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-XECUTVE SUMMARY

DEMOGRAPHICS

The HIV Futures 6 survey was completed by 1106 HIV positive Australians from all states and territories. This
represents approximately 6.6% of the estimated HIV positive population.

92.4% were male (1018), 7.4% were female (81) and 0.3% were transgender (3).

78.5% were gay men, 7.5% heterosexual women, 7.0% heterosexual men, 4.5% bisexual men, 0.5% lesbian
women and 0.7% bisexual women. The remaining 1.3% fell into other categories.

The respondents’ ages ranged from 18 to 80 years with a mean of 48.0 years and a median of 47.0 years. The
majority of participants were Australian born (75.0%).

Twenty five respondents (2.3%) were of Aboriginal/Torres Strait Island origin.

HEALTH

HIV Antibody Testing

* 25.1% tested for HIV because they became ill

* 16.9% tested as part of routine health screening

* 10.4% tested because they were a member of a risk group
e 12.3% tested because of a particular risk episode

*  2.9% were tested without their knowledge

When asked about pre- and post-test counselling/discussion

*  22.9% had received pre-test counselling/ engaged in pre-test discussion

*  26.2% of those testing positive in the last two years received pre-test counselling/ engaged in pre-test
discussion

* 55.8% received post-test counselling
* 74.8% of those testing positive in the last two years received post-test counselling
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Current Health Status
72.6% rated their health as good or excellent and 66.2% rated their general well being as good or excellent.
Almost all PLWHA had taken a CD4/T-cell test and a viral load test.

HIV-Related and Other Health Conditions
21.1% of respondents had been diagnosed with an AIDS defining illness, 9.6% in the last two years.
24.7% of respondents indicated that they had experienced HIV-related illnesses.

46.1% indicated that they had a major heath condition other than HIV/AIDS. The most common conditions
reported were hepatitis C (5.0% of the total sample), cardiovascular disease (9.9%), asthma (3.9%), and type I
diabetes (3.7%).

When asked if they had experienced any of the following conditions in the previous
12 months:

e 77.6% reported low energy or fatigue

* 60.7% experienced a sleep disorder

* 40.1% experienced confusion or memory loss

*  31.9 % experienced weight loss

* 29.0% reported experiencing Lipodystrophy

72.6% of respondents reported that they had undergone sexual health screening in the 12 months prior to survey.

14.6% said they had been diagnosed with an STl in the previous 12 months.

Mental Health

In the last six months, 27.0% of respondents had taken prescribed medication for depression and
28.6% for anxiety.

44.6% had ever had a diagnosis of a mental health condition.

40.5% of all respondents had ever been diagnosed with depression, 8.8% in the last two years.

Viral Hepatitis
* 23.6% had at some point had hepatitis A
* 61.6% had been vaccinated against hepatitis A
e 23.4% had at some point been diagnosed with hepatitis B, of whom:
- 77.5% had cleared the infection
- 16.0% had ongoing infection and
- 2.9% had a chronic infection
* 69.9% had been vaccinated against hepatitis B
* 12.7% of respondents said they had tested positive for hepatitis C
* 28.3% of those with hepatitis C had ever had medical treatment for this
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TREATMENTS

Antiretroviral Therapy
Antiretroviral use:

e 79.6% were currently using ARV
e 85.0% had used ARV at some time
* 32.7% of respondents were using a combination of three drugs

Difficulties of Taking ARV
* 39.1% of those participants currently taking ARV reported that they experienced difficulties taking
them of which the major problems were:
- 19.2% side effects
- 20.2% remembering to take the drugs on time
- 15.0% transporting medication
- 13.1% taking medication in public
- 11.5% organising meals around the drugs
- 8.2% taking large numbers of tablets

Attitudes to Antiretroviral Therapy
Does ARV mean better prospects for PLWHA?

* 83.5% of respondents believed that combination antiretroviral drugs mean better prospects for PLWHA
*  7.3% believed that it is still too soon to tell

* 30.0% believed that combination antiretroviral drugs are harmful

* 23.3% believed that the side effects outweigh the benefits of antiretroviral drugs

Treatment Breaks

* 38.1% of those currently on ARV had taken a break from ARV

* The median length of break was four months

* Doctors were less likely to be consulted before a break and during than afterward
* 30.6% saw their doctor before, during and after the treatment break

Antiretroviral Resistance

e 42.1% of those that had ever used ARV had taken a resistance test
* 44.3% of those tested found resistance to one or more drugs
* 81.6% of those with resistance changed treatments

Dosing and Adherence

* 451% were taking ARV once a day

* 46.4% of the sample were taking ARV twice daily

e 2.1% were taking ARV three times a day

e 98.3% had not missed a dose of ARV in the two days prior to completing the survey

Complementary Therapies

* 56.6% used vitamin and mineral supplements

e 16.0% used herbal therapies

* 18.0% used marijuana for medicinal purposes

* Complementary therapies tended to be used in conjunction with allopathic treatment
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SERVICES

Health Services

e For HIV specific treatment, 46.5% saw an HIV GP/S100 prescriber and 32.3% saw an HIV specialist/physician
* For general health care treatment, 42.0% of PLWHA saw an HIV GP/S100 prescriber and 27.4% saw a

non-HIV GP
* For 36.5% of respondents, these were different doctors

* Most respondents had visited either a GP who specialises in HIV or an HIV specialist in the last six months

Other Services
Services used at AIDS organisations:

* 35.3% treatment advice

e 29.5% social contact

* 22.4% counselling

e 22.5% peer support

* 14.2% complementary therapies
* 10.6% advice on legal matters

Information
Important sources of information on treatments/HIV management:

e 51.3% HIV GPs/S100 prescribers

* 56.4% HIV specialists

e 43.0% HIV magazines and newspapers

* 37.5% HIV/AIDS organisation publications
e 32.3% HIV positive friends

e 27.7% articles in the gay press

Important sources of information on living with HIV:

* 45.4% HIV magazine/ newspaper

e 41.4% HIV positive friends

e 42.8% publications from HIV/AIDS groups
e 27.8% HIVGP

e 31.4% HIV specialist

Publications

Gay and HIV press were accessed by large proportions of the sample, as were HIV community publications

(particularly within their constituency area).

Involvement with AIDS Organisations

* 63.2% had some contact with HIV/AIDS organisations, mostly receiving newsletters or being clients of these

organisations.
e 7.3% were employees of HIV/AIDS organisations
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THE SOCIAL WORLD OF PLWHA

Contact with Other PLWHA

* 90.8% knew other PLWHA

* 15.0% had a spouse/partner with HIV

* 53.1% had acquaintances with HIV

* 67.5% spent at least some time with other PLWHA

* 11.9% spent a lot of time with other PLWHA

e 32.5% spent no time with other PLWHA

* 15.2% had been involved with the care of someone with HIV/AIDS in the last two years
* 68.7% said someone close had died of AIDS related causes

For 47.2% of respondents, HIV was an important part of their identity, while for 18.6% it was an essential part. HIV
status tended to be less important than identities based on sexuality, gender or family.

Disclosure

Almost all respondents had disclosed their HIV status to at least one person, generally partners, close friends and
family.

51.4% of respondents said their HIV status had been disclosed to another person when they did not want it to be
(22.0% in the last two years).

Social Support

Sources of ‘a lot’ of social support:
* 78.6% partners/spouse

* 65.8% pets

* 44.8% doctors

* 41.7% close friends

Planning for the Future

20.6% planned only one day at a time, while 53.6% planned at least one year ahead.

Relationships and Sex

Almost one third (30.7%) of PLWHA were not having sex at present. 43.2 % of PLWHA were in a regular relationship,
and a slightly smaller number had sex within the relationship (38.4%). Just under half of this group also had sex with
casual partners (14.6%). 30.9% of respondents had causal partners only.

Of those in a regular relationship, 37.7% had a partner who is also HIV positive, 59.2% had an HIV negative regular partner
and 3.1% a partner of unknown status. Nearly all (96.3%) PLWHA had disclosed their status to their regular partner.

34.0% of the respondents had anal or vaginal intercourse with a regular partner in the past six months. Condom
use with regular partners was strongly related to the HIV-status of the partner.

55.3% of the sample had sex with casual partners in the past six months. 29.5% of male respondents reported
always using condoms with casual male partners.

Information about the most recent episode of sex with a casual partner in the previous six months was provided by
around half the sample. Vaginal or anal intercourse took place in 79.7% of these instances.

Condom use with the most recent casual partner:

* 16.1% of those who had sex with an HIV positive partner
* 64.2% of those who did not know their partner’s HIV status
e 77.6% of those who had sex with an HIV negative partner

There were only nine instances reported of insertive anal or vaginal intercourse with ejaculation with the most recent
casual partner where that partner was of unknown HIV status and only one instance with an HIV negative casual
partner.
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There were only 25 instances reported of receptive anal or vaginal intercourse with ejaculation with the most recent
casual partner where that partner was of unknown HIV status and only six instances with an HIV negative casual
partner.

51.2% of PLWHA would prefer to be in a relationship with someone who is also HIV positive. 57.1% of PLWHA
expressed some fear of rejection from potential partners if they tell of their HIV status. The majority of PLWHA
(62.3%) felt HIV had a negative effect on their sexual pleasure.

Only 18.3% of PLWHA agreed with the statement, / feel more confident about unprotected sex because of the new
treatments. Those who agreed were no more likely than others to be on antiretroviral treatment or to be confident
about treatments, but they were more likely to have unprotected sex.

Very few PLWHA agreed that undetectable viral load means HIV is unlikely to be transmitted (18.8%). However,
29.0% of PLWHA agreed with the statement, If there was a vaccine which prevents HIV | would not practice safe
Sex.

Legal Issues around Disclosure
e 42.4% agreed with the statement, | am worried about disclosing my HIV status to sexual partners because of
the current legal situation.

e 28.4% expressed some concern about the legal implications of disclosure of sexual practices to service
providers.

Recreational Drug Use

Alcohol was the drug most commonly used by PLWHA (75.7%) and 42.3% had used tobacco in the previous 12
months.

Over one quarter of respondents reported having missed a dose of ARV at some point as a result of using illegal
drugs and 6.7% reported having had a bad experience as a result of using both illegal drugs and ARV.

HOME, WORK & MONEY

Accommodation

* 36.2% were in private rental accommodation

e 38.1% owned or were purchasing house or flat

* 13.4% were in public rental accommodation (government owned)
e 3.3% were in community housing/housing co-operative

* 40.1% of PLWHA lived by themselves

e 52.2% of PLWHA lived with pets

* 75.3% of respondents had access to a car

* 23.0% had ever changed their accommodation as a result of having HIV/AIDS and 5.5% had in the
last two years.

Employment

Just over half of respondents were currently in paid employment (54.7%), the majority of these being in full-time
work (37.4% of total sample). The majority of the remainder described themselves as either not working or retired.

Most respondents said they had either left their career or in some way reduced their career goals as a result of
their HIV diagnosis.

Around half of respondents who were working said that HIV has had an impact on their capacity to perform their
work duties. Most commonly respondents reported that they tired more quickly, that they had difficulty concentrating
and that they have had to reduce their work hours.

52.0% of PLWHA currently in work had not disclosed their HIV status to anyone at their workplace, while 16.5%
did not try to keep their HIV status confidential. The most common difficulties for those who do want to maintain
confidentiality at work were gossip and explaining absences from work.
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Finances

42% of respondents identified their main source of income as a government benefit or pension. More than one half
of PLWHA reported experiencing at least some difficulty with meeting the cost of daily living.

Difficulty with meeting the cost of daily living:

* 63.4% difficulty paying for clothing
*  62.1% difficulty paying for utilities

* 60.4% difficulty paying for housing
* 52.7% difficulty paying for transport
* 54.3% difficulty paying for food

34.2% of those on a government benefit had been assessed by a Commonwealth Medical Officer in the past two
years. While this resulted in termination of benefits or change in conditions for few respondents, it caused distress
for 39.3% of those assessed.

Poverty

31.0% of PLWHA are living below the poverty line. Just under one quarter of respondents have a partner with whom
they share financial resources and this protects some from extreme economic hardship. Very few respondents who
are earning an income from paid employment reported incomes below the poverty line whereas around half of
those on government benefits are living in poverty.

Discrimination

*  7.9% experienced less favourable treatment in relation to accommodation, 2.6% in the last two years

*  26.4% experienced less favourable treatment because of HIV in relation to health services, 9.9% in the last two
years

* 17.3 % experienced less favourable treatment in relation to insurance.
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INTRODUCTION

It's now twelve years since the first HIV Futures survey. In that time, almost 6,000 surveys have been completed
by Australian people living with HIV. That means that people have collectively answered around 70,000 questions
giving us over 450,000 pieces of information about their lives. That’s equivalent to getting 100 pieces of information
about living with HIV every day for twelve years. In this report alone, you will find over 2,000 results summarising
those pieces of information (not to mention the 30,000 words that go with them).

So what’s with all this counting? What's with all these numbers? Why do we collect this massive amount of
information? And, why do people continue to spend their precious time providing it? This enterprise that we - the
researchers, the positive community and the HIV sector - have been involved in for the past twelve years has been
about using the power of information to enhance the lives of positive people and to improve the way in which the
rest of society deal with people with HIV.

Central to this enterprise has been a recognition that there is no such thing as a ‘typical’ person with HIV. There are
some characteristics and some experiences that many people with HIV share, but there is also great diversity. In
harnessing the power of information contained in studies like this we have to respect both the similarities and the
uniqueness of people’s experience. The depth of this study helps us to achieve this. It provides us with the tools
to examine the patterns of experience, the inter-relationships between different aspects of people’s lives and the
variability in all of these things.

So, far from reducing people to numbers, we use the power of the numbers in these studies to make each positive
life count for all positive people. And, maybe that’s why we all continue to contribute to this project, why we continue
to collect these experiences, and why people continue to share them so generously.
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DEMOGRAPHICS

This section provides an overview of the sample characteristics. The data in this section are not weighted. For a full
description of the project methodology and data weighting algorithms please refer to the Appendix.

Sample Demographics

The HIV Futures 6 survey was completed by 1106 HIV positive people. Given current estimates of HIV infection in
Australia (National Centre in HIV Epidemiology and Clinical Research, 2008) this represents approximately 6.6% of
the HIV positive population. Of the total respondents, 69.3% completed a paper copy of the survey, while 30.7%
completed the survey on-line.

Of the survey respondents, 92.4% were male (1018), 7.4% were female (81) and 0.3% were transgender (3). This
sample consisted of 78.5% gay men, 7.5% heterosexual women, 7.0% heterosexual men, 4.5% bisexual men, 0.5%
lesbian women and 0.7% bisexual women. The remaining 1.3% fell into other categories.

Respondents ranged in age from 18 to 80 years with a mean of 48.0 years and a median of 47.0 years.

The majority of participants were Australian born (75.0%) and 97.7% of the participants spoke English at home, with
Asian and European languages accounting for most of the remainder. Twenty five respondents (2.3%) indicated
they were of Aboriginal/Torres Strait Island origin. This compares to the Australian census estimate for 2008 of 2.5%
ATSI in the Australian population (Australian Bureau of Statistics, 2008). Almost all respondents (98.4%) indicated
that Australia was their official country of residence.

The four most common ancestries that respondents identified with were English (21.5%), Australian (19.2%), British
(12.1%) and Irish (6.0%). This compares with the self-reported ancestry data from the 2006 census in which 37.1%
of the population identified their ancestry as Australian, 31.6% as English, and 9.1% as Irish (Australian Bureau of
Statistics, 2008).

A total of 1.0% of respondents stated South-East Asian ancestry, specifically Thai, Indonesian, Filipino or
Vietnamese. Respondents came from all Australian states and territories, with the majority coming from NSW,
Victoria and Queensland (see Table 1).

TABLE 1 State or Territory of respondents’ residence

State/territory Frequency Percent of Sample
NSW 494 45.4
VIC 248 22.8
QLD 193 17.7
WA 56 5.1
SA 44 4.0
ACT 25 2.3
TAS 17 1.6
NT 12 1.1

The majority (61.0%) of respondents were from urban areas of capital cities, while 13.3% lived in outer suburban
areas, 17.6% lived in larger regional centres and 8.1% lived in rural areas.

76.4% of participants were living in the same state or territory in which they were infected with HIV, while 21.1%
reported living in a different state or territory.
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Table 2 below shows the years in which respondents tested HIV positive and in which they believe they were
infected with HIV. Overall these patterns match those of the Australian epidemic. The time difference between year
of presumed infection and year of diagnosis ranged from 0 to 18 years with a mean of 1.5 years and a median
of a year. 48.0% of the sample tested positive in the same year they believe they were infected. There are 61
respondents in the sample who had tested positive in the last two years and 38 respondents who believe they were
infected in the past year.

TABLE 2 Years of respondent’s testing positive and presumed infection

Year Tested HIV Positive Presumed Infected
Pre 1985 6.8 15.5
1985-1989 21.3 19.8
1990-1994 17.6 16.5
1995-1999 16.2 15.4
2000-2004 20.4 18.3
2005+ 17.7 14.5

476 respondents (48.8%) indicated that they were atheist/agnostic, 37.4% indicated mainstream religious
identification and the remainder indicated that they either had ‘other’ (7.2%) or New Age spiritual beliefs (6.5%). Of
those with religious beliefs, 15.9% indicated that religious beliefs were not important to them, while 35.2% indicated
that these were of little importance, 34.8% that they were very important and 14.0% that they were extremely
important.

The educational level of respondents to the survey was somewhat higher than the general population, as is usual in
research requiring a moderate level of literacy and engagement with the research process. The educational levels
are shown in Table 3 below.

TABLE 3 Educational level of respondents

Level Frequency Percent of sample
University degree 367 34.0
Tertiary diploma/ Trade Certificate/TAFE 291 27.0
Leaving certificate/HSC/Year 12 178 16.5
4th form/year 10 144 13.4
Up to 3 years high school 79 7.3
Primary school only 19 1.8
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This section of the report deals primarily with the physical health and experience of health of Australian
PLWHA. The chapter includes a discussion of the experiences of testing positive for HIV, the current health
status of participants measured both by clinical markers and self-reported health and well being, the health
burden in terms of concomitant health conditions and health maintenance strategies.

HIV ANTIBODY TESTING

The experience and meanings of testing positive for HIV have changed over the twenty years of the HIV/AIDS
epidemic. In the early years of HIV in Australia, testing did not offer any particularly great advantage in treatment
options and often led to increased anxiety, stigma and discrimination. With the advent of more effective treatments,
the advantages of early testing have become clearer, not only in terms of medication, but also in health monitoring
and social support. Testing rates remain high among community attached gay and homosexually active men in
Australia (over 80%), although testing is down in Perth and Canberra (NCHSR, 2008).

Since November 2005, HIV antibody testing has been available on the Medicare Benefits Schedule and is available
free of charge and pre- and post-test discussion are integral to the testing procedure (Department of Health and
Ageing, 2006).

We asked respondents about a number of circumstances surrounding the time that they tested positive for HIV
antibodies.

As can be seen from Table 4, 25.1% of the respondents had taken the test as a result of illness, 12.3% as a result
of a particular risk episode and 10.4% because they were a member of a risk group. It is interesting to note that
16.9% gave the reason for testing as routine health screening.

Gay or bisexual men were somewhat more likely to give this reason (routine health screening) than others (17.7%
of these participants versus 12.5% for heterosexual men and 12.7% for women) which may suggest that ‘routine
testing’ may imply testing on the basis of group membership or risk activity. The reason, ‘My partner tested positive’
was more likely to be given by women (18.2%) than by gay or bisexual men (7.3%) or heterosexual men (5.4%).

Of those who had tested positive in the last two years (2006 or later), 35.1% had taken a test due to illness,
while 15.2% as a result of a particular risk episode, 11.1% as a part of a routine health screening and 9.4% at the
suggestion of a doctor.

TABLE 4 Reasons for testing

Reason Frequency Percent
Became ill/longoing illness 264 251
Routine health screening 178 16.9
Particular risk episode 129 12.3
Doctor’s suggestion 116 11.0
Member of risk group 110 10.4
Partner tested positive 80 7.6
Other 64 6.1
Starting new relationship 33 3.1
Tested without knowledge 31 2.9
Required to (e.g. for migration) 7 0.7
As part of other test/research 7 0.7
Contact tracer/other health worker’s suggestion 7 0.7
Antenatal 7 0.7
Insurance 6 0.6
Availability of new treatments 2 0.2
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Pre- and Post-Test Counselling/Discussion

Participants were asked if they had received counselling or had had a detailed discussion with their practitioner prior
to being tested for HIV. Australia’s current HIV testing policy (Department of Health and Ageing, 2006) recommends
that health care providers engage the patient in a discussion that, apart from obtaining the individual's informed
consent, also assures them of the confidentiality of the test, provides accurate information in a culturally and gender
appropriate way, and assesses the patient’s readiness for an HIV test.

22.9% of respondents indicated that they had received pre-test counselling or engaged in an HIV test discussion.
Of those who had tested positive in the last two years, 26.2% had received pre-test counselling.

The national HIV testing policy guidelines (Department of Health and Ageing, 2006) recommends that a post-test
discussion be provided for all individuals who have had an HIV antibody test, even if the result is negative. The
guidelines recommend that a post-test discussion following a negative result reinforce HIV education messages
about safe behaviours. Positive test results must be given face-to-face and the discussion which is aimed at
managing the impact of a positive diagnosis on the individual, should help to identify the patient’s options for
support and to provide them with a referral to a suitable support agency.

55.8% of respondents indicated that they had received post-test counselling. Of those who tested positive in the
last two years, 74.8% had received post-test counselling. This a significantly greater proportion than for those who
were diagnosed earlier than this.

CURRENT HEALTH STATUS

Experience of Health and General Well Being

We asked respondents how they would best describe their current state of physical health and overall sense of
well being on a four point scale. The results are shown in Table 5 and Table 6 below. Close to half of the sample
(47.4%) rated their physical health as good and 25.2% as excellent. This is less than the Australian population norm
reported in the 2007-08 National Health Survey (Australian Bureau of Statistics, 2009) where 84.9% of the population
rated their health as good, very good or excellent.! Aimost one-third of respondents to HIV Futures 6 rated their
health as fair or poor (27.4%).

TABLE 5 Respondents’ self ratings of general health status

Frequency Percent
Poor 56 5.1
Fair 244 22.3
Good 520 47 .4
Excellent 276 25.2

The ratings for well being were of a similar pattern to those for health. Two thirds (66.2%) rated their well being as
either good or excellent, while 25.6% rated this as fair and 8.2% as poor.

TABLE 6 Respondents’ self ratings of general well being

Frequency Percent
Poor 90 8.2
Fair 281 25.6
Good 496 45.2
Excellent 230 21.0

1 It should be noted that the National Health Survey uses a five point scale: poor, fair, good, very good, excellent. The figure quoted above is
for Australians aged 18-64, whereas the HIV Futures 6 sample was aged 18-80.
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When we look at the relationship between these two measures, we can see overall that better health was related to
greater well being (see Table 7). This is, however, not a clear and direct relationship. The correlation between the
two measures is r=0.69 (p<0.001). AlImost one in four participants (22.7%) rated their well being as worse than their
health and 11.4% rated their health as worse than their well being. Self-rated health and well being were also related
to CD4 count. Having a higher CD4 count at most recent test was associated with having better health (r=0.17,
p<0.001) and better overall well being (r=0.08, p<0.05). However, there was no significant correlation between
health and most recent viral load result or between well being and most recent viral load.

TABLE 7 Relationship between ratings of overall health and well being (percentage of total sample-
unweighted)

Health
Well being Poor Fair Good Excellent
Poor 3.6 1.5 0.1 0.0
Fair 2.9 13.7 5.1 0.5
Good 1.3 9.3 32.5 4.2
Excellent 0.5 1.1 7.6 16.0

CD4 and Viral Load

As with the previous three surveys, almost all PLWHA had taken a CD4 T-cell test (98.8%) and a viral load test
(98.1%). Most respondents had their most recent CD4 test in the six months prior to survey (89.8%) (42.4% in the
last three months) and their most recent viral load test in the six months prior to survey (89.2%) (41.4% in the last
three months). On average participants had taken four viral load tests in the preceding 12 months.

Results for PLWHA’s most recent CD4/T-cell test ranged from 1.5 to 2740 cells/ul with a mean of 559.12 cells/ul
and a median of 505.48 cells/ul.

Results for PLWHA’s most recent viral load test ranged from below detectable levels to 1,000,000 copies/ml with
a mean of 9,135 copies/ml and a median of below detectable level. Table 8 shows the combined CD4 and viral
load results of the sample. The results are grouped by three levels of CD4 count: little damage, moderate damage
and severe damage and four levels of viral load: below detectable levels, low, moderate and high. As different
assays would have been used to assess the respondents’ viral loads we have defined below detectable levels as
being those responses that were less than 500 copies/ml and those where the respondent wrote in zero or below
detectable level.

TABLE 8 Results of most recent serological tests (percentage of total sample)

HIV Viral load
<500 500-9999 10000-49999 50000+ Total
CD4/T-cell 500+ 44.9 4.5 2.9 1.2 53.5
250-499 27.4 3.3 3.6 1.9 36.2
0-249 7.4 1.2 0.7 1.0 10.3
Total 79.7 9.0 7.2 41 100.0
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HEALTH CONDITIONS IN ADDITION TO HIV

AIDS Defining llinesses

The Australasian Society for HIV Medicine (Australasian Society for HIV Medicine, 2004) lists 26 AlIDS-defining
conditions in their HIV management manual. These include opportunistic infections, as well as neurological and
malignancy disorders. AIDS-defining illnesses are notifiable conditions in all states and territories in Australia, and
a confirmation of a case requires both laboratory and clinical evidence (Department of Health and Ageing, 2004).

The category system for defining the stages of HIV disease progression was, in large part, based on an understanding
of the progress of the disease as degenerative with little backwards movement through the categories. There are
now numerous HIV positive people who have at some time experienced an AIDS defining illness but would now be
classed at a less severe stage of disease progression. We asked respondents if they have ever experienced an
AIDS defining illness for three reasons: to match and weight the data according to surveillance data; to examine
issues around the burden of illness; and to understand the current health status of participants.

Around one in five respondents (21.1%) said they had been diagnosed with an AIDS defining illness at some point
with 9.6% having been diagnosed with one in the last two years. Respondents had been diagnosed with an AIDS
defining illness on average 9.8 years ago (median 10 years). The most common illnesses listed by respondents
in this category were Pneumocystis Pneumonia (40.7%), Kaposi’'s Sarcoma (18.2%), Cytomegalovirus (8.7%),
Microbacterium Avium Complex (MAC) (6.3%) and Oesophageal Candidiasis (6.2%).

HIV/AIDS Related Conditions

Almost thirty percent of respondents (24.7%) indicated that they had experienced an HIV-related iliness at some
point. Within this group the most common conditions mentioned were shingles (17.7%), skin problems (such as
rashes) (14.6%), peripheral neuropathy (9.9%) and candida/thrush (8.1%).

In a separate question, participants were asked to select from a list of 10 conditions commonly associated with HIV
infection those that they had experienced in the 12 months prior to survey.

TABLE 9 Health conditions experienced in the past 12 months

Condition Percent
Low energy/fatigue 77.6
Diarrhoea 59.1
Sleep disorder 60.7
Nausea or vomiting 37.5
Confusion/memory loss 40.1
Weight loss/underweight 31.9
Raised cholesterol/triglycerides 42.3
Lipodystrophy/lipoatrophy 29.0
Peripheral neuropathy 229
Insulin resistance 3.6

Those reporting weight loss were significantly more likely to have a body mass index (BMI) of less than 20 (21.9%
versus 4.6%, X2(3, N=862) = 99.0, p<0.001).

Attitudes towards Body Image

Lipodystrophy, a side effect of treatment, is a significant quality of life issue for people on treatment. Persson (2004)
has pointed out that the paradox of ART treatments is that while it removes HIV from the inside, for some, it makes
it more visible on the outside, making the treatment a marker of disease.

Positive people who experience lipoatrophy have been found to score significantly lower than HIV positive people
without lipoatrophy on a quality of life measure (Rajagopalan et al., 2008). These quality of life issues can be
significant and Lenert et. al., (2002) have found in a study of HIV positive people that most would trade years of life
to avoid lipodystrophy.

While there is still some debate over the most appropriate clinical case definition for these conditions, self reported
body changes remain an important component of diagnosis (Carr et al., 1999, Behrens et al., 2000). To assess
the impact of these we asked participants to respond to a series of statements about their body image. These are
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presented in Table 10 for both the total sample, and for those who indicated that they had experienced lipodystrophy
or lipoatrophy in the past 12 months. As can be seen, approximately equal numbers of the total sample of people
agreed and disagreed with the other two items, while the responses of those with lipodystrophy/lipoatrophy were
more likely to be suggestive of a poorer body image.

TABLE 10 Attitudes around body image
(percentages of total sample, those with and without lipodystrophy)

% of total sample | % of those with | % of those without
lipodystrophy lipodystrophy

Changes in my body strongly agree 22.2 415 15.2
due to HIV/AIDS have agree 335 44.3 29.6
made me feel sexually disagree 33.5 11.4 41.5
unattractive. strongly disagree 10.8 2.7 13.7
| am happy with the strongly agree 9.8 47 11.6
way my body looks. agree 37.4 17.5 44.4

disagree 39.0 50.1 35.1

strongly disagree 13.8 27.7 8.9
Body changes due to strongly disagree 17.6 299 12.9
lipodystrophy make it agree 327 45.0 28.1
obvious to others that disagree 33.9 23.1 38.1
people have HIV strongly disagree 15.7 2.0 21.0

Other Sexually Transmitted Infections

There has been an increase in the diagnoses of sexually transmitted infections (STIs) other than HIV in Australia, and
particularly syphilis among homosexually active men (NCHECR, 2008). Amongst gay men in Sydney, research has
found a higher prevalence of some STls — namely syphilis and anal gonorrhoea among HIV positive men compared
to HIV negative men in Sydney (Jin et al., 2007). A similar discrepancy was observed in rates of syphilis amongst
Melbourne men where the authors estimate that HIV positive men were 4.7 times more likely to be diagnosed with
syphilis than negative men (Allen et al., 2008).

We asked about sexual health screening and 72.6% of respondents reported that they had undergone such a
screening in the 12 months prior to survey.

We included a question in the HIV Futures 6 survey about sexually transmitted infections, 14.6% said they had been
diagnosed with an STl in the previous 12 months.

TABLE 11 Participants diagnosed with a sexually transmitted infection in past 12 months

Frequency Percentage
Gonorrhoea 40 3.7
Chlamydia 54 5.4
Genital Herpes 37 3.9
Syphilis 66 6.6
Other 16 1.6

The co-infection of HIV and other STls is a concern in several ways. While it has been long know that being
infected with other sexually transmitted infections is known to increase both HIV infectiousness and susceptibility
to HIV infection (Fleming and Wasserheit, 1999), recent research has shown that coinfection with other STls has
implications for the health and well being of positive people. Syphilis, for example, has been shown to increase
viral load and decrease CD4 counts in HIV positive people (Palacios et al., 2007). Furthermore, HIV positive people
co-infected with syphilis have been shown to remain asymptomatic for a longer time but progress more rapidly, with
the result that HIV positive people presented with more advanced syphilis infection (Karp et al., 2009).
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Current guidelines set out by the Australasian Chapter of Sexual Health Medicine (AChSHM) recommend yearly
STl testing for men who have sex with men, and half yearly to quarterly testing for men with multiple partners, drug
use, unprotected sex (AChSHM, 2008). The guidelines note that HIV positive gay men are at particularly high risk
of anal STls, but do not specifically make recommendations for testing HIV positive men.

Other Health Conditions

46.1% of respondents indicated that they had a major health condition other than HIV/AIDS. The most common
conditions listed under this heading were hepatitis C (5.0% of the total sample), cardiovascular disease (e.g. high
blood pressure) (9.9%), asthma (3.9%), type Il diabetes (3.7%) and hepatitis B (1.6%).

Viral Hepatitis

Hepatitis is a term that refers to inflammation of the liver. Six different types of viral hepatitis have been identified so
far. Hepatitis A, B and C are more commonly known in Australia but hepatitis D, E and G have also been identified.
For HIV positive people, co-infection with hepatitis may affect both people’s health and/or their decisions in relation
to antiretroviral treatments. We asked about diagnosis of, and vaccination against, hepatitis A and B, and some
more detailed questions about diagnosis and experience of hepatitis C.

Hepatitis A

Around one quarter of the participants (23.6%) had at some point had hepatitis A and 61.6% had been vaccinated
against this virus. This means that 14.8% of the respondents may currently be at risk of hepatitis A infection.

Hepatitis B

A total of 23.4% of respondents had at some time been diagnosed with hepatitis B. Of these, 77.5% had cleared
the infection, 16.0% had an ongoing infection and 2.9% had a chronic infection. In addition to those who had
experienced hepatitis B infection, 69.9% had been vaccinated against this virus. This means that 6.7% may currently
be at risk of being infected with hepatitis B.

Hepatitis C

Around one fifth (23.5%) of respondents had not been tested for hepatitis C. This is lower than in the previous HIV
Futures survey, where 27.1% of respondents had not been tested. 73.0% of the most recent hepatitis C antibody
tests were taken in the last two years and 16.4% of participants’ first hepatitis C antibody tests were taken in this
period.

We asked respondents if they had ever had hepatitis C, and 12.7% (N=120) said that they had. Of these, 33 people
(27.2%) said they had since received a negative PCR test.

The incidence of hepatitis C co-infection amongst HIV positive people in Australia is estimated to be 13.1%
(Australasian Society for HIV Medicine, 2006), while the incidence in the general Australian population is estimated
to be 1.4% (NCHECR, 2008).

Respondents had first been diagnosed with hepatitis C between less than one and 24 years ago? (mean=1996,
median=1998) and believed they had been infected between less than one and 41 years ago (mean=1993,
median=1995). Two thirds of those who have had hepatitis C (66.7%) had taken a genotype test for hepatitis C.
Of these, 39.5% did not know what the result of this test was, while 33.8% said type 1, 5.9% type 2, 15.7% type 3,
and 5.1% type 4, 5 or 6.

When asked how they believe they were infected with the hepatitis C virus, 44.0% said injecting drug use, 23.2%
during sex, 7.9% blood transfusion or the receipt of blood products, 1.5% through tattooing and 3.8% through other
means. 18.9% of respondents did not know how they were infected. Only one respondent selected body piercing
as mode of infection with hepatitis C (See Table 12).

2 This would include those originally diagnosed with non-A, non-B hepatitis which was later revised to hepatitis C
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TABLE 12 Respondents’ reported mode of hepatitis C infection (percentage of those with hepatitis C)

Injection Drug Use (IDV) 44.0
During Sex 23.2
Blood Transfusion/ Blood Products 7.9
Tattooing 1.5
Body Piercing 0.7
Other 3.8
Don’t Know 18.9

34 respondents had ever undertaken medical treatment specifically for hepatitis C. This comprised four who had
undertaken treatment with interferon monotherapy, nine who had undertaken treated with combination therapy of
interferon and ribavirin and 21 who said they had undergone both monotherapy and combination therapy.

Hepatitis C co-infected participants were also asked about health monitoring and management. Around one fifth
(21.1%,) of co-infected PLWHA did not currently see a doctor for hepatitis C treatment or management, while 57.1%
of this group saw their primary HIV doctor and 21.8% saw a separate hepatitis C doctor or specialist.

Multiple Hepatitis experience

Co-infection with a hepatitis virus has important implications for treatment of both HIV and the hepatitis. Co-infection
also results in increased clinical management particularly around treatment decisions for both conditions,
interpretation of clinical markers and the management of adverse consequences of treatment.

Figure 1 below shows the number of respondents who reported having ever had at least one of the viral hepatitides
(41.4% of respondents). This figure includes those with current infection and those having had it in the past, having
reported clearing the hepatitis B virus or testing negative on a PCR test for hepatitis C. Of those for whom data was
available on all three viruses, 27.7% had experienced of one form of hepatitis infection, 11.5% of two forms and
2.3% had experienced all three.

FIGURE 1 Multiple hepatitides (Number of respondents)

Hepatitis A

Hepatitis B Hepatitis C
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Mental Health

Mental health issues continue to figure large in discussions of the needs and status of positive people in many
parts of the world. While a survey like this cannot expect to offer a clinical perspective on mental health status,
we can give an overview of some of the experiences of positive people that fall within the broad area of mental
well being.

In a study of major depressive illnesses among HIV positive and negative gay men in Sydney and Adelaide, Mao
et al (2009) found that gay men generally were at high risk of depression whatever their HIV status. While being HIV
positive was not independently associated with an increased risk of depression, positive men had higher rates of
depression associated with factors such as socio-economic deprivation, isolation and withdrawal.

Psychiatric Medications

In the six months prior to completing the survey, 27.0% of PLWHA said they had taken medicines prescribed for
depression. This is considerably higher than the 5.9% of the Australian population who reported having taken
antidepressants in the previous two weeks in the National Health Survey (Australian Bureau of Statistics, 2009).
Over one quarter of respondents (28.6%) reported having taken medicines prescribed for anxiety in the past six
months. 16.2% of respondents reported taking medications for both depression and anxiety in the past six months.
In addition, 5.6% of the sample indicated that they had taken anti-psychotic medication.

Diagnosis of a Mental Health Condition

We asked respondents if they had been diagnosed with a mental health condition and 44.6% reported that they
had had such a diagnosis. Of those reporting a diagnosis, the vast majority had been diagnosed with depression
(88.3%, 40.5% of the total sample). 21.6% of people receiving a diagnosis of depression reported having received
this diagnosis in the past two years. The next most common condition was anxiety, reported by 54.1% of those
with a mental health condition (24.6% of the total sample). 26.6% of those reported having received this diagnosis
in the past two years.

HEALTH MAINTENANCE

We asked participants about a range of activities that they may engage in to improve their health. The results are
shown in Table 13. The most common health enhancement activity was eating healthily, followed by exercise, and
social activity. Over one quarter reported smoking reduction or cessation.

TABLE 13 Health improvement strategies (percentage of total sample)

Healthy eating 79.9
Exercise 71.8
Spending time with friends 60.3
Relaxation 52.4
Spending time with partner 45.6
Spending time with pets 36.3
Spending time with family 36.2
Reduce or stop smoking 28.0

(Multiple responses possible)

Attitudes to Health Management

Participants responded to a number of statements about health management in relation to health improvement
strategies, antiretroviral therapies and complementary therapies. The items on antiretroviral and complementary
therapies are presented in the relevant sections of the report. When asked about health management strategies,
almost all participants agreed that exercise, healthy eating and an optimistic outlook were important or very
important strategies (see Table 14). Those who indicated that they exercised and ate well were more likely to agree
with the respective statements.
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TABLE 14 Attitudes to health management (percentage of total sample)

Looking after my physical fitness is an | strongly agree 499
important part of managing my HIV agree 46.0
infection disagree 3.6
strongly disagree 0.5
Healthy eating is an important part of | strongly agree 44.3
managing my HIV infection agree 47.9
disagree 6.3
strongly disagree 1.5
Keeping an optimistic frame of mind strongly agree 61.7
is an important part of managing HIV | agree 36.1
infection disagree 1.8
strongly disagree 0.4
As long as | am well | prefer not to strongly agree 21.0
disagree 32.7
strongly disagree 59
Life has become more meaningful strongly agree 14.9
since | became HIV positive agree 341
disagree 32.7
strongly disagree 18.3

Other Health Monitoring

We asked a series of questions about other health monitoring activities. 16.7% had had a bone density test in the
last two years and 12.1% had had a test more than two years ago. 67.8% had had a fasting cholesterol test in
the last two years and 8.0% had had one more than two years ago. The long term effects of living with HIV and
medication have made health concerns such as high cholesterol, cardiovascular difficulties and osteoporosis
increasingly important for positive people.

81.8% of female respondents had ever undergone a cervical smear (Pap) test and 75.2% said they had one in the
last 12 months. Of those who had a test in the 12 months prior to survey, most (72.5%) reported that the result was
‘normal’.

Other Medication

Participants used a range of prescribed medications. In all 51.4% of respondents were using prescribed medication
other than antiretroviral therapies or antidepressants and other medicines for mental health conditions (refer to

page 9).
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COMPLEMENTARY THERAPIES

We asked participants if they had used any complementary therapies in the previous six months, including
therapeutic use of marijuana, and to indicate the types of therapies used and where these products or services
were obtained. In order to gain an overall picture of the use of these modalities, the question asked participants to
indicate all complementary therapies they had used, not only those used for HIV/AIDS. Over half the respondents
(56.8%) indicated that they had used some kind of complementary medicine or therapy in the previous six months.
Over half of the sample (56.6 %) had taken vitamin or mineral supplements. Over one third (33.7%) of respondents
had used massage, while 19.6% had used meditation. Around one fifth (18.0%) of respondents indicated that they
had used marijuana for therapeutic purposes.

TABLE 15 Use of complementary therapies in the past six months (percentage of total sample)

Vitamin/mineral supplements 56.6
Massage 33.7
Meditation/visualisation 19.6
Marijuana for therapeutic purposes 18.0
Herbal therapies/supplements 16.0
Other complementary therapy 8.2
Acupuncture 7.8
Traditional Chinese Medicine 5.9

(Multiple responses possible)

More than three-quarters of PLWHA (77.6%) agreed that complementary therapies can improve well being,
while 60.6% agreed that complementary therapies can boost the immune system and around half (54.6%) that
complementary therapies can reduce side effects and delay the onset of iliness due to HIV (48.4%) (see Table 16).
However, up to one third of respondents were unsure about these statements and these people were significantly
more likely not to have used complementary therapies. Roughly equal proportions of respondents agreed and
disagreed with the statements on whether there is sufficient evidence about the benefits of complementary therapies,
whether medicine’s focus on anti-HIV drugs was limited and whether complementary therapies constituted a central
part of their anti-HIV treatments. Again, there was considerable uncertainty about these issues. On average, those
PLWHA who use complementary therapies spent $31.60 per week on them (median = $20 per week), and took
them 1.3 times per day (median 1.0).
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TABLE 16 Attitudes to complementary therapies: percentage of total sample

Complementary therapies can delay Strongly Agree 15.8
the onset of iliness due to HIV Agree 32.6
Disagree 12.4
strongly disagree 4.6
don’t know 34.6
Complementary therapies can improve | Strongly Agree 32.3
We” being Agree 45.3
Disagree 2.5
strongly disagree 1.8
don’t know 18.1
Complementary therapies can reduce | Strongly Agree 171
the side effects of conventional medicall Agree 375
treatments Disagree 6.5
strongly disagree 2.2
don’t know 36.7
There is not enough evidence Strongly Agree 7.5
to be sure about the benefits of Agree 32.4
complementary therapies Disagree 279
strongly disagree 7.6
don’t know 24.5
Medicine’s focus on anti-HIV drugs is | Strongly Agree 7.8
very limited Agree 222
Disagree 32.9
strongly disagree 11.2
don’t know 259
Complementary therapies can boost | Strongly Agree 19.9
the immune system Agree 405
Disagree 5.6
strongly disagree 2.6
don’t know 31.4
Complementary therapies are a central | Strongly Agree 14.4
part of my anti-HIV treatments Agree 238
Disagree 29.5
strongly disagree 13.3
don’t know 18.9

12 HIV futures six



1R

~ATM

-NTS



In this chapter, we report on the treatment experiences of PLWHA. As antiretroviral treatments are the main
way that HIV is managed therapeutically, we focus on participants’ experiences of these, but also include a
description of the medications that participants take for other health conditions.

ANTIRETROVIRAL THERAPY

Highly active antiretroviral therapy remains the single factor that has most altered the clinical outcomes for people
living with HIV. The introduction of ARV has reshaped the HIV epidemic in developed countries and is increasingly
doing so in developing nations and resource poor settings.

In the thirteen years in which these treatments have been available, there have been improvements in the efficacy
and tolerability of treatments, while new combinations of drugs have simplified the drug-taking process for PLWHA.
Nevertheless, being on antiretroviral therapy involves a highly structured protocol that requires medication to be
taken at specific times. Treatment can also result in difficult to manage side effects.

In the following section we examine some of these challenges as well as the psychological and social impacts of
treatment.

Of the full sample, 85.0% had used ARV at some point and 79.6% were currently using these treatments. A summary
diagram of the uptake of antiretrovirals can be found below.

FIGURE 2 Use of Antiretroviral Therapy

Full Sample
N=1008"

Currently using ARV Not using ARV
N=785 79.6% N=201 20.4%

Have used continuously Have stopped at some Have used before, Have never used
point in the past but not currently
61.9% (N=477) 38.1% (N=293) 26.4% (N=53) 73.6% (N=148)
of those currently using of those currently using of those currently not using of those currently not using
(46.2% of total sample) (29.1% of total sample) (5.3% of total sample) (14.7% of total sample)

(Note: Ns and percentages may be reduced due to missing data)

3  Weighted
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Those Currently Using ARV (Monotherapy and Combination Therapy)

The majority of participants (32.7%) were on a combination of 3 antiretroviral drugs, with 19.7% on more than three
antiretroviral drugs, 18.8% on two and 5.8% on monotherapy*.

TABLE 17 Antiretroviral drugs used by respondents (percentage of those currently using ARV)

Nucleoside Reverse Transcriptase Inhibitors (NRTIs)

Lamivudine (3TC 14.7
Abacavir, 1592 (Ziagen) 10.3
Stavudine, d4T (Zerit) 2.8
Zidovudine, AZT (Retrovir) 4.9
Didanosine (ddl, Videx, Videx EC) 3.0
Emtriva (emtricitabine) 1.9
Zalcitabine, ddC (HIVid) 0.8
Non-Nucleoside Reverse Transcriptase Inhibitors (NNRTIs)
Nevirapine (Viramune) 29.6
Efavirenz (Sustiva, Stocrin) 19.6
Etravirine (Intelence) 2.5
Delavirdine (Rescriptor) 0.4
Nucleotide Analog Reverse Transcriptase Inhibitors

Tenofovir (Viread) 31.6
Protease Inhibitors

Ritonavir (Norvir) 26.2
Atazanavir (Reyataz) 22.3
Lopinavir + Ritonavir (Kaletra) 17.9
Darunavir (Prezista) 4.3
Saquinavir (Invirase, Fortovase) 2.7
Nelfinavir (Viracept) 2.0
Indinavir (Crixivan) 2.2
Tipranavir 0.7
Telzir (fosamprenavir) 1.6
Amprenavir (Agenerase) 0.3

Intergrase Inhibitors
Raltegravir (Isentress) 6.9%

Fusion Inhibitor

T-20 1.0
Combination Medications

Abacavir and Lamivudine (Kivexa) 24.4
Tenofovir and Emtricitabine (Truvada) 18.4
AZT & 3TC (Combivir) 8.4
AZT & 3TC & Abacavir (Trizivir) 3.6
Other 7.1

Respondents were also asked about their use of the immune stimulant Interleukin 2 and 0.3% of respondents (n=3)
were using it.

Difficulties of Taking ARV

39.1% of participants who were currently on antiretroviral treatment said that they had some difficulty being on
treatment. The most common problems that participants experienced were remembering to take the drugs on time
(20.2%) and managing the side effects of medication (19.2%). Difficulties transporting their medication (15.0%) and
taking medication in public (13.0%) were the next most common difficulties that participants reported (See Table 18).

4 Combivir counts as 2 drugs, Trizivir as 3 drugs, Kivexa as 2 drugs HIV futures six 15



TABLE 18 Difficulties taking ARV among those currently using ARV (percentage of those on ARV)

Remembering to take drugs on time 20.2
Side effects 19.2
Carrying/transporting medication 15.0
Taking medication in public 13.1
Organising meals around medication 11.5
Taking a large number of tablets 8.2
ARV drugs make it difficult to take medication for other health conditions 4.2
Medication taken for other health conditions makes it difficult to take ARV 2.9
Other 6.3

(Multiple responses possible)

Attitudes to ARV

Half of respondents were concerned about the future efficacy of their treatments: 48.9% agreed or strongly agreed
with the statement, | am worried that in the future my medication will stop working for me. When asked to respond
to the statement, Taking tablets gives me an unwanted reminder that | have HIV, 58.3% indicated agreement and
39.9% indicated disagreement.

TABLE 19 Attitudes to medication (percentage of those currently using ARV)

Strongly disagree Disagree Agree Strongly agree Don’t know
| am worried that in the future my 8.5 28.9 35.7 131 13.7
medication will stop working for me
Taking tablets gives me an unwanted 11.9 28.0 37.2 211 1.8

reminder that | have HIV

Health Status of Those Using ARV

As expected, those taking ARV had markedly lower viral loads (mean of 4,443 cells/ul compared to 67,793cells/ul
among those not currently taking ARV but who had previously and 19,412 cells/ul among those who have never
taken ARV). As Table 20 shows, the overwhelming majority of respondents who were on ARV had an undetectable
viral load at their most recent testing.

TABLE 20 Viral loads of those taking and not taking antiretroviral therapy (percentage within rows)

Viral load on most recent test

Below 500-9999 10000-49999 50000+
detectable
levels
ARV Use Current 93.9 3.4 1.2 1.2
Past 24.3 15.2 36.8 23.7
Never 17.9 37.2 28.3 14.4

X*(3,2) = 497.242, p<0.001

Those taking ARV had similar CD4 counts with a mean of 564 copies/ml compared to 471 copies/ml among those
not currently taking ARV but who had previously, and 556 copies/ml among those who have never taken ARV. The
difference was not significant.
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TABLE 21 CD4 of those taking and not taking antiretroviral therapy (percentage within rows)

CD4 on most recent test

0-249 250-499 500+
ARV Use Current 16.5 36.3 471
Past 18.0 33.3 48.1
Never 1.8 42.3 55.9

X (2,2) = 9.278, p=0.055

Those currently taking ARV were more likely to have had an AIDS defining iliness (25.1% compared to 16.1% among
those currently not taking ARV and 3.3% among those who have never taken ARV). They had tested HIV positive
more years ago (mean=1994 compared with mean=1996 for those not taking ARV and mean=2003 among those
who have never taken ARYV).

When asked to rate the effect of commencing ARV on their physical health, 43.3% said that their health improved,
30.5% said it had fluctuated, 22.2% said it had stayed the same and 4.0% said it had deteriorated.

When asked about the impact of ARV on their overall feeling of well being, 39.7% said it had improved, 35.6% said
it had fluctuated, 18.6% said it had stayed the same and 6.0% said it had deteriorated.

FIGURE 3 Effect of commencing antiretroviral medication on health and well being (percentage of
those taking ARV)
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There was considerable variation in the combinations currently in use by respondents. The most common
combination was 1 NNRTI and 2 NRTI used by 12.6 % of ARV users (n=98), followed by 2 NNRTIs 7.6%), 1 NARTI
+ 1 NRTI (7%), and 1 Pl + 1 NARTI + 1 NRTI (6.5%).

Current guidelines recommend that antiretroviral treatment be started when a patient’s CD4 count drops below 200;
those who have 200 to 350 T-cells should be offered treatment; while treatment for those whose counts are more
than 350 should be deferred unless they have a viral load of more than 50,000 copies/ml (Australasian Society for
HIV Medicine, 2004).

Table 22 gives the groupings from these guidelines, the treatment recommendations, the percentage of
participants that were in each group at the commencement of ARV and the mean number of years they have been
on treatment.
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TABLE 22 Recommendations for commencement of ARV treatment

Guideline Group: At commencement of ARV combination

Symptomatic Asymptomatic Asymptomatic Asymptomatic Asymptomatic
(ADI)s and CD4<200 and CD4 CD4>350, CD4>350,
200-350 VL>50,000 VL<50,000
Treatment Treat Treat Treatment Recommend  Defer treatment
recommendation should be treatment
offered
Number in Group 45 60 115 20 620
% currently on ARV 88.9 85.0 90.4 5.0 83.4
Mean number of years 5.57 8.35 9.03 0.00 8.39
using ARV

Different Combinations

Respondents who were currently using ARV had used between one and 28 combinations, with a median of three.
Within the last 12 months, 66.5% had used the one combination and 21.2% had used two.

When asked how many combinations they believed they still had access to, 1.5% indicated that they thought they
had only one remaining. 21.6% had a few and 35.4% felt they had many. 39.5% said they didn’t know how many

combinations they had left. 2.0% of those currently on combination therapy believed they had no combinations
remaining.

Those respondents reporting no remaining options were significantly more likely to have been HIV positive for
longer, but were not statistically significantly likely to have different CD4 levels or viral loads. (see Table 23).

TABLE 23 Correlates of number of remaining combinations for those on ARV (Combinations remaining
by Mean years positive; Mean CD4; Mean Viral load)

Mean year Mean CD4 on Mean viral load

tested positive' most recent on most recent
test? test®
None 1991 411 31
One 1991 474 3446
A few 1992 530 2762
Many 1995 580 3076
Don’t know 1994 577 10457

1 F(4,770)= 6.563 p<0.001 2 F(4,701)= 1.805 not significant 3 F(4,739)=0.858 not significant

5 Here we classify only those diagnosed with an AIDS defining illness since 2003
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When we examine the health status of those with varying numbers of combinations remaining, we can see that
the pattern differs for each of these categories. Those with no combinations remaining were equally likely to rate
their general health as fair or good, those with one were most likely to select fair, while those with a few or many
combinations were more likely to rate their health as good or excellent. Those unsure about remaining combinations
were most likely to rate their health as good.

TABLE 24 General health status for those with different numbers of combinations of ARV remaining
(Percentages within combinations remaining)

Health
Poor Fair Good Excellent
Combinations  None 0.0 13.3 66.7 20.0
remaining One 8.3 50.0 25.0 16.7
A few 6.6 22.8 50.9 19.8
Many 3.3 20.6 50.0 26.1
Don’t know 8.3 25.8 45.7 20.2

The relationship between well being and number of combinations believed to remain is similar, with the more
combinations remaining the higher the likelihood that participants will rate their well being as good or excellent
(See Table 25).

TABLE 25 General well being for those with different numbers of combinations of ARV remaining
(Percentages within combinations remaining)

Well Being
Poor Fair Good Excellent
Combinations None 6.3 18.8 56.3 18.8
remaining One 8.3 41.7 41.7 8.3
A few 12.0 21.6 45.5 21.0
Many 6.2 21.2 53.5 19.0
Don’t know 10.9 32.6 37.8 18.8
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THOSE NOT CURRENTLY TAKING ARV

Of the 20.4% of the sample who were not using any ARV, 26.3% had done so in the past. The mean length of
time these PLWHA had been using ARV was four years (ranging from one to 17 years) and on average they had
ceased using ARV four years prior to completing the survey (ranging from a month to 12 years). At the time that
they stopped using ARV, most were using a combination of three drugs 39.6%, 10.3% were using four drugs, 34.3%
were using two drugs and 2.3% were on monotherapy.

Reasons for Stopping ARV Treatment

Just as the side effects of medication was one of the main difficulties that participants on ARV experienced, this was
the most common reason that those who were not currently on treatment gave for stopping ARV therapy (30.8%). A
large number (20.9%) also said that they had stopped treatment because their doctor had recommended it. Taking
medication in public, having to take a large number of tablets, and difficulty organising meals around medication
were not major considerations for PLWHA when deciding to go off treatment (See Table 26).

TABLE 26 Difficulties of taking ARV among those who have stopped ARV treatment (percentage)

Side effects 30.8
Recommended by my doctor 20.9
Taking part in a clinical trial 14.2
Difficulty carrying/transporting medication 7.0
Difficulty organising meals around medication 4.1
Difficulty taking a large number of tablets 3.6
Difficulty taking medication in public 1.7
Other 21.0

(Multiple responses possible)

Those Who Have Never Used Antiretroviral Drugs

15.0% (N=148) of the respondents had never used ARV. Of these 90.9% said they would consider using ARV in
the future. 5.4% (N=53) of the respondents have used ARV in the past but are not currently using them. Of these,
the majority (94.1%) said they would consider using ARV in the future.
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ATTITUDES TO ANTIRETROVIRAL THERAPY

ARV have an impact on many parts of people’s lives, not just on their physical health. As in previous surveys,
we asked respondents to respond