is the outcome of this social research project.



3. METHOD

Phase 1. Developing the aims & design of the research
project.

In August 2002, key stakeholders were invited to participate in a
preliminary discussion to map out the broad project design and to
establish a Steering Committee. Representatives from Curtin University,
the Department of Indigenous Affairs, the Aboriginal and Torres Strait
Islander Commission, the WA Aboriginal Sexual Health Committee,
Royal Perth Hospital, the Office for Aboriginal and Torres Strait Islander
Health, the Western Australian AIDS Council, the Kulunga Research
Network and the Department of Health Western Australia, were among
the nineteen people who attended the meeting.

Aboriginal people were consulted in developing the aims and design of
the research and at each stage of the research process. This included
collaboration with Aboriginal people who are HIV positive and the
Aboriginal health providers who work with them. To ensure meaningful
input at the early stages of the project, it was decided to delay
submission of the application to the Ethics Committee until adequate
consultation with Aboriginal people who were HIV positive had occurred
and their input had been incorporated into the research design.

To achieve this, an Aboriginal researcher met with five rural Aboriginal
women who were attending a Positive Women'’s Retreat, to consult with
them regarding the aims of the research project. An Aboriginal man
from the metropolitan area who is HIV positive also had input into
developing the aims of the research project, ensuring that input was
received from male and female perspectives, as well as rural and
metropolitan.

The research was initially framed as a qualitative, comparative study of
the experiences of people living in urban and rural settings. The
rationale for this was that in Western Australia, a distinct model of care
had evolved for a particular rural cluster of HIV positive Aboriginal
people, whereas for other regions, models of care were less developed
with services delivered in a less consistent or planned way. The
research provided a means of examining experiences with a view to
having useful outcomes for Aboriginal people who are HIV positive and
for service providers. Framing the research in this way was also a
recognition of the diversity which exists within and between Aboriginal
communities in Western Australia. In practice, a rural/urban comparison
of experiences proved to be an artificial distinction, due to the mobility of
the research participants.

Aboriginal people who are HIV positive may experience a range of
social, geographic and other barriers to effective health care and quality
of life. The extent of these barriers may vary widely depending on
location, community attitudes, service accessibility, gender and cultural
appropriateness of services, and many other factors. The research
provided a means of gauging the extent of any barriers as well as
providing the opportunity for participants to tell their story.
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A Project Reference Group and a Steering Committee were established,
with both groups directly contributing to the research design. The
Steering Committee included five Aboriginal members drawn from
health and research backgrounds and representation from the HIV
positive Aboriginal community.

In addition to having a member on the Project Reference Group, the
National Centre in HIV Social Research at the University of New South
Wales acted in a consultancy capacity, providing expertise to the
research project. The Centre assisted with advice on the methodology
of the research. Staff at the Centre also provided intensive training in
HIV Social Research to the Senior Research Officer and ongoing advice
during the project.

As one of the aims of the research was to increase the capacity and
experience of Aboriginal people to undertake social research, it was
initially considered preferable to employ an Aboriginal Research Officer.
However, there were no Aboriginal applicants for the advertised position
and the successful applicant, although not Aboriginal, had extensive
experience working with Aboriginal people, including HIV positive
Aboriginal people, in rural, remote and metropolitan areas of Western
Australia. Her qualifications included a Bachelor of Arts in Anthropology
and experience in public health, nursing and in Community
Corrections/Justice.

The Senior Research Officer was provided with an Aboriginal mentor, a
skilled professional with expertise in qualitative research, who provided
ongoing advice and support. Formal mentoring was invaluable for
providing technical advice regarding culturally appropriate interviewing;
the opportunity to engage in theoretical discussion involving ethical
issues; and useful reference materials, particularly regarding cross-
cultural research.

An application was submitted to the WA Aboriginal Health and
Information Ethics Committee (WAAHIEC) in December 2002. Approval
for the research poject was granted by WAAHIEC in January 2003.
Royal Perth Hospital Ethics Committee, and Fremantle Hospital and
Health Service Human Research Ethics Committee subsequently
granted approval for the research.

Phase 2: Interview Guide

The interview guide (see Appendix 2) and information sheet were
completed after feedback and input from the Reference Group and the
Steering Committee. In case any research participants were anxious or
distressed after being interviewed, a list of counsellors who agreed to be
available was drawn up for each region of Western Australia.
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Phase 3: Recruitment strategy

The Senior Research Officer visited clinics at Royal Perth Hospital and
Fremantle Hospital to discuss the research with staff and ask them to
invite eligible clients to participate.  Staff members were given
background material and copies of the information sheet.

Information sheets and details of the research were also distributed to
staff of the relevant metropolitan and rural Aboriginal Medical Services,
rural health services, the Case Management Program, the Western
Australian AIDS Council, the HIV/AIDS Pastoral Care Ministry, and
individual health professionals including Aboriginal Health Workers and
Community and Public Health Nurses.

Participants were recruited into the study for semi-structured interviews
via referral from a range of health providers. To be eligible for inclusion
in the study, participants had to be Aboriginal, HIV positive and living in
Western Australia.

Participants were referred from the following sources outlined in Table 1.

Table 1: Referral sources for research

Location Number
Rural Health Services 11
Case Management Program 3
AHW, East Perth Metropolitan Health Unit 2
Fremantle Hospital 2
Western Australian AIDS Council 2

Referrals were initially slow, particularly in the metropolitan area, with
only six of the twenty research participants coming from suburbs of the
metropolitan area.

The remaining fourteen participants were from rural or remote areas.
Heat, isolation, client mobility and lack of communications caused extra
difficulties in carrying out research in the bush. Visits to remote areas
involved travelling long distances over unsealed bush roads featuring
flat tyres, and kangaroo, emu and other livestock wandering over the
track. Sometimes such journeys resulted in disappointment with the
intended participants no longer in the community, or unwilling to
participate at that particular time.

Health professionals in the regional area of special need had spent
several weeks discussing the research with their clients and recruiting
volunteers prior to the researcher’s visit. It was tentatively planned that
the researcher would interview participants at the local health clinic in
town, and at a remote area clinic over a one week period. However, as
is often the case with fieldwork in rural or remote areas in Western
Australia, plans had to be radically modified.
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Some prospective participants were living in one location when travel
plans were made, but had moved elsewhere when the researcher
visited their community. Others who had agreed to be interviewed, did
not keep their appointments, or turned up on a different day when the
researcher was elsewhere. By the end of the first week, only two
interviews had been completed and two visits to other locations in the
region had not yielded any additional participants. The researcher made
a round trip of 1,000 kilometres over two days to interview an isolated
participant, who changed her mind and decided not to be interviewed
after all.

The field trip to the regional area of special need had to be extended by
four days and a second trip was made to the same region approximately
two months later enabling several more interviews to be recorded. A
total of eleven interviews were conducted there. Staff at the local health
clinic provided a great deal of assistance to the researcher. They
discussed the research with their clients, arranged interviews,
accompanied the researcher on home visits and drove her out bush to
visit other communities. The researcher was given an office,
accommodation and the use of a vehicle and a computer. Heat,
distance and isolation, plus the lack of communication due to the
absence of telephones, fax machines and computers in remote areas,
characterised parts of the rural research; however, this was balanced by
country hospitality and camaraderie.

Unfortunately, there were few referrals from other rural regions. Two
participants from other rural areas were interviewed while in Perth
attending medical appointments, while a third was interviewed in a
metropolitan prison.

Phase 4: Procedure

Practice interviews were held with non-Aboriginal volunteers recruited
via the Western Australian AIDS Council. These interviews were not
regarded as pre-testing or piloting the interview guide, given the
differences in socio-economic and cultural backgrounds between these
volunteers and the study group. The practice interviews provided a
“‘dummy run” for the Senior Research Officer in using the tape recorder
and in the technical aspects of research interviews and they were very
useful for this purpose.

From a total of forty-four HIV positive Aboriginal people known to be
living in Western Australia in January 2003, twenty were interviewed
between February 2003 and September 2003, consisting of sixteen
females and four males. Three participated in a second interview to
enable the researcher to obtain further data. Fifteen participants
consented to provide taped interviews. Five agreed to have the
researcher make written notes of the interview, but not to be tape
recorded.
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Participants were interviewed in a place of their choosing and field notes
were recorded after each interview. Locations included the researcher’s
office, rural health clinics, participants’ own homes, hostels and one
occurred in a prison setting.

Interviews generally ranged from forty minutes to one hour. Participants
were given a copy of the information sheet to keep. The researcher
read through the text of the information sheet and consent form wth
each participant unless they expressed a preference to read them
themselves. Each participant was asked to sign a consent form.
Participants were paid $20 for each interview to cover travel or other
expenses.

Participants were asked to discuss the circumstances of their positive
HIV result. Interview questions explored their reactions to the diagnosis,
coping strategies, circumstances of disclosure of their status to others,
instances of discrimination, and the physical, emotional, psychological,
social and economic impact of HIV on their lifestyles.

Non-Aboriginal transcribers were selected on the advice of the
Aboriginal members of the Steering Committee, to avoid any possibility
that the transcriber may recognise a participant’'s voice and compromise
confidentiality. Transcribers were required to sign a confidentiality
agreement. Interview tapes were transcribed verbatim and checked for
accuracy by the interviewer. Each tape was copied twice. The originals
were stored in a locked cabinet with only the Principal Researcher and
the Senior Research Officer having access to the interview tapes. Each
participant was offered a copy of their tape. Six participants requested
and were given their own copy to keep.

The majority of participants were women, some of whom had young
children. It was difficult for some women to attend an interview without
their children, so they brought the children with them. Conducting an
interview with young children present or transcribing interviews with a
high level of background noise added another level of complexity to the
research. Some of the more difficult interviews had to be transcribed by
the researcher, rather than sent to a transcriber.

Research data was de-identified in order to protect the anonymity of the
participants. Some participants chose a pseudonym. Those who did
not were assigned one. Any data which may identify anyone was
omitted.

Later in the research process, the Senior Research Officer visited an
Aboriginal Women’s Positive Retreat to discuss the research findings
and obtain feedback on the draft report. As far as possible, individual
research participants were contacted for feedback on the research
findings and to give them the opportunity to make changes or
corrections to their stories.
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4. RESULTS

The names of participants have been changed in order
to protect the privacy of individuals who have taken
part in the research. Some participants chose their
own pseudonyms. Those who did not were assigned
one.

Regions and towns have been discussed in general
terms only so that Aboriginal communities are not
identified.

The interview guide was designed around topics such as coping
strategies, social support, disclosure, discrimination, experience of initial
diagnosis, HIV and pregnancy, physical and psychological effects of
infection, and the experience of living with HIV including the social and
economic impact. Interview data was coded around identified themes
using NVivo Software. Analysis is grouped under the following
headings:

(a) Characteristics of research participants
Research participants
Mode of transmission
Knowledge of HIV prior to diagnosis

(b) Experience of living with HIV
Experience of diagnosis of HIV
Coping strategies
Disclosure
Discrimination
Social support
Economic impact of living with HIV
Social impact of living with HIV

(c) Fertility
HIV and pregnancy

(d) Health care and access to HIV information and support services
Experience of health and wellbeing
Participants’ views of health care provision
Participants’ suggestions for improvements to health services
HIV Services

(e) Health promotion and education issues

Participants’ suggestions for future education of Aboriginal
communities
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(a) Characteristics of research participants
Research participants

Twenty research participants were interviewed, consisting of four males
and sixteen females. At the time of interview, six were resident in
metropolitan areas, thirteen were resident in rural areas, and one was in
prison. The latter usually resided in a rural area and was classified as
such for the purpose of this study.

Research participants were classified as rural or metropolitan residents
according to their usual address at the time of interview. Perth and
Fremantle residents were classed as metropolitan, while those from all
other regions of Western Australia were classed as rural.

Age at the time of interview ranged from 22 to 54 years, with an average
age of 31 years for females, 36 for males.

Age at HIV diagnosis ranged from 16 to 49 years, with an average of
24.8 years for females, 31 for males. Among the females, five were only
seventeen years old at diagnosis, while another was sixteen. The year
of diagnosis ranged from 1993 to 2002.

Thirteen of the 16 female participants had children, with 9 of the 16
giving birth since diagnosis.

One participant was employed at a Community Development
Employment Project, one was dependent on an employed partner, and
the remaining 18 were receiving a variety of government benefits,
pensions or social security payments.

All participants were literate. All had attended high school, at least to
Year 8 level, two had attended post-secondary college or TAFE
courses, and one was attending a degree course at university at the
time of interview.

Seventeen participants named specific Aboriginal linguistic or skin group
affiliation, while 3 identified as Aboriginal only.
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The characteristics of research participants are outlined in Table 2

below.

Table 2: Characteristics of research participants

Sex | Ageat Age at Children | Secondary | Current Mode of Address
interview | diagnosis Education | partner | transmission at
interview
M 38 30 No Yr 10 No MSM Metro
M 32 22 No Yr 8/9 No MSM Metro
M 32 31 Yes Yr 8/9 No H Metro
M 42 41 No Yr 10 No H Rural
F 26 17 Yes Yr 8/9 No H Rural
F 31 23 Yes Yr9 Yes H Rural
F 28 21 Yes Yril No H Rural
F 23 17 Yes Yr 10 Yes H Rural
F 30 29 Yes Yr 8/9 No H Rural
F 24 17 Yes Yr 10 No H Rural
F 25 17 No Yr9 Yes H Rural
F 32 23 Yes Yr9 Yes H Rural
F 54 49 No Yr9 No H Rural
F 28 21 Yes Yril No H Rural
F 26 16 Yes Yrl2 Yes H Rural
F 32 30 Yes Yril No H Rural
F 22 17 Yes Yr 8/9 Yes H Rural
F 39 38 Yes Yril No H Metro
F 40 31 Yes Yr9 No H Metro
F 36 31 No Yr9 No H Metro
Key to abbreviations:
M=Male; F=Female

H=Heterosexual

MSM=Men who have sex with men
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Mode of transmission

Participants were asked to tell how HIV was passed on to them, how
they felt about getting it this way and if they had known they were at risk.
Two of the males identified themselves as gay, acquiring HIV via male-
to-male sex. The remaining eighteen participants identified heterosexual
transmission as the mode of infection. One male and two female
participants also reported prior injecting drug use, however in one case
this had occurred many years prior to infection; in another, the
participant stated he had always used clean injecting equipment; and
the third indicated that she had acquired the infection heterosexually.
The role of alcohol in reducing inhibitions and control figured in several
accounts, as did shock that the person who exposed them did so
without disclosing their HIV status.

Participants described a range of emotions ranging from sadness, anger
and betrayal, to simply being unlucky.

Denise: It was sex. Not using condoms.

Interviewer: How do you feel about getting it this way?
Denise: Sad.

Interviewer: Did you think you were at risk of getting it?
Denise: No.

Kimberley: ...I had my exboyfriend around and that’s

why | got the gonorrhoea.
Interviewer: And is that where you got the HIV from as

well?
Kimberley: Mmm...The same person.

Krysta: Oh | had sex with this fellow and | didn’t even
know that he had HIV. He didn't tell me.

Frances reported that she was infected when she exchanged sex for
alcohol.

Frances: That white bloke. He give it to me. He give
me drink for that, you know? | got a shock. That man
gone give me that. 1 told her [Community Health Nurse]
that then, | told her if | see him, I'll shoot him.
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Carole and Carmen mentioned excessive alcohol consumption as a risk
factor in sexual behaviour.

Carole: Probably through sex.

Interviewer: How do you feel about getting it that way?
Carole: Don’t know. Don’t know who would have done
it, | was too drunk. Too drunk and stupid.

Interviewer: So you didn’'t have a regular partner at that
time?

Carole: No.

Interviewer: Did you think you were at risk of getting it
then?

Carole: Yeah.

Carmen: Um, well | went with one bloke, he didn't tell
me about himself. At the time | was a little bit drunk.
And | started getting sick and things, but | didn’t catch on
that | had it.

Some participants expressed hurt or anger over acquiring HIV from
someone they trusted.

Karina: | was angry at him. I'm still angry at him. He
should have told me. That's wrong to do that.
Interviewer: Did you think you were at risk of HIV?
Karina: No, | didn't. | trusted him and he was muckin’
around with every other womans.

Interviewer: You didn’t muck around?

Karina: No. | didn’t do that.

Pauline: | approached that person who gave it to me.
Told him he destroyed my life...he gave me this 'ere. He
never talks much at all to me. He was the first bloke |
been with. Had the miscarriage by him. We broke up.
He was seeing a few other girls then he come back to
me. | didn’t know he’s affected. Now | got to do this for
the rest of my life.

Bonnie: Oh it really hurt me, it got me so wild, he could
have told me.

Interviewer: Did you think you were at risk?

Bonnie: Yeah, | knew | was at risk. Well he was going
on with a lot of womans, you know. And | was thinkin’
very hard, shall I go with him or not, you know. But a
one-night stand, it just sorta changed my life and that's
no good. Sometimes | feel like cuttin’ his throat too
[laughs].

19



Nick was surprised when he was diagnosed HIV positive. As a gay
male, he knew that he belonged to a highrisk group, however he
believed his sexual activities were low risk.

Nick: Not using enough lubricant with a condom and
the condom broke, or else it was a defective condom or
something like that. Either that or one that expired. |
have no idea. All we know is we used a condom and it
broke and we weren’t really up to date on the proper use
of it.

Interviewer: Would you say you didn’t think you were
taking risks or anything, you know, you were actually
looking after it as best you could?

Nick: Yeah, that's why it was a surprise when it came
back and it turned out positive.

Interviewer: How do you feel getting it this way?

Nick: Unlucky. [Laughs]. Other than that, | suppose it's
the only way you can put it. Whichever way you get it, it
doesn’t matter, you've got to deal with it.
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Knowledge of HIV prior to diagnosis

Participants were asked to outline their knowledge of HIV prior to
diagnosis and identify the source of their information regarding HIV.
Named sources of knowledge and information prior to diagnosis

included:

Leaflets and pamphlets from a variety of sources

HIV positive people

Local community education/health prevention campaigns run by
the staff of population health, community health or Aboriginal
Medical Services

Community meetings including elders and health providers
Condoman Aboriginal health promotion/prevention campaign
Grim Reaper national campaign

High school education programs

Needle and syringe program outlets

Seven participants reported that they knew nothing about HIV prior to
their diagnosis:

Interviewer: You hadn't seen anything on television

about it or nothing in the community?
Carmen: No. Because all that time | been out bush...

Interviewer: So you were living in a remote

community?
Carmen: Yeah. That's where | was grown up, out

there, out bush.

Seven people reported sketchy knowledge of HIV mainly in relation to
health prevention messages regarding transmission of the virus.

Tanya: | only knew a bit of it, like “Safe Sex”, that’s the
only bit | knew.

Six participants reported that they had a reasonable knowledge of HIV
prior to diagnosis, with an emphasis on modes of transmission:

Interviewer: Can you tell me what you knew about HIV

before you were told that you had it?
Denise: About AIDS. That you catch it by sex or

needles and all that.

John: Oh you know, when you go and buy a syringe
they tell you. It's clean and you throw it away the proper
way and that, you know.
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At diagnosis, a number of participants believed the virus was a rapidly
progressing fatal disease:

Nick: | didn't even realise the distinction between HIV

and AIDS - to me it was the same thing. And you had a
year’s life expectancy virtually and that was about it.

Bonnie: | didn't really actually know about what it’s like.
All 1 just knew about was the germs and it's a very
deadly disease. | thought that people could die easy,
well, within three years or somethin’.

Jayme: | considered myself as a time bomb, you know.

Ross: Oh. “I'm gonna die.” | said, “Oh, no. How could
it happen?” You know? | thought | knew the people that
| knew that | was messing around with. But | apparently
didn’t know them very well, what they were doin’, you
know in their life.

Carole reported little knowledge of HIV. She was still coming to grips
with her HIV diagnosis and at that stage, she did not particularly want to
be given information.

Carole: | know nothin’ ’bout HIV. | know that it can Kkill

me.
Interviewer: What would be a good way of giving you
information?

Carole: | don't know. | just wanna wipe it out of my
head.

Darren identified as gay. He suspected that he had contracted the virus
while living in another state around 1990, although he was not
diagnosed until some years later. While he was aware of safe sex
messages and reported that he used condoms for casual sexual
contacts, he and his regular partner did not.

Darren: They had the Grim Reaper commercials and all
that. Like | said, | didn’t think | went around and just
threw myself around and had sex and no protection and
all that. It was just that | was havin’, well like | said a
person that | thought, you know? Didn’t think nothin’ of
it.

Interviewer: Someone you trusted?

Darren: Mmm, like | trusted the person, yeah. Like |
said, where you go with others, you sort of take them
precautions but | didn’t with the person | knew.
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Knowledge in itself was insufficient. Where there was a low perception
of risk, individuals continued to engage in high risk behaviours.

Shona was involved in a school and community health promotion project
regarding HIV and felt that her prior knowledge was satisfactory. As a
teenager she formed a relationship with a man who was HIV positive
and despite her knowledge of the virus, modes of transmission and her
partner’s positive status, after several months of unprotected sex and
three HIV tests, she was diagnosed positive also.

Shona: Yeah well | didn't know it was that deadly, or
very quick to pass on, | thought it was a slow time
disease that might take maybe a year to be...I think we
was still havin’ unprotected...?

Interviewer: Oh | get you, you knew that you would be
at risk but you didn’t think you were high risk is that what
you mean?

Shona: Yeah.

Interviewer: Did anybody talk to you about the risks
and about using condoms and stuff like that?

Shona: Yeah, when they told me then that my partner
was.

John stated that a couple of years prior to his diagnosis, there had been
a community education meeting arranged by the Health Department and
Aboriginal elders in his town and that HIV health promotion and
education campaign messages, and information had been widely
distributed in the region.

John: Oh yeah, it was all around the place. Yeah, through the
AMS medical centre. Through the media, clinics, it's everywhere.
| remember a couple of years ago, the old fellas had a meetin’
and they was findin’ out from the nurse, so they was talkin’ to
people about it so you'd go there, get tested, so they taught the
town | suppose.
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(b) Experience of living with HIV
Experience of diagnosis of HIV

The year of diagnosis ranged from 1993 to 2002, with 15 (75%)
occurring between 1993 and 1998. Diagnosis occurred in a range of
different settings outlined in Table 3:

Table 3: Location of diagnosis

Location Number
Urban Aboriginal Medical Service 2
Fremantle or Royal Perth Hospitals/Clinics 5
Urban Prison 1
Western Australian AIDS Council Clinic 1
Rural Health Clinics 11

TOTAL 20

Those participants who had been given post-test counselling reported
that they had received it from a variety of sources which included
doctors, Aboriginal Health Workers, community health nurses, and
social workers.

Darren, who was diagnosed in prison, reported that he was immediately
transferred to a segregated unit. He had suspected for some time that
he may have contracted the virus and had been tested a couple of years
previously but had not collected the results.

Darren: ...part of me already knew and like | said a part
of me was, you know, it was a sort of relief that | already
knew that was it. So really, yeah...

Interviewer: Confirmed it for you, did it?

Darren: It was more like confirmed.

Interviewer: Did you get any counselling when you got
tested?

Darren: Actually, no, | just got it straight in prison. | was
straight isolated from everyone else.

Participants described a range of emotions on being informed of their
diagnosis, most commonly expressed as feelings of shock or hurt.

Bonnie: Oh well, I got a shock at first. Really it took me by
surprise. Yeah, it sorta hurt my feelin’s a bit, well the things that
was going in my head was very horrible, you know? Didn’t think
very straight. Yeah, | was so down and couldn’t think any more,
so it was a bit of a problem there. And it hurt my feelin’s in other
words.
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Olivia: | was shocked. | suppose | don't know if you could

explain it this way, but some people say that they think it's like
they see your life flash before you.

Another common reaction was “Why me?”

Jay: | tipped the whole surgery up. | said “Why me? Why me?”
| wanted to kill myself, but in my mind | had my kids. | ended up
makin’ the doctor's surgery like a cyclone went through it. |
screamed, | done everythin’.

Tanya: | was thinkin’, “Why did | have to get it? Why couldn’t that
person use protection if he had HIV instead of goin’ around
spreadin’ it to every womans?” | was really hurt. Just glt like
going off my head...goin” mad.

John had requested an HIV test because he had started a new
relationship and his partner wanted to have children.

John: Ah, | was really shattered because | had a new partner,
that's when | found out see, 'cause | went for a check up and
found out. And my lady, well | fell apart from her because | said |
couldn’t handle this. Wouldn’'t want her to handle my pain, so |
decided to move back up here.

Yvonne, who was diagnosed at the age of seventeen, reported having
no reaction to her diagnosis because at the time she had no knowledge
of HIV.

Yvonne: | wasn’'t upset, because | didn't know much

about it. _
Interviewer: Did you know what HIV was?

Yvonne: No, | didn't know nothin’. So, | wasn't worried.

Participants were asked to give a reason as to why they were given an
HIV test. Their responses are listed below.

Table 4: Reason for HIV Test

Reason for HIV test Number
Contact tracing
Antenatal screening
Routine test/at risk
Alcohol counselling/medical examination
lliness
Other STI diagnosis
Gynaecological examination
Prison admission

©o

o e e D LN

TOTAL

Darren was the only participant who had suspected that his test result
would be positive.
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Coping strategies

Participants were asked to identify what helped them cope with their
diagnosis when they were first informed and what helps them cope now.

Participants named the following as coping strategies:

Ignoring it

Keep doing normal things, getting on with life
Drinking or other substance use

Support from partners, family and friends
Contact with other HIV positive people
Family counselling

Support from health professionals

Religious faith.

Not thinking about HIV, ignoring it and just getting on with life, was a
common theme regarding coping with HIV, both as a short and long
term strategy. This was not perceived as denial, rather an acceptance
of the diagnosis but a refusal to allow it to dominate their lives.

Nick: When | first heard. Probably ignoring the fact
helped me cope a lot better. And just getting in to do the
volunteer work, | suppose.

John: Oh, you hear about it, you grow up around it and
you find out you got it, so you talk about it when it hurts.
And you live with it. Then you put it out of the way |
suppose. You just keep going, eh?

Several participants described good advice they had received at the
time of diagnosis, from “Auntie”, a trusted Aboriginal Health Worker in

their community.

Tanya: Like | say, | don’'t worry for it. Auntie told me,
“The more you worry, the more it affects you. Don’t think
about it all the time.” So, | don’t think about it.

Bonnie: | started cryin’, | was upset when Auntie told

me that. “Keep calm and you’ll be right and just try to
get on with your life and that and do a lot of things
without thinkin” about it.” So, that's what | did.
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Many participants spoke of simply getting on with their lives, doing the
normal things that they would have done prior to diagnosis.

Jayme: | just tried not to think about it a lot and just kept
doing the normal thing, like going to college, going back
to school, work experience. | just didn't really let it pull
me down because it's somethin’ | can’t change and
somethin’ that's not goin’ to get better. So you either
have to live with it or just let it pull you down altogether.

Nick: | can, | suppose can put things in their little boxes.
The only time | really thought about it was in the
mornings when I'd wake up. The first thought would be
HIV on my mind straight away. But then I'd push it to the
back of my memory, my mind, and just get on with
normal work...

Bonnie: Oh, just gettin’ on with my life without thinkin
about it because the more you think about it the more it
make you mad. Make you want to go off. Gettin
fidgety, don’t want to sit still, then you want to go and get
drunk and do silly things to yourself and that's the wrong
thing, you know? But other than that, | just keep my
mind off it. Just do the jobs 'round the house and look
after my kids.

Alcohol featured as a common coping strategy, an “escape”, particularly
when first diagnosed. Many participants later recognised that this was a
temporary and ineffective solution.

Carmen: Well at first | thought that drinkin® would help
me, but it wouldn’t. | had one of my relatives, she was
very close to me and she caught on and tried to help me,
like talk to me and said, “Oh, you are not the only one,”
and all this and that. But | did drink a bit too much, but
then as she kept on talkin' to me | sort of slowed down a
bit.

Interviewer: So did that help you cope then, the
drinking?
Darren: [Laughs] It just made it worse.

Jay: | was depressed then like...I'd see like goin’
through a bottle. You know, try to drink alcohol to solve
my problem and then it puts more headache on me
because you think, oh they’re out to get you, you know.
Like there’s the squad comin’ out, you know, what you
call it?

Interviewer: The DTs?

Jay: Yeah. So you escape to be like in the drug scene,
drink, whatever to try to escape, but it still knocks on
your door when you wake up next mornin’.
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John: Yeah, it shocked me, yeah. | got drunk just
thinkin’ about it. Drink the shadows away, yeah.
Interviewer: Do you feel getting drunk, does that help
you cope?

John: Oh no, just a kind of escape | suppose.
Interviewer: You escape?

John: Yeah, you know. Get the blues, you know?

Some participants used cannabis as a coping strategy to help them
relax. John had stopped drinking several months prior to interview, but
continued to use cannabis.

Interviewer: Do you still smoke?

John: Yeah.

Interviewer: Bit of gunja?

John: Yeah, | smoke gunja.

Interviewer: Does that help you? What does it do for
you?

John: Oh, yeah it helps me a lot, it calms me right
down.

Support from partners, friends and family was identified as an important
factor in coping with HIV.

Shona: Um, | think it was just helpin’ my partner flso
HIV positive] cope with it too, makin’ him think that he is
not the only one, he had been in denial. We just pulled
through together, we supported one another.

Charlie: Well, havin’ my two daughters mainly...helped
me to keep strong in myself.

Ross: Oh, where | was stayin’ at the time, stayin’ at my
friend’s place, he was good. He was good, him and his
missus. They still let me stay there. He didn’t let no-one
intimidate me, no-one push me around and things. They
tried, but he would tell them to go out of his house.

Pauline: My mother...my sister. |talk to them.

28



Contact with other HIV positive people was nhamed as a coping strategy
by five participants.

Jay: | had a cousin who is HIV positive, he sat down
with me and he used to say, “Just live day by day. |If
anybody come up and stare you up and down, just walk
off.” | looked up to him for support because...when he
found out that | was HIV positive. And | had another
cousin, he died now, but he used to say, “Oh you look up
to the stars, look up to heaven and you know. Live life
day by day and live it to the fullest. Don’t worry about
what people have to say.”

Kimberley attended a family camp for HIV positive women with her
children soon after diagnosis, which she felt helped them cope better as
a family.

Kimberley: It was just like a big shock to him feenage
son]. It was like he had to try and put everything
together and that, and he realised that he wasn't the
only kid around who had a parent who suffered with this,
when we went on our first camp together. And then
meeting other women that were married or single, who
had kids and those who didn't... it did the same things,
sorta opened my eyes as well.

Kimberley also named family counselling as a coping strategy for herself
and her children.

Kimberley: I'm angry and | don’t mean to be angry at
them. They have picked it up, they've accepted this, but
it's pretty hard. So every time I’'m around my kids, since
we’'ve had our family counselling sessions, that's helped
a lot.

Several participants named being able to talk to health professionals as
a coping strategy when feeling down or depressed.

Jayme: Oh, my GP at home. If | need to talk | go talk to
her.

Two participants named religious faith as a coping strategy.
Olivia: ...being a Christian, that helps me.

Jay: | remember | used to cry for the first year, every
couple of months | used to get a good bawl. My mum
used to come in and sit back and she used to pray with
me. Pray, pray, pray.
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Some participants said that nothing helped them cope.

Carole: How did | cope? | just sat there, feelin’ upset,
couldn’t believe that | had it. It was just a shock to think
it would have been me.

Interviewer: What things help you cope now?

Carole: Nothin’.

Interviewer: What things helped you cope when you
first knew about it?

Denise: Nothin’ really.

Interviewer: What about now, what helps you cope
now?

Denise: Just walk around and keep it off my mind. Just
get on with my life.

In response to questions about coping, Darren and Bonnie talked about
living with HIV for ten years or more.

Darren: Oh, I've got over with that stage long ago. It's
just now, I'm just in a different situation now. | think with
that thing, | thought I'd be dead a long time ago with my
lifestyle. Now I just have to cope with it, because I'm still
here.

Bonnie: But the thing when | started gettin’ it, the first
time | found out, well it's over ten years now and I'm still
alive, you know, just copin’.
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Disclosure

Ten participants reported that they had disclosed their HIV status to
members of their immediate family, members of their extended family
and close friends. Two of those had also disclosed to others in the
wider community, including tutors, work colleagues or service providers
such as hostel staff.

Six participants had informed only a small number of people, which
included parents, siblings, children, partners and close friends.

Three participants stated that they had not disclosed their HIV status to
anyone.

One participant disclosed to family members because his status had
already become known within the prison system and he believed that his
family already knew.

The benefits of disclosure included greater social support from family
and friends, being able to talk to someone close about their condition
and the relief of not having to keep it secret.

Nick: Well, most of my closest friends and family know that | am
positive now. So there is no feelin’ of having to hide things, so
that makes it a lot easier. Yeah. Just being able to tell
somebody, | think just get it off your chest was the way to do it,
yeah.

Tanya: ’Specially my brothers. They gettin' that close
to me now.

Carmen: And | have got a lot more things out of them
like, 'specially love from them.

Charlie: A couple of friends said “You right”, they still
drink out of the same cup. They been really supportive.

Shona: They go quiet then say, “Well, we are not going
to chuck you away and make you feel out of place, you
just are always just goin’ to be the plain old Shona that
we knew for that many years.”

Participants who had disclosed only to a small number of people
restricted their disclosures to those whom they trusted because they did
not want others to know.

Pauline: | worry about people findin’ out. | only tell
people | trust.
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Two participants remarked that it was easier to disclose to strangers
than to tell family, friends or other members of their community.

Three
years,

Ross: Sometimes it's easier to get on with strangers
than it is with people you know. Yeah, because you
walk away and you’ll never see that stranger again, but
you'll see that friend or family again.

Nick: | mean it's easier for me to go and give talks to
the wider community than what it is back in my own
community.

participants, all of whom had been diagnosed for longer than five
stated that they had not disclosed to anyone.

Frances: | don't talk about it, nothing.
Interviewer: So, you haven't told anybody?
Frances: No.

Interviewer: Have you told any of your family or
relations?

Yvonne: No, nobody.

Interviewer: Do you think you might tell your family
sometime?

Yvonne: No, | don’t talk about that. | don't think about

that.

Interviewer: So you haven’t actually told anybody
yourself or discussed it with any of your family?
Karina: No. It's too hard to tell people.

Karina and Olivia had been infected by their former husbands. Other
members of the community knew their former husbands’ HIV positive
status, therefore their own status had become known or suspected.

Karina: People probably know because they know
about my ex.

Olivia:  Most of them, being like in the Aboriginal
community and a lot of people, like I've got a lot of
relatives and sort of you know, people know who you
are...like my ex-husband. A lot of people knew who he
was, so a lot of people, you know, knew about it.

32



Negative aspects of disclosure to family or friends included unwanted
disclosure to third parties. Five participants reported that a family
member, former partner or friend to whom they had disclosed had told
others.

Jayme: My cousin actually told some of her friends.
And they've asked me and her friends have asked me
about it and I've denied it. And | told my cousin, if | want
people to know I'll tell 'em myself, | don’t need you tellin’
them for me.

Ross: My mate’s missus, she’s told a few people. Such
and such told others and it goes on like that. There’s no
stoppin’ it. It's like the virus, you can't stop it once the
story gets goin’. It's unbelievable.

Five participants made reference to the difficulty of keeping secrets in
the Aboriginal community.

Jay: ...oh, a lot of people know from the Aboriginal
grapevine. It's like a one-man newspaper.

Carmen: Like where we live, it's a small community and
like everybody knows everybody’s business.

Bonnie and Jay were the only participants who reported unwanted
disclosure by health providers.

Only one participant said he would have preferred to do things
differently regarding disclosure.

Nick: Telling my brothers, well |1 would like to have been
sober when | told them. Because it made me emotional
and made them very emotional as well, hearing it on the
other end of the phone. And drawing boundaries before
| told somebody something, like say, “I've got to tell you
something, but don’t pass it on,” rather than just blurting
it out and just leaving it at that, thinking they would keep
it confidential and you know, be confidential.
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Discrimination

Discrimination mainly consisted of being treated differently by friends
and family in relation to sharing cups, dishes or drinks or others keeping
their distance from participants for fear of catching HIV. Five
participants reported instances of this type of discrimination.

Seven participants reported that they had not experienced any
discrimination by family, friends or community members in relation to
their HIV status.

Eight participants reported that they had been insulted or called names
such as an “A.C.C.", or had graffiti written about them in relation to their
HIV status.

Jay: | was being called a, “You are a A.C.C.” That
means a AIDS carrying c-u-n-t, from females and males,
your own family, like your cousin, your uncle...you can’t
even touch your own niece, little baby or anything. Can’t
even nurse, “Oh no, you'll get AIDS.” They think that you
can’t share from my drink or anythin’, because you'll get
that.

Shona: Yeah, because like if we had a fight and like,
one of you ended up being split. Or some of my friends
or other people don'’t like using the same dishes and try
not to have a drink out of that or...they watch me and
things like that. Tell others to keep away and | tell them,
you can only get it if you got an open cut too.

Ross: ...well there’s one woman in particular, she was
screamin’ out from one side of the road to the other. “Go
away you HIV bastard,” and all this, you know. “You've
got AIDS.” And she’d have this biggest mob of people
around her. Oh, it does, it makes you feel that small. |
walk away from that. But every time you bump into them
i's on again, you know, you gotta be careful which
corner you walk.

“Slinging off” at individuals regarding HIV/AIDS is sometimes used as a
general insult, particularly among those who are aware that HIV exists in
their community, but who don’t know the identity of those affected.

Interviewer: Has anybody told others that you are
positive without getting your permission?

Pauline: No, but people been slingin’ off at me, sayin’ |
got it.

Interviewer: How do they know?

Pauline: They guessin’.
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Tanya: One girl was callin” me a A.C.C. They was
fightin’, her and another girl. My name got mentioned
an’ she called me a A.C.C. | said, “Why you fellas put
my name into your argument for?”

Interviewer: How does she know about you?

Tanya: She guessin'.

Carmen: A couple of ladies slung off at me, and that
sort of made me like | wasn’t the same as them, like it
did hurt me. And all I could say was, “Oh, how do youse
know?”

Darren reported that his status became known, particularly within the
Aboriginal community, due to his transfer and segregation in a special
unit within the prison system, which identified him as HIV positive.

Darren: ...everyone already knew. And being like I
said, being an Aboriginal and in jail. They just already
knew...and being Aboriginal, evenif you're not related to
them, you know someone who does.

Darren’s name and his HIV status was published in the newspapers as
a result of legal action he had pursued regarding discrimination.

Darren: | couldn’t understand how they could do that. If
they were allowed to. Put my name, my full name and
everything and what was wrong with me so it was
something, well, like | said, | think people already knew.
That there just opened the doors wide open, so | just
didn’t care.

Interviewer: What sort of effect did that have on you,
that you know, printing your name like that?

Darren: | was pretty angry, you know. Like | said, more
than...not the shame, just the anger of it.

All participants were asked if they had experienced any discrimination
by health service providers because of their HIV status. Eighteen said
they had not experienced any discrimination from this source.

Jay: No, no. It’'s like caring and everythin’ like that.

Karina: No. They be nice.

Only two participants, Nick and Darren, reported that they had
experienced discrimination from health providers due to their HIV status.
Nick and Darren were the only two of the twenty research participants
who identified as gay. It is possible that the discrimination they
experienced was based on homophobia in addition to their HIV status.
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Nick reported that he had experienced discrimination at the Dental
Hospital.

Nick: ...they tell you to be up front, always put down
positive on the form, and then once you do you realise it
wasn’t a good idea...had two big fillings put in because my
old fillings had fallen out. Each time I've gone back
they’'ve said, “Oh no they'’re still okay, come back in six
months.” So | keep getting put back on the back burner.
So | go in the dental chair, lay down, they go and look at
the X-rays, look at the form, they say, “Oh no, we’ll just
have a quick look in the mouth,” and say, “No, come back
later.” So now another dentist will get the problem later on
sort of thing. So I've never gone back.

Darren had experienced discrimination from nurses in hospital and in
prison in the early nineties, gowning and gloving to perform minor tasks
such as taking his temperature, which made him feel stigmatised and
angry at the time.

In the early years of the HIV epidemic it was the policy of the
Department of Justice in Western Australia to transfer prisoners who
were HIV positive to the prison infirmary in a maximum-security urban
prison, segregated from other prisoners. This had several negative
effects. Due to the segregation, their HIV datus became known to
prison officers and to other prisoners, causing distress and
stigmatisation. In addition, prisoners who were HIV positive were not
allowed to participate in educational, recreational or other programs
which were available to the general prison population. Two prisoners
took their complaints to the Human Rights and Equal Opportunity
Commission. In December 1996 the Commission found that prison
policies were discriminatory and ordered compensation to be paid to the
complainants (AFAO 1996). As a result, prisoners who are HIV positive
are no longer segregated.

Darren’s experiences of prison health services stemmed from several
years ago, when the segregation policies were in place. He
experienced isolation, distress and stigmatisation as a result.

Darren: ...there was some good ones, you know what |
mean? They were fine, but most of them would chuck
gloves on and all that, gear themselves up. There were a
few like | said, who are well aware that it's fine, and you
don’t contract it like that or nothing. Then you've got them
other ones.

Despite many participants reporting that they had not experienced
discrimination, they were clearly aware of the potential for it to occur.
The reluctance of some participants to disclose their HIV status to
significant others in their lives appears to be linked to worry that
discrimination may result from disclosure.
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Social support

All twenty research participants named close family members and/or
partners as their main source of social support.

Interviewer: In thinking over the whole experience of living
with HIV, what has been the most important change or the
biggest change that has taken place in your life?

Charlie: My families are closer. My daughters are...well
the eldest one is really close.

The reed for social support motivated three participants who had lived
on the streets and consumed alcohol to excess prior to diagnosis to
return home to live with their mothers and siblings, two of them moving
from the city to rural towns to do so.

Nine participants named various health providers as additional sources
of social support.

John: So | got a lot of help from AMS. I've got a lot of help
from there because they’re Aboriginal. I'm still getting a lot
of help from the doctors and nurses, the health workers and
this health mob here now, helping me out.

Nine participants named other people who were HIV positive as sources
of social support.

Nick: Just being able to bounce things off people, talking
about medications or treatments. If they’re not feeling
well...and being able to tell somebody “I'm not feeling well,”
and they know why and they can understand. Even the
simplest, silly little things, like just saying, “Oh, I'm just
tired.” Knowing that when you say you're tired, you're
really, really, totally exhausted and not just being flippant
sort of thing, like other people might think.

Carmen had been given support by a relative who was HIV positive
soon after diagnosis. She had also met other Aboriginal women at
retreats and found it helpful to talk to them. In turn, she had offered
support to others in her community.

Carmen: Well, | tell people, because they think I don’t know
about them and | am just sort of tellin’ them. Like there is a
girl 1 know, | tried to get her to tell me about herself but she

won't be in it.
Interviewer: So do you know she’s positive, or do you just

think she’s positive?

Carmen: Yeah. She is positive...but she sits down and she
thinks that nobody knows about her and she does get very
sick now and again. She is very close to me, she is a

relative of mine.
Interviewer: So you would like to give her a bit of support?

Carmen: Yeah.
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Ten female participants had attended Positive Aboriginal Women'’s
Retreats arranged by the rural health service in the regional area of
special need. Six of these reported that they maintained contact with
other women from their communities with whom they had attended
retreats. The remaining four did not, because the women they had met
lived in other parts of the state and communication between them was
too difficult.

Two participants, Nick and Kimberley, had attended retreats arranged
by the Western Australian AIDS Council, where participants are
generally non-Aboriginal. Nick had met other Aboriginal men who are
HIV positive when attending conferences interstate, but he had not met
any locally.

Only two of the remaining eight participants, John and Olivia, had no
knowledge that retreats were available. Three had been invited to
attend retreats, but had declined because they were worried thatthey
might meet Aboriginal people who knew them. Ross was considering
attending a men’s retreat and Carole was booked to go on a future
women’s retreat. Darren stated that he would attend an Aboriginal
men'’s retreat if he had the opportunity.

Jayme: They tried to get me out to one of those, but oh, |
don’'t know if | want to go. | mean I'm all for it when they
come around, but when it comes to time | actually get cold
feet and want to back out. (Laughs).

Interviewer: What are you afraid of, do you think?

Jayme: I'm afraid to go to things like that and find that
somebody else | know has actually...and you know [l
probably stand there and just probably think to myself, well,
why didn’t she bloody tell me, you know.

Interviewer: So, would you be worried about meeting
other people that you know, who are positive?

Jayme: Yeah.

Interviewer: What about people you didn't know? Maybe
people in Perth or from the country?

Jayme: Yeah.

Interviewer: Would you go on a retreat if they were
strangers?

Jayme: Yeah.

Interviewer: Would it make any difference if they were
Aboriginal or if it was a mixed group?

Jayme: Oh, 1 actually...oh well, because I'm a
multicultural person | actually would like to have not just
Aboriginal or you know...I like to be mixed.

Retreats provided an opportunity for participants to meet other people
who were HIV positive, to obtain information regarding HIV/AIDS and
the services available, and to participate in recreational/leisure activities
away from their own communities.
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Tanya: (Smiles). It was good all right...we hired a bus at the
airport, stayed at a hotel...shoppin’...drivin’ around. We did
painting, got a haircut when we was comin’ back. Went for a
ride, went out places...Kings Park.

Jay: It was good for me...I finally met other women who
were HIV and we got along all right, you know, how we
feel. We cried and we had cups of coffee and you
know...like we was old people, people havin’ a
gasbag...and it gets you a load off your chest or somethin’,
you know.

Jay had previously been friendly with a non-Aboriginal woman who was
HIV positive:

Jay: ...she was more straightforward, more than an
Aboriginal person. But then you got an Aboriginal person
they have so much hatred in them. It's like, you know, you
want to kill that fellow, the one who gawe you that, you
know. Then in a way, the white girl, she just says, “Oh
look, it was a bad choice.”

Carmen had attended a conference as well as a retreat.

Carmen: | found it a bit interestin, like there was a very lot
of people, mans and womans...they wanted us to talk, they
mentioned our name but | got a bit shy. A lot of people got
up and showed their feelin’s, cried and sort of made us feel
you know.

Interviewer: So was that good for you?

Carmen: Yeah.

Pauline mentioned that when small groups from her community left
together to attend a retreat, others in the community gossiped and the
potential existed for their HIV status to be identified. She suggested it
was better to have people from different parts of the state attend.

Pauline: | want to go on retreat and not let everybody
know what I'm doin’, where I'm goin’. Because if girls get
together everybody in town knows. | wanna meet other
people with this condition that don’t come from here.
People that don’t know me.

Six participants stated that they would prefer to attend “mixed” retreats,
where women from different cultures attended. Kimberley stated that
she would not attend an Aboriginal retreat.
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Kimberley: ...I've only ever met one Aboriginal that's got
HIV.

Interviewer: Okay. Would you like to? | mean if there
was an Aboriginal retreat?

Kimberley: No, not really. Which is, it's a close knit
community, and it would get back to my family before I'd
even told them and | wouldn’t ever go that far — at all.

Ross stated that he would prefer to meet Aboriginal men and women from his
own “mob” or linguistic group, who are HIV positive.

Ross: | just want to meet some more people with HIV. |
want to learn about that, different things and what’s going
on so | can work out for myself. That would be the best
way to work things out, to talk to somebody else in your
boat...it's easy to talk to your own people.
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Economic impact of living with HIV

Living with HIV did not appear to have much economic impact on the
participants. All twenty participants were on very limited incomes, yet
apart from two people who had given up employment, the majority did
not believe that HIV had adversely affected their financial situation or
their accommodation. Low incomes are the norm for many Aboriginal
people.

Income

Only one of the twenty participants was employed. He was employed
under the Community Development Employment Projects (CDEP)
scheme and his income was similar to unemployment benefits.
Participants’ sources of income are outlined in Table 5.

Table 5: Sources of income

Sources of income
Disability allowance

CDEP

Abstudy

Unemployment benefits
Partner employed
Supporting Parent’s Benefit

olo|or|r Nz
vk |wlolo|~N|m

Eight participants stated that they had enough income to meet basic
needs.

Charlie:  I'm on disability support pension. | have
enough for this and that, personal stuff and things.
Interviewer: So do you feel that you have enough for
everyday living and food?
Charlie: Yeah.
Interviewer:  Yeah? Has having HIV made any
difference to your financial situation?

Charlie: No, I don’t think so.

Frances: | got pension money. It goin’ in the bank for
me...| got enough money...I got enough money for

sugar, tea bag an’ all. Flour for damper.
Interviewer: What about meat?

Frances: Kangaroo. The boys go out shootin’ an' bring
me back. | pay for petrol.
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Twelve participants stated that they did not have sufficient income to
meet basic needs.

Darren: ...but with the pension, and you try and eat well
and all the rest of it you know, sometimes it's a
struggle...it's hard to make sure you've got food and
everythin’. Sometimes a bill comes.

Shona’s partner was employed, but earning a minimum wage. They
and their children lived with relatives.

Interviewer: Do you have enough money for food and
everyday living?

Shona: No, not really...when the electricity bill comes in
we go halves, or sometimes we can’t pay it because we
have to buy food. Like the meat, because he takes his
gun, you know?

Interviewer: Oh yeah, getting roo you mean?

Shona: Yeah, kangaroo meat and all that.

Eighteen participants reported that living with HIV had not made any
difference to their income.

Interviewer: Can you tell me how you manage
financially, if you have enough money for food and
everyday living?

Tanya: No, | don’t have enough.

Interviewer: What would be different about your financial
situation if you didn’t have HIV?

Tanya: No difference. Been like that already.

Olivia and Nick reported that their incomes had dropped because they
had had to stop working due to their HIV diagnosis or to the side-effects
of medication.

Olivia: Well, | had been working before then, but just
recently | sort of stopped working. | only had part-time
work but...like if 1 was still working I'd probably have
enough, but because I'm on the pension it does get a bit
hard.

Nick: It was a bit unsettling in having dizzy spells. This
limited me in the sort of labouring work that | was doing. |
suppose now, any little physical work I've got to keep in
mind that some days | just get too tired, just worn out,
can'tdo it.
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John worried that he would lose his employment with CDEP if anyone
found out about his HIV status.

John: 1 don’'t know whether to tell them | got it. | don't
really want them to know. 1 don't know if they should
know about my health or whatever. But if someone’s got
to tell them, I don’t know if I'd lose the job or not.
Interviewer: Do you think you need to tell them?

John: | don't know. That's what's the most frightening
thing. I'm scared I'll lose the job.

Accommodation

At the time of interview, participants’ housing situation was as follows:

Table 6: Accommodation Type

Accommodation Type Male | Female
Homeswest* or Aboriginal Corporation Housing tenant 1 S5x*
Living with relatives 2 9
Hostel 0 2
Sharing private rental accommodation with friends 1 0

*Homeswest is the division of the Department of Housing and Works which provides
low cost housing to eligible tenants in Western Australia.

*Although one participant was in prison, Homeswest accommodation had been
arranged for her on release.

John and Carole reported that they had moved from the city to live with
parents in country towns soon after diagnosis. Ross had also moved
back to his mother's home, although he remained in the metropolitan
area. All three reported that they had been living on the streets and
drinking alcohol to excess prior to diagnosis.

Ross and Jay were awaiting Homeswest accommodation and both were
on the priority housing list.

Charlie had previously rented Homeswest accommodation, but had
relocated after a relationship breakdown and was temporarily living in a
hostel.

Social impact of living with HIV

Research participants were asked to describe how their HIV diagnosis
had changed their lifestyle, the way they socialised or met new partners.
They were also asked if HIV had changed the way they thought about
the future.
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JOHN

John had been living with HIV for a year and his lifestyle had actually
improved in many ways. Prior to diagnosis he was in and out of prison,
living on the streets, binge drinking and not eating properly. The initial
motivation for John to change his lifestyle was not his HIV diagnosis,
however. This was due to forming a new relationship. He had decided
to seek alcohol counselling and change his lifestyle with a view to
setting down with his new partner. He was given a health check,
including HIV testing. The HIV diagnosis ended his new relationship.

John: | had been on the streets for about six to four
months. Yeah, | got off the alcohol. 'Cause | had been
binge drinkin’. | know all the mob on the streets. Got out
of that, off the streets and then started workin’ on it,
alcohol counselling. Then that...it ruined my relationship.
Finished with me when she found out.

After another period of binge drinking and being charged with a petty
offence, John was placed on a Court Order with a special condition
forbidding him to consume alcohol. He was also required to perform
community work. At that point, John ceased drinking and made an effort
to improve his health. He gained a reputation as a good, reliable worker
through attending his community work, then started working at the local
Community Development Employment Projects (CDEP) scheme.

John: When | went to court and that, | wasn'’t allowed to
drink alcohol for six months, and that cleared all the alcohol
in my system and that...Like | say, which planet I've been
on? Which planet you on, you know. (Laughs).
Interviewer: Have you been to prison since you were
diagnosed?

John: No, no. No, | reckon when | came out...when |
came out of prison, that's when | found out. And | don't
know who or where, or why.

John remained single and didn’t socialise with friends as much as he did
previously.

Interviewer: What about meeting a new partner? Do you
still manage to meet a new partner?

John: Ahyeah, sometimes.

Interviewer: Is it difficult or is it okay?

John: No, it's difficult | suppose. | get turned off by the
idea.

John’s goals were to be independent, and to obtain a disability pension
and Homeswest accommodation of his own. He was aware that he was
eligible for both, but he was reluctant to disclose his HIV status to local
Homeswest or Centrelink staff in his application.

44



Interviewer: Is it hard living with the family?

John: Yeah, very hard. It's been hard for a year. Tryin’ to
shrug it off, but sometimes | have a bad day, right...I've been
tryin’ to get a flat up here...l want to get out of that place,
yeah. | want to stay in this town, but | cant get a flat. It
bothers me, ’cause if you're able to get a flat, see, then you
can do your own thing...I'd like just to have a flat, my own
little pozzie here.

John indicated that the biggest change in his life in living with HIV was in
not knowing what the future might bring and in trying to keep a positive
attitude.

John: | find it hard because sometimes you want to do
things that you sort of can’'t do. Find it hard to do things.
Don’'t know what tomorrow gonna bring, so...Yeah,
sometimes | think about it and I'll have a few things come
into my head and I'll think about it. It's hard for it to come out
in a positive way. That's all | say, not a negative way. I'm
thinkin’ in a positive way...It's gonna just get worse, so that’s
all | gotta say, just thinkin’ in a positive way | suppose...I'm
tryin’ to turn my life in a different direction, that's how I'm
comin’ at it, all the time.

SHONA

Shona was a young mother, who had been living with HIV for around
five years. She liked to keep busy with her partner, children and
extended family. She tried to maintain normal activities and not let her
HIV diagnosis impact too much on her lifestyle. She played sport and
socialised with friends and family. She worried about the effect on her
children if she or her partner died of HIV/AIDS.

Shona: ...like when they get big, 'cause we could die
anytime, unexpected and they haven't got...(pause) What
we died of and how, and all that sorta thing. | sorta think
about that.

Shona maintained contact with other women in her community who
were HIV positive and offered them friendship and support. She was
enthusiastic about the current research study.

Shona: Can | just say | am very proud of myself for doin’
this interview with you and hopefully down the track there will
be more to come.

Shona was asked how HIV had changed the way she thought about the
future.

Shona: | haven't changed a lot. No, I'm just lookin’ forward
to bringin’ my kids up now, yeah.
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OLIVIA
Olivia had been living with HIV for around five years.

Interviewer: In thinking over the whole experience, you
know, of having HIV, what's the most important change in
your life, that’s taken place because of it?

Olivia: ...The importance of life. Yeah. Yeah, like you want
to look after yourself a bit more and that.

Interviewer: Is your life a lot different from what it was
then?

Olivia: Yeah. I'd say yes.

Interviewer: What kind of ways is it different?

Olivia: ...you sort of live like from day to day. That's sort of
how you know | started off from day to day. Accepting each
day as it comes.

Olivia was a quiet, shy person who spent most of her time with close
relatives. She had given up her part-time job and had stopped going out
socially. She was single and felt that HIV prevented her from entering a
new relationship, although she would have liked to have a partner. Her
Christian views meant she was not interested in sexual relationships.

Olivia was being treated for depression and had no contact with other
Aboriginal people who were HIV positive. Her life was focused around
her family and her faith. She seemed to be the most isolated of the
twenty participants and her knowledge of services for people who are
HIV positive was limited.

Olivia was asked how HIV had changed the way she thought about the
future.

Olivia: It's like with being a Christian, the future is like
forever, you know. Like with another part of me, | think
about dying a lot. Like it's there, and you can’t you know,
get it out. But yeah, like with being a Christian, sort of
positive future.

JAY

Jay had been living with HIV for approximately two years. Her HIV
status was widely known in her community, which caused her feelings of
shame and stigma.

Jay: ...it brings up one stigma that “Oh look here, don’t go
sittin’ with her because oh, she’s HIV pos.” Oh and the next
minute, “Oh, she’s got AIDS”...“Don’'t go with her” or, yeah,
“Don’t let her in your house. Oh, don't let her in your
car”...Like you can’t even shake a hand. | said, “Oh, shake a
hand or kiss on the cheek.” “Oh, no don’t.”...or even a hug.
You can’t get HIV from doing that.
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Jay found it difficult to form new relationships.

Jay: ...“Don’t go with her because you know, you got a
death warrant.” Death warrant. That's like the local slang.

She spoke of the barriers that her HIV status caused when she did meet
a potential partner.

Jay: It's very hard. Like if there’s a boy that comes up and
he starts talkin’ and he’s got that gleam in his eye and you
can feel it. He can feel it. It's like, | don’'t know, how you
say, the door of heaven opens (laughter)...You think,
“Where was he before you knew that you was HIV positive?”
That is a barrier, because it's too hard to tell them, you
know. Then you end up puttin’ another excuse there so he
can put a condom on and say, oh, that you don’t want any
more kids and you’ve had enough...But then you got other
people, other boys that you know, they know that you're HIV
positive and they willin’ to put a condom on just to have
some good sex.

Jay spoke of one man she had been with, who had subsequently found
out about her HIV status.

Jay: ...I used protection with him. He’'s got me a bit
paranoid because he went round tellin” everybody and
everybody’s talkin’ ’bout me. Oh, he’s out for to Kill...I don't
know if he’s goin’ to come walkin’ along here with a gun or a
knife or you know, cut my guts out or everythin’ like that.

Jay reported that re-establishing the relationship with her children was
her main priority and was the biggest change in her life since diagnosis.

Jay: The change is that I'm livin’ for another life for my kids.
My children are growin’ up and | want to see them grow up
and graduate, get married if | live that long. But | just want to
be with them every time. I'm startin’ to realise because |
wasn’t there when | only just gave birth and | was too busy
runnin’ off and willy-willy goin’ round.

Jay was at the stage where, although she still became depressed at
times, she was beginning to accept her condition.

Jay: |justlearn every day just to live with it.
Jay’s comments on thinking of the future were:

Jay: Always have a prayer when | go to sleep. I'l say,

“Oh, God forgive me for whatever | done, but | love you
and everythin’, look after my kids. Look after me,” and
that's it. “Amen.”
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DARREN

Darren had been living with HIV for more than ten years at the time of
interview, years of wondering what tomorrow would bring. He had not
expected to live so long.

Interviewer: Has it made big changes in your life, do you
think?
Darren: In the way | think. Yeah, the way | think. At one
stage, where you just don’t know what to do most of the
time.

He had been a binge drinker, but in recent years he had changed his
lifestyle and appeared to have some regrets that he had let the years
slip away.

Darren: Life in general, yeah, | wasted so much, | just sat
dwelling on it.

Darren had cut down his alcohol consumption and was in the process of
regaining his driver’s license and saving for a car. He had moved into
his own Homeswest unit with a relative several months previously and
was still settling in. He was interested in becoming a positive speaker.
He reported that he would have liked to have done this some years

previously.

Darren: | could contribute by going out speakin’, but like |
said, no-one was interested, so | just don't care any
more...Oh yeah. | was really serious about it at one time.
No-one wouldn't employ me, anyway. They have people
who don't even have a disease. [I've had so much
experience and thoughts and | thought it was a good idea to
share all that.

Darren had reached a stage where he appeared to want to do
something different with his life.

Darren: | want to go and do somethin’, but | can’t, I'm just
too tired.

Darren identified as gay. He did not believe that HIV had affected his
social life too much.

Interviewer:  What about socialising, meeting a new

partner? Has your condition had any effect on that?
Darren: Not really, no.
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CHARLIE

Charlie had been living with HIV for around nine years. She had ceased
drinking for six years and she felt that she had “slowed down” and kept
to herself more because of her HIV status. She socialised only with
family and close friends. She had female relatives who were also HIV
positive.

Interviewer: Can you tell me how HIV has changed the way

you enjoy yourself?
Charlie: Sometimes it does, when you go out. Soon as you

go home to the family it's better. That's more fun.
Charlie had been in a relationship for several years.

Charlie: It was awkward at first, but then it changes. He
sorta accepted it.

Charlie and her partner had separated, however she thought they would
probably get back together again. She reported that living with HIV
made it difficult to start a new relationship.

Charlie no longer let HIV dominate her life.

Charlie: | was shocked at first, when | was told. Now I'm
used to it.

Interviewer: So, it's not as shocking now?

Charlie: No, now | can accept it.

YVONNE

Yvonne had been living with HIV for nine years, since she was a
teenager. She appeared content with her small circle of friends and
relatives. Yvonne stated that she had never been a drinker, either
before or after diagnosis. She tended to ignore her HIV infection and
she did not believe that it had made much of an impact on her lifestyle.
She had not disclosed to anyone. She was single, had one child and
enjoyed being a mo