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Executive Summary

The HIV Futures Survey draws together the largastde of people with HIV/AIDS to
have been surveyed in Australia. The survey wadwcted from 1 July 1997 to 5
September 1997. The 925 respondents representgigheipercent of the current
population of PLWHA in Australia. While a substathumber of the participants are gay
men living in Sydney, the survey includes significaumbers of PLWHA from smaller
sub-populations such as women, and people livingidel NSW and Victoria. The survey
has good national coverage with respondents froéstatkes and territories, and from both

rural and urban locations.

The survey examines five main issues: health,ioglships, community life, finances, and
employment. The section on health focuses on PLWdRperiences of, and attitudes
toward, the new anti-retroviral treatments, in jgafar the new class of protease inhibitor
drugs which have become increasingly availableesihe latter part of 1995. The section
on relationships explores the changing naturelafiomships with family, friends and
partners, as well as sexual practice. The seotioccommunity examines the role of
HIV/AIDS-related organisations and publicationsheTsection on finances examines the
experience of poverty and changes in accommodaiitye. section on employment

explores the movement of PLWHA in and out of theknorce.

Health Status and Management

The survey reveals that 99% of PLWHA have takeid/T-cell test and 96% have taken
a viral load test. This provides a strong indmatthat PLWHA are actively engaged in
monitoring their health status. This includes thegio may not be currently using anti-

viral treatments.




The majority of PLWHA rate their health positivelyth nearly three-quarters describing
their health as excellent or good. Despite thearly one-third of PLWHA - a very
significant minority - report having at least oneajor health condition other than
HIV/AIDS. The most common other conditions repdrt@ere Hepatitis C (6%) and
psychological or psychiatric conditions (6%). Tdwexistence of major health conditions
as described poses considerable challenges focabeination and delivery of health

services.

PLWHA have long had a reputation for being proigein the management of their own
health and for their high levels of engagement wi¢lw medical information about the
management of HIV. The results of this survey supfhis reputation, showing that over
80% of PLWHA like to find out as much as they cdmowt medical aspects of HIV and
that over one-third consider themselves to be rknoavledgeable about the treatment of
HIV than the doctors who treat them. Not surpgsm most (85%) people with

HIV/AIDS work together with their doctors in thelecision-making around treatments.

Despite significant educational efforts encouragaagly treatment, respondents remain
unconvinced about the optimal time to begin treatimie When asked whether people
with HIV/AIDS should begin treatments as early asgble, over half either disagreed

(26%) or were unsure (27%).

Anti-viral Treatments, Prophylaxis and Complementary Therapies

Given the complexity and novelty of current treattneegimes, the survey reveals
extremely high rates of use of anti-viral treatnsei@eventy eight per cent of respondents
were using anti-viral treatments, and of these, 8&%e using three or more in
combination. Nonetheless, among those not usingvaats, there remains a substantial
group of PLWHA (38% of those not using anti-viralglo current evidence suggests are

at high risk of disease progression.




The high rates of anti-viral use are especiallyenatrthy given that over two-thirds of
respondents experience side-effects from the tevagnand that over three-quarters
experience difficulties such as remembering to taleglications on time and organising

medications around meals.

The significance of the relationship PLWHA havetwiheir doctors is revealed in the
finding that despite high levels of treatments klemlge among PLWHA themselves, over

three-quarters of respondents began treatmentseaadivice of their doctor.

Among those respondents who were not using ardl-tieatments, over one-quarter had
used them at some stage in the past. Problemssid#ieffects were by far the most
common reason for ceasing anti-viral use. Mos¥{BRPLWHA who were not currently

treating were open to the possibility of commendigtment in the future, and most of

these (83%) would be influenced by signs that the&lth was deteriorating.

The majority of PLWHA (59%) believe that the newdtments have brought hope and
better prospects. However, over one-third of PLWBRY that it is too soon to tell
whether the new treatments mean better prospéutisvidual PLWHA see themselves as

more uncertain about the new treatments than theder HIV community.

The current moment in the HIV/AIDS epidemic has rbegharacterised by many
commentators as encompassing both hope and umtgrtaiThese sentiments were
reflected in the responses of PLWHA to a seriesittfude statements about anti-viral
treatments. For instance, while most (66%) PLWHykea that new treatments have
made life better, a similar number (75%) reporingeorried that their medication may
stop working for them at some stage in the futuféiese anxieties are tempered by the
hope many (72%) PLWHA have that, despite the alesericdata on their long-term

effectiveness, the treatments may assist thenmairewell.




Complementary therapies remain an important parha$t PLWHA's treatment regime.
Half of all PLWHA use some form of complementargrdpy and spend on average $20
per week. About half of all PLWHA use vitamin oimaral supplements and about one-

guarter use massage, herbal therapies, or meditatio

Relationships and Sex

One in five PLWHA are not presently having sex, lB0% have sex within a regular
relationship - half of whom have casual partnersvall, and slightly less than one-third

have casual sex only.

Half of the respondents said they are in a regelationship. Of these slightly more than

half are in sero-nonconcordant relationships.

The great majority of PLWHA (97%) who are in regulelationships have disclosed their
HIV status to their regular partner. Most partn@7%) were supportive in reaction to

this disclosure.

Generally new treatments are having a positive ahpa relationships. More than half
reported that they are more able to plan theirrutand two-thirds agreed that they are

more optimistic about the future than they werearygo.

PLWHA generally do not believe that HIV/AIDS is atrance to developing long-term
relationships but slightly more than half do woalgout rejection by potential sexual
partners in response to disclosure of their HIMusta More than two-thirds agree that

they are afraid of infecting their partner, or patal partner, with HIV.

The availability of the new treatments does noteappto have made PLWHA more
confident about having unprotected sex. HoweMeg, impact of the new treatments

environment in other areas was less certain. PLWehAled to agree that people with




HIV now have a better chance to form relationshipst only one-third agree that

relationships with family and friends are improvithge to new treatments.

Slightly more than half of the respondents said/ theuld prefer to have a relationship

with another PLWHA. These people tended to bexbisleand homosexual men.

Compared to PLWHA in seroconcordant relationships\WHA in sero-nonconcordant
relationships were significantly more likely to cepthat they always condoms and less
likely to report that they never use condoms. Aditavo-thirds of PLWHA who reported
unprotected anal and/or vaginal sex with a regp&tner in the 6 months prior to the
survey sometimes or always withdrew before ejamnaand this practice was not related

to the serostatus of the partner.

Of those PLWHA who engaged in anal and/or vagiealwsith a casual partner in the six
months prior to completing the survey, more thafled sex with both HIV-positive and
HIV-negative casual partners, or did not know thpartner's status. Almost all
respondents who had casual sex said they alwagsnoetimes used condoms. Of those
PLWHA who sometimes had unprotected sex only a Ismaiber said they never
withdrew before ejaculation. Again this practicasanot related to the serostatus of the

partner.

Community Life and Community Organisations

Almost all PLWHA (99%) have disclosed their statosat least one person. Of those
with dependant children, half have told their crell they are HIV-positive. One in ten

respondents said that they have experienced disaiion at some stage.

Half of the respondents said they have changed git@ns for the future in the last two
years. The majority of these changes were podititeone in five were negative due to

declining health.




When seeking advice for both treatment and livinghwHIV/AIDS respondents most
commonly cite their doctor as an important sourcenfmrmation (91%). PLWHA also
relied heavily on HIV/AIDS media, the gay press avttier HIV-positive friends for

information.

Over three-quarters of the respondents had somelvewent with HIV/AIDS
organisations. Two-thirds of the respondents areontact with an AIDS Council and
over half have contact with a PLWHA organisatidniqtfinding is likely to be influenced
by the fact that these organisations were a digidh source for the survey). Contact
with organisations tends to be in the form of nettsts and mail-outs, and many
PLWHA receive treatments advice and social cont&itWHA who do not have contact
with any HIV/AIDS organisations said this is so aese they do not wish to be involved
or are not interested. However, a small numbey(d5those not involved) said they feel
excluded and 7% are unable to have contact bea#usbere they live or the lack of

transport available to them.

Most respondents (96%) know at least one other ptisitive person, mostly friends,
acquaintances and past or present sexual parthéswise most PLWHA (85%) spend
at least some of their free time with other HIV-{tiee people and just over half have, at
some time, been involved in the care of anothesgewith HIV/AIDS. The majority of
respondents (81%) said they have lost someone\\0AHDS - most commonly a close

friend or relative.

Over two-thirds of respondents see themselves iag) Ipart of the gay community and,
not surprisingly, most of these people are homaaslemen. Half of the respondents are
also members of gay organisations, and the majofitgspondents go to gay venues such

as nightclubs, bars and saunas.




Finances

The majority of respondents have difficulty meetihg expenses of day-to-day living.
This is not surprising given that over half of resgents reported a government benefit as

their main source of income.

One-third (32%) of respondents reported incomesvbehe poverty line. One-third of
respondents share financial resources with a padnd this protects PLWHA from some
of the extremes of economic hardship. Very fewpbeovho are earning an income from

paid employment reported incomes below the poventy

People with incomes below the poverty line haveeieassets and are more likely to rely
on HIV/AIDS-related organisations for a variety s#rvices and facilities. A significant
minority of respondents (11%) have incomes belosvgbverty line and assets worth less
then $5,000.

Housing and accommodation

Slightly fewer than half of PLWHA live alone, andisi over half live in rental
accommodation, typically private rental accommaatati Forty per cent of PLWHA live
in inner city Sydney where the average weekly cgmhortgage cost is $136.

Nearly half of all PLWHA felt their accommodatiora®/ too expensive. Many PLWHA
had changed their living arrangements as a redutiaging HIV/AIDS, typically for

reasons related to finances.

Employment




Over half of PLWHA are not in paid employment, altlgh the majority were in paid
employment at the time they were diagnosed HIVipasi Most PLWHA left their

career or in someway reduced their career goads thieir diagnosis.

Over one-third of PLWHA have not disclosed theirVHstatus to anyone at their
workplace, and most have difficulty maintainingitheonfidentiality. Thirteen per cent

of respondents have experienced workplace discaitiin.

Nearly two-thirds of respondents have stopped vadrgome time in the past for reasons
related to having HIV/AIDS. Three-quarters citddess, depression or anxiety as the
reason for stopping work, and half cited poor HealtOver half of the respondents
changed their accommodation arrangements withiewarhonths of leaving work. Of

those who had left work, one-third returned to waykically for financial reasons.

The effects of the new anti-virals on PLWHA’s emptent appears to be largely

positive, with many PLWHA considering staying atrwor returning to work.

One-quarter of those working said that HIV/AIDS reffected their capacity to work.
Over one-third of respondents are considering dngnthe amount of work they do.
About half of these want to work less - to redutess, or due to poor health. About half

want to increase the amount of work they do, mdmiyfinancial reasons.

The majority of PLWHA who are not working are catesing returning to the workforce,
but most think that this will be difficult to do soJust under half of PLWHA cited
improved health as a reason for wanting to retarrwork, while the majority cited
financial reasons, and psychological, emotionadamial reasons for wanting to return to

work.




Introduction

In many ways Australia leads the world in its resg®to HIV/AIDS. Australia’s early
responses to the HIV/AIDS crisis significantly liexdl the impact of the epidemic in
comparison to similar countries elsewhere in theldvo They laid the groundwork for
continuing successful efforts in both limiting tepread of HIV and in ameliorating its
impact. In the late 1990s, new challenges areappe Advances in treatments hold out
the hope of longer life expectancies and are pem/idithin a medical system which
promises universal access to these medicationthidrbroader context, the longer-term
consequences of living with HIV/AIDS are becomingiacreasingly important issue for
people living with HIV/AIDS (PLWHA) in Australia. While new treatments remain a
central concern for many PLWHA, relationships, camity identity, employment,
finances and housing are also of major importanEer example, many PLWHA are
considering returning to work as a consequencemgfroved health. The interlocking
‘HIV Futures’ studies, of which the HIV Futures Say reported here is one part, take as
their starting point an investigation of the vagaamifications of the changed perception

and experience of HIV on the ways that people gjwivith HIV/AIDS live their lives.

The HIV Futures Survey draws together the largastpde of PLWHA to have been
surveyed in Australia. The 925 respondents repteseer eight per cent of the current
population of PLWHA in Australia. While a substatthumber of the participants are gay
men living in Sydney, the survey includes significaumbers of PLWHA from smaller
sub-populations such as women and people livingideitNew South Wales and Victoria.
The survey has good national coverage with respuadeom all states and territories,

and from both rural and urban locations.

This report aims to further our understanding ofwhthe longer-term impacts of
HIV/IAIDS and the new treatments affect the choicesde by PLWHA about




relationships and sexual behaviour, moving in and of work, and community
participation. We hope that this report will prdei PLWHA and government and
community bodies with a better understanding of idseles facing PLWHA. We also
hope that this increased understanding can be tesedform decisions and develop

strategies and policy.

The survey examines five main issues: health,ioglghips, community life, finances, and
employment. The section on health focuses on PLWEH¥%periences of, and attitudes
toward, the new anti-viral treatments, in particulae new class of protease inhibitor
drugs which have become increasingly availableesthe latter part of 1995. The section
on relationships explores the changing nature laftiomships with family, friends and

partners, as well as sexual practice. The sedmrrommunity examines the role of
HIV/AIDS-related organisations and publicationsheTsection on finances examines the
experience of poverty and changes in accommodatidhe section on employment

explores the movement of PLWHA in and out of thekvorce.

This report is the first of a number of plannedomtp as part of the HIV Futures Study. It
provides the basic descriptive data from the surt@yether with analysis of some of the
most important associations which the data revé&aiture reports will examine in more
detail the interactions between treatments, headthtionships, community, finances and
work as they shape the lives of Australian PLWHAAmMong the important issues
identified in this report, but requiring more détdi analysis, is the number of PLWHA
who also have another major health condition, schlepatitis C. Similarly, reports will
be prepared in relation to specific sub-populatioh?LWHA, such as those living in
particular regions, women, heterosexual men antbg@xual men. Information from the
HIV Futures Survey will also be added to other HRMtures studies. Two sets of
gualitative interviews have been conducted alongh whe survey. One provides
additional close-focus data on relationships andiaepractice and another focuses on

movements in and out of work.
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About the Sample

3.1

3.2

Recruitment

A stratified purposive sampling strategy was wilisto sample people living with
HIV/AIDS in Australia. Recruitment involved distiition of self-administered mail back
questionnaires through HIV/AIDS organisations, anber of mailing lists, and through a
targeted advertising campaign. The mailing listduded those of four free publications
that provide information about living with HIV/AIDS hese publications wefealkabout

(New South Wales)PL (Western Australia) QPP Alive (Queensland), anéositive

Living (Victorian recipients of the national newspapesei). It is not possible to know
what proportion of the recipients of these magazimee HIV-positive, and as a

consequence response rates cannot be calculated.

The recruitment period was from 1 July 1997 throdg®eptember 1997. Additional
targeted distribution occurred in order to ensheedample included sufficient numbers to
enable statistical comparisons from groups whickeldistinctive issues and experiences
and who may not have been contacted through the diatribution channels. These
groups included women, people living with Haemajghiand people living outside of

New South Wales and Victoria.

Sample demographics

The survey was completed by 925 respondents: 834 arm& 84 women (seven
respondents did not indicate their sex). The samppresents 8.3% of the current
population of people living with HIV/AIDS in Austlia as estimated by th&ustralian
HIV Surveillance ReporfNational Centre in HIV Epidemiology and ClinicRlesearch
[NCHECR], 1997).

11



Respondents’ ages ranged from 18 to 77 years (med&8.0 years, mean = 39.3 years).
Respondents’ ages at the time of diagnosis with hged from 4 to 70 years (median =
31.0 years, mean = 31.8 years). The average lafdime since respondents first tested
HIV-positive was 7.4 years. Half of the respondehave been HIV-positive for 8 or

more years, and half have been HIV-positive fos lgn 8 years. One-third have been

HIV-positive for 10 years or more.

Of the 925 PLWHA who completed the survey, 74% shey are homosexual, 16% are
heterosexual and 8% are bisexual. Men and womee wistributed through these
categories. Three respondents (< 1%) said thegsseual, and 1 respondent (<1%) said

they are celibate. Fourteen respondents (2%)atichdicate their sexual orientation.
Respondents were asked to indicate how they belieyewere infected with HIV. Table
1 presents these results, grouped into the caesgased by the National Centre in HIV

Epidemiology and Clinical Research in the Austrak#lV Surveillance Report.

Table 1 Mode of transmission of HIV

Perceived mode of transmission n %
Male homosexual/bisexual contact 707 (76%)
Heterosexual contact 73 (8%)
Male homosexual/bisexual contact and injecting ¢ 36 (4%)
use

Injecting drug use (female and heterosexual male) 3 3 (4%)
Haemophilia/coagulation disorder 24 (3%)
Receipt of blood components/tissue 21 (2%)
Health care setting 13 (1%)
Not specified 18 (2%)

n =925

Of the 925 PLWHA who completed the survey 404 (44@&side in New South Wales,
213 (23%) in Victoria, 135 (15%) in Queensland,(8%) in South Australia, 50 (5%) in
Western Australia, 9 (1%) in the Northern Territoty2 (1%) in the Australian Capital

12



3.3

Territory, and 8 (1%) in Tasmania. Sixteen resgoisl (2%) did not indicate in which
state they live.

Most respondents (62%) live in the inner suburbsagital cities, while 18% live in outer

suburban areas, 12% live in a regional centre,i8&4adr a rural area.

Approximately three-quarters (76%) of respondet¢siiify their ethnic/racial background
as Anglo-Australian. The most frequently cited estrethnic/racial background was
European (19%), with 3% citing an Aboriginal/Tor®sait Islander background, and 1%
citing an Asian background.

Generally, respondents reported high levels of atlme. Half of the respondents have
completed some form of tertiary education. Onedgua(26%) have completed a
university degree and 22% have completed a tertignloma or TAFE education. A

further 24% have completed secondary education, Bd@9% completed some secondary

education, and 1% have completed primary school.

Nearly one-third (30%) of the PLWHA who completdte tsurvey said they have no
religious beliefs or that they are atheists. Attfar 8% said that they are agnostic.
Approximately one-third profess Christian beliefsOf those respondents, 13% are
Catholic, 12% are Anglican/Church of England, a88olhaveother Christianbeliefs.
Ten per cent of respondents hasv agereligious beliefs, and 5% are Buddhist. While
more than half of the sample profess some religomlief, fewer than half attend religious
meetings. Most (56%) respondents do not attendiosak meetings, while 16% attend
less than once a year, 13% attend at least oneara8f6 attend at least once a month, and

7% attend religious meetings at least once a week.

Representativeness of the sample

13



3.4

To assess the degree to which the sample recraitatiis study is representative of all
PLWHA in Australia, comparisons were made with #estralian HIV Surveillance
Report (NCHECR, 1997). As a consequence of the delibesaimpling strategy to
include larger numbers of marginalised groups, Fuwtures survey under-represents
PLWHA from New South Wales The survey over-repnés@vomen, people who have
had an AIDS-defining illness, and people infectatbtigh: receipt of blood products;

haemophilia/coagulation disorder and in health saténgs.

The results reported in the remainder of the Repelidw are weighted to take account of
the under-representation of PLWHA from NSW, and dker-representation of women,
people with medically acquired HIV and people wiIDS. The data were weighted to
take into account the differences in demographia daported in théAustralian HIV
Surveillance RepoiNCHECR, 1997).

A range of statistical comparisons are made inrdp®rt. For clarity, the results of these
analysesd®-tests, t-tests, ANOVA, and logistic regressior® mot reported in this report.

All significant differences reported are signifitat p < .01.

Further analysis

The analyses reported here include some detaileth@osons of the experiences of
different subgroups of PLWHA. However, future pgahations will examine some issues
in more detail than is possible in this first raporFor example, the distinctive
experience of women, and of PLWHA also infectechvHtepatitis C are occasionally
commented on, but the experiences of both of tijeseps will be analysed in greater

detail in future reports.

14



4 Health Status and Health Management

Key Findings

The survey reveals very high rates of CD4/T-cetl aimal load testing among PLWHA. This
provides a strong indication that PLWHA are activehgaged in monitoring their health

status. This includes those who may not be cugreising anti-viral treatments.

=

The majority of PLWHA rate their health positivelyth nearly three-quarters describing thei
health as excellent or good. Despite this facarigeone-third of PLWHA - a substantial
minority - report having at least one major healtimdition other than HIV/AIDS. The most
common other conditions reported were Hepatitis i@l gsychological or psychiatric
conditions. The coexistence of major health coows as described poses considerable

challenges for the coordination and delivery ofitheservices.

PLWHA have long had a reputation for being proaactin the management of their own
health and for their high levels of engagement widw medical information about the

management of HIV. The survey supports this remrtashowing that over 80 per cent of

PLWHA like to find out as much as they can aboutliv& aspects of HIV and that over one
third consider themselves to be more knowledgeableut the treatment of HIV than the
doctors who treat them. Not surprisingly, the vasijority of people with HIV/AIDS work

together with their doctors in their decision-makaround treatments.

Despite significant educational efforts encouragiegrly treatment, PLWHA remain

-

unconvinced about the optimal time to begin treatimieWhen asked whether people wit
HIV/AIDS should begin treatments as early as pdssibver half either disagree or are

unsure.

15



4.1 Health status of respondents
4.1.1 What do PLWHA know about their CD4 and vidalad counts?

Nearly all of the PLWHA who completed the surve9¥8) have taken a CD4/T-Cell test.
The results of respondents’ most recent CD4/T-téslis ranged from 0 to 1400 cells/mL

(median = 390 cells/mL, mean = 418 cells/mL).

Among the PLWHA who have taken a CD4/T-Cell te@&8Breported that at some time in
the past they have had a CD4 /T-Cell count belo® e#is/mL, and 54% reported that at
some time in the past they have had a CD4 /T-@elhtbelow 200 cells/mL.

The number of PLWHA who have taken a viral load vess also high (96%). The results
of respondents’ most recent viral load tests ranfjedh an undetectable level to

6,000,000 copies/mL (median = 1,000 copies/mL, n¥e&8,585 copies/mL).

Table 2 Serological testing
Test copies/mL blood n %
CDA4/T cells
little/no immune system damage more than 500 2681%)
moderate immune system damage 250 - 500 340 (40%)
severe immune system damage less than 250 249 ) (29%
Viral load
below detectable level less than 500 367 (46%)
low 500 - 10,000 212 (26%)
moderate 10,000 - 50,000 112 (14%)
high more than 50,000 114 (14%)

1 - n =903 for CD4/T-cell test; n = 872 for vitahd test

The 4% of participants in the study who have nkemsa viral load test gave the following
reasons for not having done dodon’t believe that | need on@7%); | don’t know

enough about viral load testd8%); I'm scared of the result§18%); | haven’'t been
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offered ong9%); | haven't gotten around to (6%);and | don’t know how to obtain one
(6%).
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4.1.2 How do PLWHA rate their own health?

Many respondents reported that their current sthfghysical health igoodor excellent
Compared to respondents who have not been diagnvasiecain AIDS-defining illness,
respondents who have been diagnosed with an AlDiSkHug illness were significantly
more likely to report that their healthpsor orfair, and significantly less likely to report
that their health igxcellent In contrast to a recent American study (Rickteal., 1998),

no relationship was found between current healthuese of anti-virals.

Graph 1 PLWHA's ratings of their current physical health

Own health rating

Poor
3%

Excellent
26%

Fair
25%

Good
46%

n=914
4.1.3 What major health conditions other than HIVIRS do PLWHA report?

Slightly fewer than one-third (29%) of the PLWHA witompleted the survey reported
that they have at least one major health condibotmer than HIV/AIDS. The most
commonly cited major health conditions were Hegatit and psychological/psychiatric
conditions (both 6% of total sample). Other commasited health conditions included
Asthma, Arthritis, Cardiovascular disease, Diahetétaemophilia, Hepatitis B,

Hypertension (2%); alcoholism/drug dependence, hapky/back pain, Cancer (non-

18



4.2

Kaposi sarcoma), Epilepsy, liver disease and Iusgase (eg. Emphysema) (1%). There
was no association between diagnosis with an AlBf8iohg illness and reporting any
major health conditions other than HIV/AIDS.

Of the PLWHA who completed the survey, 29% repottet they have been diagnosed
with Hepatitis A, and 36% reported that they hagerbdiagnosed with Hepatitis B. The
majority of respondents (53%) have been testediépatitis C. Among those who have
been tested, 67% tested negative for Hepatitis/@ &sted positive for Hepatitis C, and
6% do not know the result of their test. Given thigh levels of Hepatitis C among
respondents who have tested for it, it may betthere is a small but substantial level of

undiagnosed Hepatitis C among PLWHA.

Attitudes towards health management

Respondents were asked a series of questions vassbssed their attitudes toward
treatments for HIV/AIDS other than anti-viral drugsd health management in general.
Their responses are displayed in Table 3. The wegbrity of respondents agree that
looking after their physical fitness and keeping @gtimistic frame of mind are an
important part of living with HIV/AIDS. Nearly twthirds (62%) of respondents strongly
agree thaKeeping an optimistic frame of mind is an importpatt of managing my HIV
infection and over one-third (36%) strongly agree thabking after my physical fitness is
an important part of managing my HIV infectiol is interesting to note that although the
majority (68%) of respondents think that their @odtnows a lot more than them about
treatments for HIV/AIDS, over three -quarters (858bthe PLWHA who completed the
survey reported that they work together with tiigictor to determine the best treatment
regime for them. A significant relationship wasifiol between responses to these two
attitude items such that respondents who beliegettieir doctor knows more than them
about treatments tended to report that they wagktteer with their doctor to find the best
treatment for them (94% vs 83%). Respondents sgdmée divided on the issue of

when PLWHA should begin using anti-viral drugs. Wmmearly half (47%) agree that
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PLWHA should begin anti-viral therapy as soon assjide, one-quarter (26%) disagree,

with the remainder (27%) unsure as to whether eadyvention is desirable.

A significant relationship was found between certaititudes toward health management
and whether or not PLWHA are using anti-viral dru@ompared to PLWHA who are not
using anti-virals, PLWHA who were using anti-virale significantly more likely to agree
that:

their doctor knows a lot more about the treatmémtly’ than they do;

they work together with their doctor to find thesb&reatment; and

people with HIV should start using anti-viral druggssoon as possible .

The last result echoes the results of a study oégan PLWHA (Richter et al. 1998)
which revealed that PLWHA with more favourable tattes toward anti-virals were
significantly more likely to be using these drudgmrt PLWHA with less favourable

attitudes.
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Table 3 Attitudes toward health management

strongly strongly don’t know
disagree disagree agree agree
Attitude statement n % n % n % n % n %
As long as | am well | prefer not to think about 172 (19%) 397 (44%) 234 (26%) 92 (10%) 11 (1%)
HIV/AIDS
My doctor knows a lot more about the treatmentbfH 75 (8%) 192 (21%) 416 (46%) 196 (22%) 27 (3%)
than | do
| like to find out as much as | can about the maldic 13 (1%) 108 (12%) 462 (51%) 296 (33%) 27 (3%)
studies of HIV
Looking after my physical fitness is an importaattpof 12 (1%) 46 (5%) 502 (55%) 326 (36%) 23 (3%)
managing my HIV infection
Keeping an optimistic frame of mind is an important 10 (1%) 11 (1%) 313 (34%) 559 (62%) 15 (2%)
part
of managing my HIV infection
My doctor and | work together to find the best tneant 14 (2%) 69 (8%) 440 (49%) 351 (39%) 29 (3%)
for me
People with HIV should start using anti-viral druass 79 (9%) 151 (17%) 193 (21%) 238 (26%) 244 (27%)

soon as possible
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n =903 - 909

n varies from item to item due toginig data
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5 Anti-viral Treatments, Prophylaxis and Complemenary Therapies

Key Findings

The survey reveals very high rates of use of amtihdrugs. Seventy-eight per cent of
respondents are using anti-viral treatments anthe$e most are using three or more in
combination. Nonetheless, there remains a largebeurof PLWHA who current evidence

suggests are at high risk of disease progressi@nandnot using anti-viral drugs.

The high rates of anti-viral use are especiallyenmirthy given that over two-thirds of
respondents experience side-effects and that brveg-fjuarters experience difficulties such as

remembering to take drugs on time and organisindicagons around meals.

The significance of the relationship PLWHA havehiibeir doctors is revealed in the finding
that despite high levels of treatments knowledgeragnPLWHA themselves, over three-

guarters of respondents began treatments on theeaafvtheir doctor.

Among PLWHA who are not using anti-viral treatmerdser one-quarter have used them at
some stage in the past. Problems with side-effgete by far the most common reason for
ceasing anti-viral use. The vast majority of PLWkAO are not treating are open to the
possibility of commencing treatments in the futuaed most of these would be influenced by

signs that their health was deteriorating.

=

The majority of PLWHA believe that the new treatrtiseinave brought hope and bette
prospects. However, over one-third of PLWHA saat this too soon to tell whether the new
treatments mean better prospect&or example, while most PLWHA agree that new

treatments have made life better, a similar nunégort being worried that their medication
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may stop working for them at some stage in theréutu

Complementary therapies remain an important pamagt PLWHA's treatment regime. Half
of all PLWHA use some form of complementary theragybout half use vitamin or mineral

supplements and about a quarter use massage, tiextaglies, or meditation.
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5.1

5.1.1

5.1.2

About PLWHA who are using anti-viral treatments

How many PLWHA are using anti-viral drugs?

Over three-quarters (78%) of the PLWHA who compldtee survey are using anti-viral
drugs for HIV/AIDS. This figure is substantiallygher than the 68% reported in a study
conducted by the NCHSR in November 1996 (Ezzy.etl8B7). It is likely to reflect the
continuing clinical evidence of the impact of tmeatments, especially in reducing viral
load in the period between the two surveys. Woarersignificantly less likely than men

to be using anti-viral drugs (58% vs 79%).

In what combinations are drugs being taken?

Among the respondents who are using anti-viral slr@§6 are using one anti-viral drug,
13% are using two anti-viral drugs, and 85% arexgidshree or more anti-viral drugs.
Therefore, 76% of the PLWHA who completed the syrage using two or more anti-

viral drugs in combination.

The AFAO guide HIV Tests and Treatmentsecommends starting or changing
combination therapy for PLWHA who have:

a viral load more than 10,000 copies/mL blood adeé&ining CD4 count; or

a viral load more than 50,000 copies/mL blood rdlgms of CD4 count.

Twenty two per cent of respondents were not usmgwral treatments. By using the
respondents’ reports of their most recent virallltest result and their CD4 test results
during the 12 months prior to completing the supiéywas possible to determine the
proportion of PLWHA who should be using anti-vithlerapy according to the AFAO
guide. Of the 200 people in the survey who wereusing anti-virals, 38% should be

using anti-virals given their reported CD4 and Moad results.
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5.1.3 Are these data reliable?

Over three-quarters (76%) of the PLWHA who completde survey are using
combination anti-viral drugs for HIV/AIDS. Howeverhecause the survey was
distributed through both PLWHA organisations anddica services, PLWHA who
have no contact with either PLWHA organisationsvadical services may be under-
represented. In the absence of any external datheproportion of PLWHA with no
contact with either PLWHA organisations or med®advices, it can be assumed that the
figure of 76% of PLWHA using two or more anti-virdtugs in combination in this
survey is a high estimate of the proportion ofRAIMWHA using two or more anti-viral
drugs in combination in Australia. However, it gltbbe noted that respondents who
received a copy of the survey through a HIV/AID$&ted organisation or through a

medical service were no more likely than other oesients to use anti-viral drugs.

5.1.4 Are viral load or CD4 counts different amongLWHA using anti-viral drugs and
PLWHA not using anti-viral drugs?

Participants who have been diagnosed with an AlBf8iohg illness are significantly
more likely to be using anti-viral drugs for HIV/BE (89% vs 75%) than those who have
not been diagnosed with AIDS. Use of anti-viralgs is also related to the results of
serological testing. A significant relationship sM@und between use of anti-viral drugs
for HIV/AIDS and CDA4/T-cell count. Compared to pé® who are not using anti-viral
drugs for HIV/AIDS, respondents who are using am drugs are significantly more
likely to reportsevereimmune damage (CD4/T-cell count less than 250es3piL) and
significantly less likely to repotittle or no immune damage (CD4/T-cell count greater

than 500 copies/mL).

A significant relationship was also found betweae of anti-viral drugs for HIV/AIDS
and viral load. Compared to people who are natgusinti-viral drugs for HIV/AIDS,

participants who are using anti-viral drugs arensigantly more likely to report
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undetectableviral loads, and significantly less likely to repanoderateor high viral
loads. Table 4 displays respondents’ reports @fdisults of their most recent CD4/T-cell

test and their most recent Viral Load test.
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Table 4 Relationship between serological test resultsusmsdof anti-viral drugs

using anti-virals

yed no’
Test copies/mL n % n %
CDA4/T cells
little / no immune system damage more than 500 1(246%) 90 (52%)
moderate immune system damage 250 - 500 420%) 63 (36%)
severe immune system damage less than 250 (38%0) 21 (12%)
viral load
below detectable level less than 500 3({84%) 20 (15%)
low 500 - 10,000 146 (26%) 40 (30%)
moderate 10,000 - 50,000 5610%) 36 (27%)
high more than 50,000 56(10%) 37 (28%)
1 -n =564 for CD4/T-cell test, n = 562 for vitahd test (includes only those using anti-viralgdrfior more  than
6 months)

2 - n =174 for CD4/T-cell test, n = 133 for vilakd test (includes only those not using anti-vialgs for more
than 6 months)

5.1.5 What side-effects are experienced?

As can be seen in Table 5, over two-thirds (68%hefrespondents who are using anti-
viral drugs for HIV/AIDS reported that they experee side-effects. Nearly one-third
(31%) of all PLWHA who are using anti-viral druggperience nausea, and over one-
quarter (27%) experience diarrhoea. Many respdsdesported that anti-viral drugs
affect their nervous system. Nine per cent repomeripheral neuropathy, which,
although it may be reversed by a change of drugs,cause permanent damage to the
peripheral nervous system. Although respondente wet asked about side effects they
have experienced in the past, many study partitspaoted on the survey that they have
experienced side-effects from different drugs onfrdifferent combinations of drugs in
the past. Four per cent of respondents also mpdhtat anti-viral drugs conflict with

medication taken for conditions other than HIV/AIDS
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Table 5 Side effects and difficulties in taking anti-virakedication

Difficulties n % n %
Side effects of anti-viral drugs 482 (68%)
nausea 217 (31%)
diarrhoea 190 (27%)
headaches 112 (16%)
fatigue / lethargy 87 (12%)
skin dryness / rashes / itchiness 69 (10%)
neuropathy 67 (9%)
gastric reflux / indigestion 56 (8%)
metallic taste / tingling / numbness in mouth 50(7%)
insomnia 43  (6%)
vomiting 34 (5%)
pain (joint and/or muscle) 29 (4%)
loss of appetite 23 (3%)
dizziness, blurred vision, etc. 23 (3%)
bloated stomach 17 (2%)
depression 16 (2%)
flatulence 15  (2%)
mood swings / irritability 15  (2%)
Anti-viral drugs conflict with other medication 31  (4%)

Multiple responses possible
T - Proportion of those who are using anti-viralgh, n = 710
- Side-effects and difficulties reported by l&@szn 2% of respondents not shown in table

5.1.6 What difficulties do PLWHA have using antirai treatments?

The majority of respondents (79%) who are using-drdl drugs reported that they
experienced difficulties in taking this medicatioGraph 2 shows that over half (56%) of
the PLWHA who are using anti-virals have difficeli remembering to take their
medication on time or having to adapt normal sleafterns to the treatment regime, and
that half (49%) have difficulties organising thameals around medication (eg, fasting
before taking medication). One-third (33%) of tlespondents also reported that they
have difficulty taking these drugs in public beaatisey do not want people to know their
HIV status. When taken with the finding that omethree PLWHA using anti-virals
reported that they have difficulties taking largembers of tablets, the results reported
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above have potentially serious implications forgdarm compliance with treatment

regimes unless less complicated and burdensontengetiregimes can be developed.
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5.1.7

Graph 2 Difficulties experienced taking medication
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Respondents who have been diagnosed with an AlfiBkugillness are just as likely as
other PLWHA to report that: they experience sideas from anti-viral drugs; they have
difficulties taking anti-virals; they have difficigs taking this medication in public; and
anti-viral drugs conflict with medication taken fother health conditions. There was no
gender difference in the proportion of PLWHA usmgi-viral drugs for HIV/AIDS who
reported side-effects, difficulties taking medioati difficulties taking medication in

public, or conflict with medication for other healtonditions.

How long have PLWHA been using anti-viral dyg?

The 76% of study participants who are using contimnaherapy have been doing so for
periods ranging from less than 2 weeks to 10 yeHimvever, the median time for which
respondents have used combination therapy is 12hsidmean = 17 months). This
suggests that the majority of PLWHA using more tloaae anti-viral drug had started

combination therapy after the advent of new treats)aen particular, protease inhibitors.
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5.2  About PLWHA who are using combination anti-vird treatments

5.2.1 What were PLWHAs viral load and CD4 counts evhthey began combination anti-

viral treatment?

Table 6 displays the viral loads and CD4/T-cell msuof respondents just before they
started combination therapy. The data in the tahlggest that few people begin
combination therapy with high CD4/T-cell counts amdviral loads below the detectable
level as most respondents (58%) had CD4/T-cell toundlicating severe immune system

damage, and nearly half of the respondents (48%}yinal loads categorised agh.

Table 6 Serological test results just prior to commenaagbination therapy

Test copies/mL n %
CDA4/T cells
little / no damage more than 500 50(8%)
moderate damage 250 - 500 21{B4%)
severe damage less than 250 3¢98%)
Viral load
test not available - 149(25%)
below detection less than 500 12(2%)
low 500 - 10,000 42 (7%)
moderate 10,000 - 50,000 10@17%)
high more than 50,000 290(48%)

n = 636 for CD4/T-cell test, n = 593 for viral losabst

5.2.2 How do PLWHA rate their health and well-beirgijnce beginning combination anti-
viral treatment?

Nearly half (46%) of the PLWHA using anti-viral dysireported that their physical health
has improved since they started combination therdpgwever, 25% reported that their
physical health has fluctuated, 27% reported nagé@an their physical health, and 2%
reported a deterioration in their physical health.
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Similarly, nearly half (47%) of the PLWHA using &mtral drugs reported an

improvement in their overall feeling of well-beirgince starting combination therapy,
while 28% reported that their overall feeling ofllzeing has fluctuated. There was no
reported change in their overall feeling of welldzefor 21% of respondents, and 4%

reported a deterioration in their overall feelifgwell-being.
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5.2.3 What happened just prior to beginning combiiwa anti-viral treatment?

Participants who are using combination anti-vinalgs were asked to describe the events
which occurred just prior to their commencement coimbination therapy. Their
responses are displayed in Table 7. The influefidde advice of doctors on people’s
decisions to commence combination therapy is evidei®% reported that their doctor
advised them to. However, it is also importanintde that nearly half (47%) of the
respondents reported that their decision to commeonmbination therapy was preceded

by a personal decision that combination theragffective.

Table 7 Events occurring prior to commencing combinatiati-giral therapy

Event n %

My doctor advised me to begin this treatment 543 (79%)
| had a significant drop in my CD4/T-cell count 323 (47%)
| decided that combination therapy is an effectreatment for HIV 321 (47%)
| became very ill 144 (21%)
I had a significant rise in my viral load 142 (21%)
A number of my positive friends began to take umbmation therapy 142 (21%)
| began to see a doctor or was hospitalised dud\erelated infections 105 (15%)
n =687 Multiple response possible

5.3  About PLWHA who are not using anti-viral treatments

5.3.1

5.3.2

How many PLWHA have used anti-viral treatmenh the past?

Just over one-quarter (28%) of the PLWHA who aré¢ wsing anti-viral drugs for
HIV/AIDS at the time of completing the survey haweed these drugs in the past. Of
these respondents, 41% used one anti-viral drui, @ded two anti-viral drugs, and 39%

had used three or more anti-viral drugs.

Why did PLWHA stop using anti-viral treatmes#
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The reasons these respondents gave for discorgimsia of anti-viral drugs are shown in
Table 8. It is interesting to note the importamdeside-effects of anti-viral drugs for

HIV/AIDS. As noted earlier, over two-thirds of PLA using these drugs reported side-
effects, and many have difficulties rememberingake drugs on time, spacing meals
around medication and/or taking large numbers ib§.piAs shown in Table 8, among

PLWHA who are not using anti-viral drugs but who@aised them in the past, the most
commonly cited reasons for ceasing use were saideeeffects and onset of neuropathy
(another side-effect). Those respondents who bad anti-virals in the past but were not
using them at the time of completing the survey bsetl them for periods ranging from 1
week to 6 years, with a mean of 13 months and daneaf 6 months, so it appears that
many respondents persisted with anti-viral drugssfame time before stopping taking
them. The length of time since respondents had thsese drugs ranged from two weeks

to 7 years, (media = 13 months, mean = 28 months).

Table 8 Reasons given for discontinuing use of anti-vaalgs given by PLWHA who
have used these treatments in the past

Reason for discontinuing use n % n %
Onset of neuropathy 44 (77%)
Side effects became too severe 34 (60%)
They were not working for me 14 (25%)

as indicated by CD4 and/or viral load tests 108%)

as indicated by physical health 2 (4%)

other reasons 2 (4%)
Taking drugs at the right time became too difficult 10 (18%)
The financial burden became too great 4  (7%)
n =57

5.3.3 What would prompt these PLWHA to recommenaoé-airal treatments?

The majority (84%) of PLWHA who were not using awitial drugs for HIV/AIDS at the
time of completing the survey said that they woatohsider using these drugs at some
time in the future. The answers respondents gdwenvasked why they would take up

anti-viral treatments are displayed in Table 9. e Thost commonly cited reasons are
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related to markers of declining physical health, (egportunistic infection, results of
serological testing), but it is interesting to ndkat many people reported that their
decision to commence use of anti-viral drugs isugriced by a belief in the efficacy

and/or safety of these treatments.
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Table 9 Reasons given for considering commencing usetofvaal drugs in the future

Reason for considering anti-viral drugs n %

If I had a big drop in my overall health 38 (83%)
If I developed an opportunistic infection 32 (70%)
If I had a big drop in my CD4/T-cell count 32 (70%)
If I had a big rise in my viral load 31 (67%)
If | was certain that anti-viral treatment was #ecive treatment for 26 (57%)

HIV

If the drugs were shown to be safe in the long term 26 (57%)
If new drugs became available 19 (41%)
If a doctor recommended that | take up treatments 4 1 (30%)
If my positive friends recommended that | take ngatments 2 (4%)

n=46 Multiple response possible

5.4  Attitudes towards anti-viral treatments (all respondents)

5.4.1 What do PLWHA believe others are saying aboetv anti-viral treatments and what do

they think themselves?

Respondents were asked whether they think that ic@atntn anti-viral drugs mean better
prospects for most people with HIV/AIDS and whetlieey think that other people
believe that combination anti-viral drugs mean dyeftrospects for most people with
HIV/AIDS.

Most PLWHA (59%) believe that combination anti-Vichugs mean better prospects for
most PLWHA, while 36% say that it is too soon tb, t8% don’t know and 2% do not
believe that they mean better prospects. The aatareveal that most PLWHA (69%)
think that other people believe combination antald mean better prospects, while 16%
think that others think that it is too soon to,t4B% do not know what others think, and
2% think that other people do not believe that cowmion anti-virals mean better
prospects. In other words, PLWHA as individuals mrore cautious about the impact of

treatments than they believe PLWHA in general are.
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5.5

Graph 3 Do PLWHA believe that anti-virals offer better ppects?

Do anti-virals offer better prospects?

OWhat PLWHAs think othdr
Don't mean bette people believe
prospects B What PLWHASs believe
| | |
Do mean bette
prospects
Don't know .—
Too soonforel #
0 10 20 30 40 50 60 70
Per cent
n=912

Responses to these two questions were not infldebgevhether or not the respondents
have been diagnosed with an AIDS-defining illndag, they were influenced by whether
or not the respondent is using anti-viral drugsespbdndents who are using anti-viral
drugs are more likely to report that they, and mhehink that new treatments for
HIV/AIDS mean better prospects for most PLWHA.

Attitudes towards combination anti-viral treatments

A series of questions assessed all respondenisidais toward combination anti-viral
drugs. The responses are displayed in Table 10esdl responses indicate that while
nearly one-quarter (24%) of respondents believé thanbination anti-viral drugs are
harmful, most (57%) do not. Eighteen per cent spamdents gavedon’t knowresponse
to this statement. Respondents were also aske@ wmhoectly about the impact of
combination anti-viral drugs on their own quality Ide. While two-thirds (66%) of
respondents agree with the statem@otnbination anti-viral drugs have made my life

better, 15% disagree and a further 20% are unsure.
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5.6

The overall impression given by the data in Talfleslthat most respondents do not think
that current good health is a reason to not usevaat drugs, that most respondents
believe that they have easy access to combinatimetroviral drugs, and that most

respondents believe that combination anti-virabdrbave made their life better.

A number of significant associations were foundmeetin useof combination anti-viral

drugs and attitudes towambmbination anti-viral drugs. Compared to resors who

are not using anti-viral drugs, respondents whouameg anti-viral drugs are significantly
more likely to strongly disagree that:
they do not need to use combination anti-viralstdusurrent good health;
combination anti-viral drugs are harmful; and

combination anti-viral drugs are ineffective.

Respondents using anti-viral drugs are also mddylithan those not using anti-viral
drugs to strongly agree that:
it is easy for them to get combination anti-viraligs; and

combination anti-viral drugs have made their liégter.

Attitudes towards anti-viral treatments (amongthose currently using them)

Respondents who are currently using anti-viraltineats were asked to respond to a
number of attitude statements about these treatmenheir responses are displayed in
Table 11.

The first row of the table highlights the fact thile many people (36%) believe that
anti-viral drugs can restore their immune systdighly more (42%) do not believe that
this is possible, while nearly one-quarter (23%)ndbd know whether this is possible. In

addition, many respondents are worried about thg-term efficacy of current medication
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for HIV/IAIDS. In fact, one in five (the 19% who gaastrongly agreaesponse) appear
to be very worried about the long-term efficacytiadir current medication. Nevertheless,
the majority (72%) of respondents expressed a fbile new anti-viral drugs will be

developed in time for them to gain benefits, altfitowne-quarter (24%) do not know

whether this will happen.
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Table 10 Attitudes toward combination anti-viral drugs
strongly strongly  don’t know
disagree disagree agree agree
Attitude statement n % n % n % n % n %
| am healthy now and don’t need to use combination 326 (36%) 322 (36%) 116 (13%) 81 (9%) 48 (5%)
anti-viral drugs
| believe combination anti-viral drugs are harmful 218 (24%) 299 (33%) 161 (18%) 57 (6%) 164 (18%)
| believe combination anti-viral drugs are ineffeet 405 (45%) 376 (42%) 30 (B3%) 21 (2%) 65 (V%)

Combination anti-viral drugs have allowed me tapla
my life with confidence for the long tefm

It is easy for me to get combination anti-viral gsu

| have had previous bad experiences with combinatio
anti-viral drug$

Combination anti-viral drugs have made my life &ett

47  (6%)

27  (3%)
142 (19%)

50 (6%)

142 (19%)

56  (6%)
267 (36%)

77 (9%)

275 (36%)

404 (45%)
195 (26%)

308 (36%)

185 (25%)

348 (39%)
108 (15%)

225 (30%)

106 (14%)

62 (7%)
32 (4%)

175 (20%)

n=743-897

n varies from item to item due toging values
t only includes responses by those who have ustedieal drugs
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Table 11

Attitudes toward anti-viral drugs expressed by RAVSsIng these drugs

strongly strongly don’t
disagree  disagree agree agree know
Attitude statement n % n % n % n % n %
Anti-virals can’t restore my immune system 59 (9%) 19 (27%) 23 (34%) 58 (8%) 15 (23%)
0 6 9
| am worried that in the future my medication veilbp 13 (2%) 92 (13%) 39 (56%) 13 (19%) 78 (11%)
working for me 3 2
Taking tablets gives me an unwanted reminder thatl 56 (8%) 23 (33%) 30 (43%) 10 (14%) 16 (2%)
have HIV 1 5 0
Using anti-viral therapy makes me confident thauialy 11 (2%) 87 (12%) 39 (56%) 14 (20%) 73 (10%)
stay well 5 2
| think new treatments will be developed in time rfioe 9 (1%) 19 (3%) 33 (48%) 17 (24%) 17 (24%)
to gain benefits 9 1 1

n=702-708

n varies from item to item due toging values
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5.7

Prophylaxis for Opportunistic Infections

5.7.1 For which opportunistic infections do PLWHAse prophylaxis?

5.7.2

5.8

5.8.1

A substantial minority (39%) of respondents repobrtkat they are currently using
treatments to prevemneumocystis Carinjpneumonia (PCP) (eg, Bactrim, Dapsone,
Pentamidine, Pyrithamine, Fansidar), while 1% do kmow if they are using such
treatments. Fewer respondents (30%) are using eptiee treatments for
opportunistic infections other than PCP (eg, RibofaAcyclovir, Gancyclovir,
Fluconazole), while 2% do not know if they werengssuch treatments. Overall 48%
of the PLWHA in this study are using prophylaxig fagpportunistic infections (ie,
prophylaxis to prevent PCP and/or prophylaxis fineo opportunistic infections).

Which PLWHA are most like to use prophylaxis?

Compared to PLWHA who have not been diagnosed antiAIDS-defining illness,
PLWHA who have had an AIDS diagnosis are signifigamore likely to be using
prophylaxis for PCP (69% vs 31%), and significanthore likely to be using
prophylaxis for other opportunistic infections (628 23%). Overall, PLWHA who
have been diagnosed with an AIDS-defining illnegssagnificantly more likely to be
using any prophylaxis for opportunistic infectiof®% vs 41%). This is not
surprising given that a number of opportunisticases are themselves AIDS defining

illnesses.

Compared to men, women are significantly less yikelbe using prophylaxis for PCP
(23% vs 40%), and significantly less likely to being prophylaxis for other
opportunistic infections (17% vs 32%). Overall, wermare significantly less likely
than men to be using any prophylaxis for opportimiafections (32% vs 50%).

Use of Complementary Therapies

How many PLWHA use complementary therapies?
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More than half (56%) of the PLWHA who completed tkervey are using
complementary therapies. It appears that AustrdhBWHA are more likely to use
complementary therapies than American PLWHA poputat Singh et al. (1996)
found that 30% of PLWHA used complementary thergpaad Anderson et al. (1993)
reported that 40% of their HIV-positive sample uskeese treatments. Respondents
who have been diagnosed with an AIDS-defining gkare significantly more likely
than those who have not to report use of compleangriherapies (64% vs 54%).
Women were no more or less likely than men to lregusomplementary therapies for
HIV/AIDS.

5.8.2 Which complementary therapies are most comiyased?
Graph 4 shows that respondents reported use afietyvaf complementary therapies.
The most commonly used complementary therapies v@i@nin and mineral
supplements, used by nearly half (44%) of all PLWHWMany PLWHA use massage

(24%), herbal remedies (21%), and meditation analisation (19%).

Graph 4 Complementary therapies used by PLWHA
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5.8.3 How much do PLWHA spend on complementary t@es?

Respondents who are using complementary therapmsted spending between $0
and $140 per week on these therapies. Most resptschowever, spend $20 or less

per week (median = $20 ; mean = $23).
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5.9

Attitudes Towards Complementary Therapies

In addition to asking PLWHA their beliefs about read treatments for HIV/AIDS,
the survey assessed respondents’ attitudes towardlementary/alternative therapies.
Their responses are displayed in Table 12. Thpgution ofdon’t knowresponses to
items assessing attitudes toward complementanapies is noticeably higher than
those for the items which assessed attitudes toeuatieviral treatments and attitudes
toward health management for PLWHA. Nevertheldsse appear to be favourable
attitudes toward complementary therapies. The ntgj(¥6%) of respondents believe
that complementary therapies can improve gener#itbeeg, with over one-quarter
(29%) expressing a strong belief that this is trie.addition, over half (55%) of the
sample believe that use of complementary theraggrdelay the onset of HIV-related
illnesses, with one in five (20%) expressing arggroelief that development of HIV-
related illnesses can be delayed via the use ofplmentary therapies. Study
participants also appear to believe that use ofptementary/alternative therapies in
conjunction with orthodox medical treatments canbleeficial. Nineteen per cent
strongly agree that complementary therapies caruceedthe side-effects of

conventional medical treatments.
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Table 12

Attitudes toward complementary and alternativeapes

strongly strongly don’t
disagree  disagree agree agree know
Attitude statement n % n % n % n % n %
Complementary therapies can delay the onset @séin 17 (2%) 74 (8%) 32 (36%) 17 (19%) 31 (35%)
due to HIV 8 3 4
Complementary therapies can improve my well-being 0 %) 19 (2%) 43 (47%) 26 (29%) 18 (20%)
0 7 2
Complementary therapies can reduce the side-efbéct 13 (1%) 44 (5%) 32 (36%) 17 (19%) 34 (38%)
conventional medical treatments 7 4 8
There is not enough evidence to be sure aboutthe 89 (10%) 25 (28%) 32 (36%) 58 (6%) 17 (19%)
benefits 4 7 5
of complementary therapies
Medicine’s focus on anti-HIV drugs is very limited 50 (6%) 23 (26%) 30 (34%) 10 (12%) 20 (23%)
4 6 5 5
Complementary therapies are a central part of iy an 10 (12%) 32 (36%) 22 (25%) 14 (16%) 98 (11%)
HIV treatments 5 5 2 4

n =894 - 908

n varies from item to item due tosing data
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5.10 Using anti-viral treatments, prophylaxis for gportunistic infections, and

complementary therapies together

Table 13 summarises the various combinations dfodidx medical treatments and
complementary treatments used by PLWHA. The mastinoonly reported
combination of therapies used by PLWHA is antidvidtugs, prophylaxis for
opportunistic infections, and complementary thexag25%), however, a substantial
proportion (15%) are using anti-viral drugs onll.is interesting to note that 8% of
respondents use no treatments at all, and thatat&%sing complementary therapies
but not conventional medical therapies for HIV/AIDSNearly half (45%) of the
PLWHA who completed the survey are using both atthomedical treatments and
complementary therapies which is not surprisingegithat 55% expressed a belief
that complementary therapies can reduce the sidetgefof conventional medical

treatments.

Table 13 Patterns of use of anti-viral drugs, prophylaxas dpportunistic infections
(Ol), and complementary therapies

Treatments used n %
Anti-virals and Ol Prophylaxis and Complementareiidpies 226 (25%)
Anti-virals and Ol Prophylaxis 179 (20%)
Anti-virals and Complementary Therapies 157 (18%)
Ol Prophylaxis and Complementary Therapies 16 (2%)
Anti-virals only 132 (15%)
Ol Prophylaxis only 9 (1%)
Complementary Therapies only 102 (11%)
None 73 (8%)
n = 894
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6 Relationships and Sex

Key Findings

One in five PLWHA are not presently having sex, 50%#ve sex within a regular
relationship - half of whom have casual partnersvald, and slightly less than one-third

said they have casual sex only.

Half of the respondents said they were in a regdationship. Of these, slightly more

than half are in sero-nonconcordant relationships.

The great majority of PLWHA who are in regular tedaships have disclosed their HIV
status to their regular partner. Most partnersewsupportive in reaction to this

disclosure.

Generally, new treatments are having a positiveachpn relationships. Most PLWHA
reported that they are more able to plan theirrbutand that they are more optimistic
about the future than they were a year ago. PLWi#Aerally do not believe that
HIV/AIDS is a hindrance to developing long-termatebnships, but most PLWHA worry
about rejection by potential sexual partners ipoese to disclosure of their HIV status.
More than two-thirds agree that they are afraidndécting their partner, or potential

partner, with HIV.

The availability of the new treatments does notegppio have made PLWHA more
confident about having unprotected sex. Howeueg, impact of the new treatments
environment in other areas was less certain. PLWetAled to agree that people with

HIV now have a better chance to form relationships.

Slightly more than half said they would prefer tavd a relationship with another

PLWHA. These people tended to be bisexual and kemal men.
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With both regular and casual partners, PLWHA agaiscantly more likely to report

that they always use condoms if their partner ig-Hégative or if they do not know their
partner's serostatus. Most PLWHA who had unpretantercourse said that they
withdrew before ejaculation. Practice of withdrdwas not related to the partner’s

serostatus.

52




6.1

Sexual relationships of respondents

6.1.1 What type of sexual relationships are PLWHAwNg?

Table 14 displays the kinds of sexual relationshipgorted by respondents. A
significant relationship was found between the tgpeelationship status reported and
the respondent’s sex and sexual orientation. He¢sual men were most likely to
report that they do not have sex at present andemonere most likely to report that
Comdpdo other PLWHA,

homosexual and bisexual men were more likely teoonethat they have a regular

they have a monogamous regular relationship.

relationship with one person and casual sex wilergpeople.

Table 14  Sexual relationships reported by PLWHA
Hetero- Homo/
sexual bisexual
Women' men? men® Total*
Type of sexual relationship n % n % n % n %
No sex 16 (28%) 28 (43%) 12 (17%) 18 (20%)
9 4
Casual sex only 4(8%) 9 (14%) 25 (33%) 26 (30%)
5 9
Regular relationship and casual sex 1 (1%) 5 (8%) 19 (26%) 20 (23%)
8 4
Regular relationship only 3HB3%) 22 (34%) 17 (23%) 23 (26%)
8 7
Regular relationship with two or mor: 0 (0%) 1 (1%) 12 (2%) 13 (1%)
people
1-n=57 2-n=67 3-n=772 4 -n =906
6.2 Regular relationships

6.2.1 How many PLWHA are in regular sexual relatiships?

Fifty-one per cent of respondents said they ara iregular sexual relationship or
married. The number of respondents who reportatlittiey have sex with a regular
partner in Table 14 is slightly lower than 51% hem some respondents, whilst in

regular relationships, indicated that they are awtently sexually active. Of those
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respondents who are in a regular relationship, 4684n seroconcordant relationships
(that is, both partners were HIV-positive) and 6Q%@ in sero-nonconcordant
relationships. This 60% comprises 56% of resporgd@rito know that their sexual

partner is HIV-negative and 4% who do not knowtipairtner’s HIV serostatus.
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6.2.2 How many PLWHA in regular sexual relationshsghave disclosed their

status?

6.2.3

The vast majority of PLWHA (97%) who are in a reggutelationship have told their
partner that they are HIV-positive. Respondentsevesked to indicate how far into
the relationship they told their partner that thesre HIV-positive. Their responses
are displayed in Graph 5 and indicate that most A&bId their partner that they are
HIV-positive when they tested positive (21%) ortla¢ beginning of the relationship
(30%). A further 26% reported that their partheew that they are HIV-positive

before the relationship began.

Graph 5 Disclosure of HIV serostatus to regular partners
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How did their regular partner react to thedlisclosure?

Respondents who have told their partner of theW-pibsitive status were asked to
indicate how their partner reacted to the disclesurheir responses are displayed in
Graph 6. Most frequently participants said thadirtipartners were very supportive
(67%). Forty-three per cent reported that it did make any difference and 37% said

that they became closer to their partner.
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Graph 6 Partner’s reaction to disclosure of HIV serostatus
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6.2.4 What are the impacts of new treatments on tbgular relationships of PLWHA?

Respondents who were in a regular relationshipnatime of completing the survey
were asked to express the extent to which theyedgnath a number of statements
about the impact of the new treatments for HIV/AIDB their relationship. Their
responses are displayed in Table 15. Overalltigact on relationships of the new
treatments environment appears to be positive. eMiwan half (57%) of the
respondents reported that they are more able to fieir future and 20% of
respondents strongly agree with the stateriémtare more optimistic about our future

than a year ago
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Table 15 Regular relationships, optimism and new treatmtsilV/AIDS

strongly strongly

disagree disagree agree agree don’t know
Attitude statement n % n % n % n % n %
We now plan our lives together further into theufet 16  (4%) 111 (26%) 177 (41%) 68 (16%) 55 (13%)
than we did a year ago
We are more optimistic about our future than a aegr 19 (4%) 63 (15%) 199 (47%) 86 (20%) 58 (14%)
New HIV treatments are putting a strain on our 120 (28%) 197 (46%) 55 (13%) 11 (3%) 46 (11%)
relationship
We get along much better now there is good newson 39 (9%) 143 (34%) 117 (28%) 22 (5%) 95 (23%)

HIV treatments

n = 465 proportion of respondents in a regulattiatahip
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6.3

6.3.1

There were no significant differences between mmh\@omen in relation to sexual
identity and whether couples were in seroconcordant sero-nonconcordant
relationships, in attitudes to the statemeWs: plan our lives together further into the
future than we did a year agindWe are more optimistic about our future than a year

ago.

However, the availability of anti-viral drugs appg@o have a stronger effect on the
relationships of PLWHA who are using them than be telationships of PLWHA
who are not using them. People using anti-viragdrwere significantly more likely
than those were those not using these drugs tee agite the statementlew HIV
treatments are putting a strain on our relationstiif8% vs 8%), and significantly
more likely to agree with the stateméffe get along much better now there is good

news on HIV treatmen{88% vs 16%).

Attitudes towards relationships and sex

What are the impacts of HIV/AIDS on the sexualationships of PLWHA?

All respondents were asked to express how theydbelt a number of statements
about relationships and sex (see Table 16). PLWldAnot appear to believe that
having HIV/AIDS would be a hindrance to developingg-term relationships - 39%
strongly disagree with the stateméntill never be in long-term relationship because
of my HIV status However, the majority of respondents are worabdut rejection by
potential sexual partners as a response to digelaxutheir HIV/AIDS status - 52%
agree with the statemehtam afraid of telling potential sexual partner§ my HIV
status in case they reject mand many are worried about the risk of transioissf
HIV - 28% of respondents strongly agree with theteshenti am afraid of infecting

my partner, or potential partner, with HIV
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Table 16 Attitudes toward the impact of HIV on relationship

strongly strongly  don’t know
disagree disagree agree agree
Attitude statement n % n % n % n % n %
| will never be in long-term relationship becaaseny 343 (39%) 295 (33%) 101 (11%) 56 (6%) 95 (11%)
HIV status
| worry that nobody would want a relationship with 196 (22%) 254 (29%) 316 (35%) 97 (11%) 28 (3%)
someone who has HIV
| am afraid of telling potential sexual partnersrof 167 (19%) 223 (25%) 340 (38%) 121 (14%) 36 (4%)
HIV
status in case they reject me
| am afraid of infecting my partner, or potentiakrmer, 86 (10%) 180 (20%) 361 (41%) 246 (28%) 15 (2%)
with HIV
| prefer to have a relationship with someone wiso al 84 (9%) 192 (22%) 288 (32%) 181 (20%) 145 (16%)
has
HIV
HIV is not an issue for me in present relationsk)ip( 133 (16%) 269 (32%) 229 (27%) 104 (12%) 109 (13%)

n = 845-893 varies due to missing values
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6.3.2

Is there any association between personal relsteristics of PLWHA and their

beliefs about the impact of HIV on sexual relationips?

Whether or not respondents are in regular sexudatioaships or married plays a
significant role in their attitudes about the li$tstatements in Table 16. As would be
expected, those respondents who reported that Hrey in a regular sexual
relationship/married are significantly more likeihan those not in a regular
relationship to disagree with the statemlewdll never be in a long-term relationship
because of my HIV statug91% vs 52%). However, there was no difference of
opinion between males and females. Similarly PLWAWIAO are in a regular sexual
relationship or married are significantly more likehan PLWHA not in a regular
relationship to disagree with the stateméntvorry that nobody would want a
relationship with someone who has H85% vs 36%). Female PLWHA are
significantly more likely than male PLWHA to agreeth this statement (65% vs
45%). Respondents who reported that they are liegalar sexual relationship or
married are also significantly more likely than PHW not in a regular relationship to
agree with the statemeHtV is not an issue for me in present relations)p@8% vs
29%).

Not surprisingly, compared to PLWHA in a regulalat®nship, PLWHA who
reported that they are not in a regular sexuatioglghip were significantly more likely
to agree with the statemdram afraid of telling potential partners of my H$tatus in

case they reject mé2% vs 42%).

There was no difference between those who wereemtlyr in a regular sexual
relationship or married and those who were not wiespondents were asked whether
they agree with the statemdrdam afraid of infecting my partner, or potentianner,
with HIV. However, PLWHA in sero-nonconcordant relationshaps more likely to
agree with this statement than those in serocoaoctrklationships (74% vs 58%).
Interestingly, PLWHA who are taking anti-viral tte@ents are also more likely to

agree with this statement than those who are kotgdreatments (71% vs 59%).
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6.4

Attitudes toward treatments and relationships

6.4.1 What are the impacts of new treatments oratieinships of PLWHA?

To assess the impact of the new anti-viral treatsen attitudes toward relationships,
respondents were asked to think about the new c@ahbn treatments in relation to
the statements presented in Table 17. The avyabf new treatments does not
appear to have made respondents more confident abwing unprotected sex. Only
6% of respondents agree that they feel more camfigdout unsafe sex as a
consequence of the new treatments while 89% disaagrd a further 6% do not know.
Other impacts of the new treatments environmenies® certain. A majority (53%)

agree that people with HIV now have a better chawncérm relationships, but a

sizeable minority (32%) disagree. One-third (34%6) respondents agree that
relationships with family and friends are improvidge to new treatments, but a

slightly larger group (39%) disagree, and 27% dokmow.
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Tablel7 Attitudes toward the impact of new anti-viraatments on sexual relationships

strongly strongly don’t know
disagree disagree agree agree
Attitude statement n % n % n % n % n %
| feel more confident about unprotected sex becatise 553 (59%) 268 (30%) 43  (5%) 11 (1%) 50 (6%)
the new treatments
People with HIV now have a better chance to form 89 (10%) 199 (22%) 413 (46%) 66 (7%) 137 (15%)
partnerships and relationships
Relationships with friends and family are improvohge 91 (10%) 254 (29%) 271 (30%) 36 (4%) 240 (27%)
to the new treatments
Many relationships are breaking up due to the new 132 (15%) 255 (28%) 54 (6%) 16 (2%) 441 (49%)

treatments

n = 892-905 varies due to missing values
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6.4.2 What is the relationship between the personharacteristics of PLWHA and their

attitudes toward the impact of new anti-virals oalationships?

PLWHA taking anti-virals were more likely than tleowho were not to agree with the
statement$ feel more confident about unprotected sex becafiske new treatments
than those not taking treatments (7% vs 3&lationships with friends and family are
improving due to the new treatment88% vs 20%) andviany relationships are

breaking up due to the new treatmeii®8% vs 3%).

Homosexual and bisexual men are significantly mbkely than women and
heterosexual men to agree with the statenReadple with HIV now have a better
chance to form partnerships and relationshi(6% of homosexual and bisexual men
agree, compared to 38% of women and 40% of hetewakanen). A significant
relationship was found between whether PLWHA ara irelationship, whether they
are using anti-viral drugs and their responsefdostatementlany relationships are
breaking up due to the new treatmenkEsfty-one per cent of PLWHA in a relationship
and using anti-viral drugs disagree with this steget compared to 46% of PLWHA in
a relationship but not using anti-viral drugs, 38¥%those not in a relationship but
using anti-viral drugs, and 29% of those not irelatronship and not using anti-viral

drugs.

6.5 Seroconcordant versus sero-nonconcordant relatiships

6.5.1 Do PLWHA have a preference for seroconcordagiationships?
As noted previously, 52% of respondents statedttieat prefer to have a relationship
with another PLWHA. Compared to PLWHA who are mota regular relationship,
PLWHA who are in a regular relationship are sigmfitly less likely to agree with the

statement prefer to have a relationship with someone wisndlas HIV

Table 18 Preference for a relationship with another PLWHA

Agree Disagree Don’t know
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Relationship status n % n % n %

Currently in a regular relationsHip 201 (45%) 178 (40%) 68 (15%)
Currently not in a regular relationship 267 (60%) 48 (22%) 75 (17%)

1-n=447 2-n=390

The data also revealed a significant associatiawdsn respondents’ sex and sexual
orientation and their preference for a relationshith another PLWHA. As can be
seen in the table below, homosexual/bisexual mersignificantly more likely than
other respondents to agree with the staterhearefer to have a relationship with
someone who also has HI\Over half (55%) of the homosexual/bisexual mereag
with the statement, whereas only 38% of heterodaxea and 31% of women agree

with this statement.

Table 19 Preference for a relationship with another PLWHA

Agree Disagree Don’'t know
Relationship status n % n % n %
Homosexual / bisexual male 421 (55%) 225 (30%) 114 (15%)
Heterosexual mafe 23 (38%) 22 (37%) 16 (26%)
Femalé 17 (31%) 26 (46%) 13 (23%)
1-n=760 2-n=61 3-n=56

6.6  Sexual behaviour with regular partners

6.6.1 Condom use among PLWHA who had vaginal andémal intercourse with

regular partners.

Respondents who were in a regular sexual relatipreththe time of completing the
survey were asked a number of questions about phaatice of anal and/or vaginal
intercourse in the six months prior to completihg survey. Among the respondents
who had engaged in anal and/or vaginal intercob@8é always used condoms, 23%
sometimes used condoms, and 28% never used condddisthe PLWHA who
sometimes or always had unprotected anal and/anajaigptercourse, 68% had HIV-
positive partners, while the remainder had reguddationships with partners who

were HIV-negative.
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A significant association was found between usecaidoms during anal and/or
vaginal intercourse and partner serostatus. T&leshows that, compared to
respondents in seroconcordant relationships, relgms in serodiscordant
relationships were significantly more likely to oepthat they always used condoms,
and significantly less likely to report that thegver used condoms. In other words,
PLWHA who were in serodiscordant relationships wagmificantly more likely than

PLWHA in seroconcordant relationships to always emedoms.
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Table 20 Condom use in regular relationships

Frequency of condom use

Always Sometimes Never
Partner serostatus n % n % n %
Seroconcordant relationship 39 (26%) 28 (19%) 83 (55%)
Serodiscordant relationsfip 131 (72%) 44 (24%) 8 (4%)

1-n=150 2-n=183

6.6.2

Further analyses revealed that this pattern oflisebeld among homosexual/bisexual
men. One-quarter (25%) of homosexual/bisexual mexeroconcordant relationships
always used condoms, compared to 77% in serodigobrdlationships. Due to small
numbers this association was not statistically iSgmt among the sub-samples of
heterosexual men and women. Nevertheless amorgroeekual men 12% in

seroconcordant relationships always used condompaed to 85% in serodiscordant
relationships, and among women 41% in seroconconddationships always used

condoms, compared to 54% in serodiscordant reksttips.

Withdrawal during unprotected sex in reguleglationships.

Among the respondents who had unprotected anabrandginal sex with a regular
partner in the 6 months prior to completing theveyr 36% never withdrew before
ejaculation, while 64% sometimes or always withdreefore ejaculation. No
association was found between practice of withdreamal partner serostatus. The
practice of withdrawal was also not related to \wketr not their regular partner was
also HIV-positive. This was the case for the wheéenple of PLWHA who had
unprotected intercourse as well as for homosexsakbal men separately. This
association also held for heterosexual men and woalthough due to small numbers

it was not a statistically significant difference.

Table 21 Withdrawal during unprotected penetrative sexegutar relationships

withdrawal
yes no
Partner serostatus n % n %
Seroconcordant 69 (62%) 42 (38%)
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Serodiscordant 33 (61%) 21 (39%)

n=165
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6.6.3 Does optimism about new treatments alter cmmd use in regular

relationships?

Analyses were conducted to examine whether respisidesponses to the question
Do you believe that new combination anti-viral dsugean better prospects for most
people with HIVAvere related to their patterns of condom use dwsex with regular
partners (see Table 22). Beliefs in the efficalcthe new combination anti-viral drugs
were not related to patterns of condom use in s&roctant regular relationships.
Thus, it does not appear that greater confidenceim combination anti-viral drugs is
related to less safe sexual behaviour. Similatepat of results were found among
homosexual/bisexual men, heterosexual men, and woaithough the numbers of

respondents were too small to allow statisticatiypicant comparisons.

Table 22 Optimism about new treatments and condom use vetular partners in
serodiscordant relationships

Frequency of condom use

Do newanti-virals mean better Always Sometimes Never
prospects for people with HIV? n % n % n %
Yes 96 (75%) 27 (21%) 6 (5%)
No 35 (64%) 17 (32%) 2  (4%)
n=183

6.7  Sexual behaviour with casual partners

6.7.1 Condom use among PLWHA who had vaginal anddmal intercourse with casual

partners.

Half (53%) of the PLWHA who completed the surveydhengaged in anal and/or
vaginal sex with a casual partner in the six momgher to completing the survey.
Table 23 shows that two-thirds (68%) of the respotsl who had casual sex in the six
months prior to completing the survey either did kimow the HIV serostatus of their

partner(s) or knew their partners to be HIV-negativ
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Table 23 Penetrative sex with casual partner(s)

HIV Serostatus of Casual Sexual Partner(s) n %

All HIV-positive 23 (5%)
Some HIV-positive, some HIV-negative 133 (27%)
All HIV-negative 59 (12%)
Don’t Know 279 (56%)
n=494

Respondents were asked a number of questions tii@iutise of condoms during anal
and/or vaginal intercourse with casual partnerthensix months prior to completing
the survey. Among the respondents who had engagednal and/or vaginal

intercourse with a casual partner 46% always usealams, 50% sometimes used

condoms, and 5% never used condoms.

A significant association was found between usecafdoms during anal and/or
vaginal intercourse and casual partner serostalie. table below shows that 11% of
PLWHA who only had sex with HIV-positive casual pears always used condoms,
compared to 45% of PLWHA who had sex with HIV-n@égatind HIV-positive casual

partners, and 70% of PLWHA who only had sex witlidegative partners. As was
the case for condom use with regular partnersethieda reveal that PLWHA who
have sex with HIV-negative casual partners areifsogmtly more likely to always use

condoms than PLWHA who only have sex with HIV-pgtcasual partners.

Table 24 Condom use in penetrative sex with casual pagher(

Frequency of condom use

Always Sometimes Never
Relationship n % n % n %
HIV-positive partner(s) onfy 2 (11%) 7 (37%) 10 (53%)
HIV-positive and HIV-negative partnerfs) 145  (45%) 172  (53%) 8 (2%)
HIV-negative partner(s) onty 28 (70%) 11 (28%) 1 (2%)
1-n=19 2-n=324 3-n=40

Further analyses revealed that this pattern ofiteebeld among homosexual/bisexual
men. Due to small numbers it was not possibleesd the statistical significance of

this association among the sub-samples of hetanatexnen and women.
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Nevertheless, it is interesting to note that amdegerosexual men none of the
PLWHA who only had sex with other PLWHA always ussshdoms compared to all
of the PLWHA who had sex with HIV-negative casuartpers, and that among
women none of the PLWHA who only had sex with otRenWHA always used
condoms compared to 83% of the PLWHA who had sdk WilV-negative casual

partners.

6.7.2 Withdrawal during unprotected sex in casualationships.

Of the 55% of respondents who had unprotected @am@for vaginal sex, 14% never
withdrew before ejaculation, while 86% sometimes always withdrew before
ejaculation. No association was found betweenomdgnts’ practice of withdrawal
during unprotected vaginal and/or anal intercowasd the HIV serostatus of their
sexual partners. In other words, respondents vétb unprotected intercourse with
HIV-positive casual partners were no more or ldssl\ to practice withdrawal than

respondents who had unprotected intercourse withridigative partners.

Table 25 Withdrawal during unprotected penetrative sexasual relationships

withdrawal
yes no
Partner serostatus n % n %
HIV-positive partner(s) onfy 3 (21%) 12 (79%)
HIV-positive and HIV-negative partnerfs) 24 (14%) 143 (86%)
HIV-negative partner(s) only 0 (0%) 8 (100%)

1-n=15 2-n=167 3-n=8

Further analyses revealed no association betwednepaserostatus and practice of
withdrawal during unprotected sex among homoseBisaixual men. Due to small
numbers of respondents, it was not possible to wttritiese analyses for heterosexual
men or women, but the patterns observed among tlespendents were similar to

those found for the whole sample.

6.7.3 Does optimism about new treatments alter camduse in casual relationships?
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Analyses were conducted to examine whether respisidesponses to the question
Do you believe that new combination anti-viral dsugean better prospects for most
people with HIV?were related to their patterns of condom usendusex with casual
partners. Beliefs in the efficacy of the new comalbion anti-viral drugs were not
related to patterns of condom use in serodiscordagnlar relationships. Similar
patterns of results were found among homosexuakbes men, heterosexual men,
and women, although the numbers of respondents tweremall to allow statistical

comparisons.
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Table 26 Optimism about new treatments and condom usecashal partners

Do new anti-virals mean better

Condom use

Always Sometimes Ner
prospects for people with HIV? n % n % n %
Yes 121 (51%) 110 (46%) 8 (3%)
No 54 (37%) 81 (56%) 10 (7%)
n =383
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Community Life and Community Organisations

Key Findings

Almost all PLWHA have disclosed their HIV statusableast one person. Of those with
dependent children, half have told their childréeyt are HIV-positive. One in ten

respondents said that they have experienced disaiion at some stage. Half of the
respondents said they have changed their plantbddiuture in the last two years. Most

of these changes were positive but one in five wegative due to declining health.

When seeking advice for both treatment and livinthwvidIV/AIDS respondents most
commonly cited their doctor as their source of infation. PLWHA also rely heavily on

HIV/AIDS media, the gay press and other HIV-pogtiviends for information.

Over three-quarters of the respondents have somelvement with HIV/AIDS

organisations. Two-thirds of the respondents areontact with an AIDS Council and
over half have contact with a PLWHA organisatidmngifinding is likely to be influenced
by the fact that these organisations were a didtab source for the survey). Most
commonly, contact with organisations tended torbéhe form of newsletters and mail-
outs, but many PLWHA also receive treatments adaiwk social contact. PLWHA who
do not have contact with any HIV/AIDS organisatiarsially said this was so because
they do not wish to be involved. However, a smalinber said they feel excluded or are
unable to have contact because of where they livihe lack of transport available to

them.

Most respondents know at least one other HIV-pasifperson - usually friends,
acquaintances and past or present partners. Lskewiost PLWHA spend at least some
of their free time with other HIV-positive peopladjust over half have, at some time,
been involved in the care of another person witti/NIDS. The majority of respondents

said they have lost someone to HIV/AIDS, and thés wostly a close friend or relative.
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Over two-thirds of respondents see themselves iag part of the gay community. Half
of the respondents are also members of gay ordgemmsaand the majority of respondents

go to gay venues such as nightclubs, bars and sauna
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7.1

7.2

7.2.1

7.3

Disclosure

All but 1% of the respondents have told at leagt parson that they are HIV-positive.
Most commonly, respondents have told friends amdilyathat they have HIV/AIDS.

Responses to detailed questions about disclosufé\bferostatus revealed that: 80%
have told their HIV-positive friends that they haM&//AIDS; 87% have told other

friends; 61% have told their parents; 73% have bvlathers and/or sisters; and 20%
have told their neighbours. Among respondents Wwie dependent children 49%
have told their children that they are HIV-positivédmong respondents who were
working at the time of completing the survey 54%étold their work colleagues that

they are HIV-positive.

Discrimination

What is the experience of discrimination angpRLWHA?

One in ten respondents (10%) said that at some steey have experienced HIV-
related discrimination in their local area. Amotigpse who have experienced
discrimination, the most commonly cited form of adimination was verbal abuse
(57%) and other people avoiding physical contaéb)(9 A small proportion of

respondents (3%) reported that they currently ezpeed HIV-related discrimination

in the area in which they live and, once againbakabuse was most common (74%).

Current experience of discrimination was not relai@ whether or not respondents
have been diagnosed with an AIDS-defining illneskgether respondents live in an
inner urban area, suburban area, regional centnejral area; the length of time the
respondent have lived where they do; or the lemftime since respondents first
tested HIV-positive. Women were just as likelynasn to report that they had ever
experienced discrimination, or that they currer@iperience discrimination due to
HIV/AIDS.

Planning for the future
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7.3.1 Have PLWHA changed their plans for the futit@Vvhy?

7.3.2

Half (49%) of the PLWHA who completed the survepaded that in the last two
years they have changed their plans for the futurbeir reasons for doing so are
displayed in Graph 7. While many respondents gatl their plans had changed for
apparently positive reasons such as improved hehléhto new treatments (36%);
taking up new treatments (17%); and improved hefaltiother reasons (6%); others

gave less positive reasons for a change of plach, & declining health (20%).

Graph 7 Why future plans have changed in the last twosyear
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Do PLWHA now plan further into the future?

Among PLWHA who have changed the time frame theywbken planning for major
decisions, the most common change was to a lonmgerftame (see Table 27). The
reasons given for the change in planning were eéldb the type of change in
planning. For example, improved health or the pegcs of new treatments are
associated with changing to a longer time frameger@tis declining health is

associated with now using a shorter time frame.
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Table 27 Changes made in the last two years in the timmadrased when
making major decisions about life

Change made n %
Use a shorter time frame 167 (19%)
Use the same time frame 457 (51%)
Use a longer time frame 273 (30%)
n =897
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7.4

7.4.1

Information sources

Who do PLWHA rely upon for information aboliving with HIV/AIDS?

Respondents were asked to indicate which peopl®aadjanisations they rely on for
information about living with HIV/AIDS. Respondentvere asked whose advice they
seek for information about treatments for HIV/AIRSd for information about living
with HIV/AIDS (but not about treatments). Respmge these two questions are
shown in Table 28. The most commonly cited sowteénformation about both
treatments for HIV/AIDS and living with HIV/AIDS wsathe respondent’s doctor.
Respondents also rely heavily on HIV/AIDS media. (Egsitive Living Talkabout),
the gay press, and on HIV-positive friends for mfation about both treatments for
HIV/AIDS and living with HIV/AIDS. It is clear fron this table that PLWHA rely on
a variety of people and organisations for inform@atabout living with HIV/AIDS, and
that in addition to health professionals and PLWebkganisations, friends, partners,
and family are important sources of informationhwi¢gard to living with HIV rather

than treating HIV.

Table 28 Sources of information for PLWHA

Source of information about

Treatments for Living with
HIV/AIDS * HIV/AIDS ?
Information source n % n %
Doctor 824 (91%) 574 (64%)
HIV/AIDS press 690 (76%) 530 (59%)
Gay press 561 (62%) 445 (50%)
HIV-positive friends 503 (56%) 526 (59%)
AIDS Council/PLWHA organisation stat 354 (39%) 353 (39%)
Nurse 173 (19%) 124 (14%)
Alternative therapist 154 (17%) 137 (15%)
Friends (not HIV-positive) 153 (17%) 279 (31%)
Partner/lover 115 (13%) 213 (24%)
Positive women’s organisation 45 (5%) 35 (4%)
Internet 45 (5%) 14 (2%)
Family 43 (5%) 89 (10%)
Haemophilia foundation 11 (1%) 8 (1%)
Counsellor/psychologist - - 49 (5%)
Other health professional - - 11 (1%)
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1-n=907 Multiple responses possible
2-n=897 Information sources cited by less th#nof respondents not shown in table
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7.4.2 Are there differences across groups of PLWHWwvhere information is sought?

Not surprisingly, homosexual and bisexual PLWHAdghiey were significantly more
likely than heterosexual PLWHA to seek advice abimirig with HIV from gay press
(55% vs 11%). However, homosexual and bisexual HBWvere also significantly
more likely than heterosexual PLWHA to seek adwabeut living with HIV from

HIV magazines and newspapers (62% vs 39%). Thig neféect the distribution of

some HIV newspapers (for examlesitive Living as inserts within gay newspapers.

7.5 Contact with community organisations

7.5.1 How many PLWHA are in contact with communityganisations?

Over three-quarters (80%) of the respondents hawe snvolvement with HIV/AIDS
organisations. Two-thirds (67%) of the respondemts in contact with an AIDS
Council, and over half (53%) have contact with aAMMA organisation. Once again
this finding is no doubt influenced by the factttilaese organisations were a vital

medium through which the survey was distributed.

Among PLWHA from NSW, 18% have contact with the BgbGoldsmith
Foundation. This probably reflects the high levelspoverty among PLWHA, an
issue which is addressed in Section 8. In someratates, financial services are

integrated into AIDS Councils.
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Table 29 Organisations with which PLWHA have contact

Organisations n %
National Organisations
AIDS Council 422 (56%)
PLWHA Organisation 338  (45%)
AFAO 17 (2%)
NAPWA 8 (1%)
Positive Women's organisation 10 (66%)

NSW-specific organsiatioh’

Bobby Goldsmith Foundation 81 (18%)
CSN 29 (6%)
Day Centre 29 (6%)
Ankali 21 (5%)
Luncheon Club 21 (5%)
Positive Heterosexuals (formerly Project Clash) 9 (2%)
North AIDS 8 (2%)
Victorian-specific organisatiatioh’s
Straight Arrows 6 (5%)
Country AIDS Network 5 (3%)
Positive Attitude 5 (3%)
New Companions 4 (3%)
San Michel Hospice 2 (1%)
Positive Women'’s organisation 9 (6%)
Queensland-specific organisatidhs
AIDS Medical Unit 10 (12%)
South Australia-specific organisatidhs
Diocesian AIDS Council 2 (8%)
Positive Women'’s organisation 2  (8%)
Western Australia-specific organisatidhs
Drop-in centre 1 (6%)
AIDS Pastoral Care 7 (46%)
Positive Women'’s organisation 1 (6%)

T - proportion of women in states which have sutlorganisation
T - NSW n=447; VICn=141; QLD n=82; SAR7; WA n =15.

7.5.2 What type of contact do PLWHA have with commity organisations?

When asked about the type of contact they have MiYHHAIDS organisations, most
PLWHA (68%) reported that they receive newsletirsother mail-outs, and 58%
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7.5.3

received other services as a client of these osgtions. Nearly one-third (31%) of
those PLWHA who have contact with an HIV/AIDS orgaation work as a volunteer
in such an organisation. Among the people who \afeinteers in HIV/AIDS-
organisations, the number of hours involved in atéer work ranges from one hour to
50 hours per week and the median number is 5 hpersveek. Gay and bisexual
PLWHA are significantly more likely than heteroseklPLWHA to be volunteers
(34% vs 18%). PLWHA who are members of gay orgdioas are significantly
more likely than other PLWHA to be volunteers (39%623%).

Graph 8 PLWHA involvement with HIV/AIDS organisations
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How many PLWHA have held decision-making pasis with community

organisations?

Slightly less than one-third (31%) of the PLWHA whave contact with HIV/AIDS
organisations have ever held a decision-makingipasin one of these organisations;

14% held a decision-making position at the timearfhpleting the survey.

7.5.4 Which services provided by community orgatisas do PLWHA use?
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The table below displays the proportion of PLWHAonvbse each of the range of
services provided by HIV/AIDS-related organisationtnformation and treatments
advice were the most commonly used services, bigtatear that the social support
provided by HIV/AIDS-related organisations (whetf@mal or informal) is also used
by many PLWHA.
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Table 30 Use of services provided by HIV/AIDS-related commity organisations

Service n %
Newsletter / mail-outs 565 (72%)
Treatments advice 417(53%)
Social contact 321 (41%)
Counselling 272 (34%)
Peer support group 244  (31%)
Informal peer support 207 (26%)
Financial assistance 197 (25%)
Massage 188 (24%)
Library 111 (14%)
Financial Advice 107 (14%)
Transport services 98 (12%)
Domestic help 57  (7%)
Vitamins 15 (2%)
n=791

7.5.5 Which HIV/AIDS-related publications do PLWHAead?

The majority of respondents (94%) reported thatytmead HIV/AIDS-related
newspapers or magazinescasionallyor regularly. The HIV/AIDS newspapers and
magazines read by these respondents are displaykeable 31. The data in the table
indicate that 62% of all PLWHA who completed thervay read the national
publicationPositive Living 54% readralkabout (produced by PLWHA (NSW)), 51%
readHIV Herald, 46% readVNith Complementsand 25% readllational AIDS Bulletin
Because some publications are not distributed mallyp separate analyses were
conducted which revealed that 81% of PLWHA in NS@ad Talkabouf 49% of
PLWHA in Queensland rea@PP Alive and 70% of PLWHA in Western Australia
readPL.

Table 31 HIV/AIDS-related newspapers and magazines reaellWHA

Publication n %

Positive Living(national newspaper) 567 (62%)
Talkabout 496 (54%)
HIV Herald 465 (51%)
With Complements 418 (46%)
National AIDS Bulletin 232 (25%)
Gay press 61 (7%)
PL (WA magazine) 60 (7%)
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Foreign HIV/AIDS press (ed?02 35 (4%)

Newsletters from community organisations 29 (3%)
QPP Alive 28 (3%)
National Haemophilia 8 (1%)
n =849 Proportion of total sample

7.5.6

7.5.7

Are some groups of PLWHA more likely to re&tlV/AIDS-related publications

than others?

PLWHA who said they feel they are a part of the gagnmunity were significantly
more likely than other PLWHA to report that theyguéarly read HIV/AIDS-related
newspapers or magazines (73% vs 55%). There vgasaakignificant association
between sexual orientation and whether respondegtsarly read gay newspapers or
magazines. More than two-thirds (68%) of homoskxXRIAVHA regularly read
HIV/AIDS-related media, compared to 59% of bisexd®lWHA, and 44% of
heterosexual PLWHA. Likewise, PLWHA who feel thhey are part of the gay
community are significantly more likely than oth&L.WHA to regularly read
HIV/AIDS-related media (70% vs 50%).

It is important to note that 17% of heterosexua\HA (men and women) never read
HIV/AIDS-related newspapers and magazines - sigaifily more than the 4% of
bisexual PLWHA and 3% of homosexual PLWHA.

Why do some PLWHA choose not to be involvéth sommunity organisations?

Graph 9 shows that the majority of the respondemit® had no contact with
HIV/AIDS-related organisations said that they aot involved in these organisations
because they do not want to be involved (41%) cabse they are not interested in
being involved (35%). However, 15% of responderts not involved because they
feel excluded from HIV/AIDS organisations, while 7 unable to become involved
with these organisations because there is no sganisation in their area or because
a lack of transport means that it is difficult taig access. Women and heterosexual
men are no more likely than gay/bisexual men tol feecluded from AIDS

organisations.
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Graph 9

Why PLWHA are not in contact with HIV/AIDS orgaaisons
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7.6 Contact with other PLWHA

7.6.1 How many PLWHA know others who are living WiHIV/AIDS?

Most respondents know at least one other HIV-pasigerson. Table 32 shows that

most respondents know friends and/or acquaintawtesare also HIV-positive. A

greater proportion of heterosexual PLWHA than hoemaal or bisexual PLWHA
report that they did not know any other PLWHA (128 3%). PLWHA reporting
they did not know any other PLWHA were also sigrafitly more likely to live in

outer suburban, regional or rural areas than dagiti@s or inner suburbs (65% vs

35%).
Table 32 Other HIV-positive people known to PLWHA

Knows other HIV-positive people n % n %

No 34 (4%)

Yes 870 (96%)
Friend(s) 741  (85%)
Acquaintancé 637  (73%)
Past sexual partnler 452  (52%)
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Present sexual partiier 199 (23%)
Other family membér 54  (6%)
Child/rerl 11 (%)

n =904
t - proportion of PLWHA who know at least one otReMWHA

7.6.2 How much time do PLWHA spend with others wimave HIV/AIDS?

Most respondents spend at least some free time etltbr HIV-positive people.
Fifteen per cent spend no time with other PLWHA%3%pend a little time, 33%
spend some time, and 22% spend a lot of time wileroPLWHA. Compared to
PLWHA who have no contact with HIV/AIDS-related argsations, PLWHA who
have contact with HIV/AIDS-related organisation® aignificantly more likely to

spenda lot of time with other positive people (25% vs 12%).

7.6.3 How many PLWHA have provided care for anothgrson with HIV/AIDS?

Just over half (51%) of the respondents have aegome been involved in the care of
another person with HIV/AIDS.

7.6.4 How many PLWHA have lost someone to HIV/AIDS?

The vast majority (81%) of respondents have lostesme to HIV/AIDS. Of these

people, 94% had a close friend or relative die eesalt of AIDS.

7.7  Contact with the gay community

7.7.1 Do PLWHA consider themselves part of the gagnmunity?

The responses of study participants indicated ety PLWHA are attached to the
gay community. Over two-thirds (68%) of respondesge themselves as being part of
the gay community. Not surprisingly, almost all3%¥®) of these people are
homosexual men, while 5% are bisexual men. Anotfasr of looking at this is to say

that 77% of homosexual and bisexual male PLWHA reglothat they feel part of the
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gay community. Half (50%) of the respondents aeminers of gay organisations
which are not HIV/AIDS organisations. Again mo8i¢o) of these are homosexual
men, while 6% are bisexual men. Most (56%) of ibenosexual and bisexual male
PLWHA reported that they are a member of a gay rosgéion which is not
HIV/AIDS-related.

7.7.2 How many PLWHA read gay media and attend gapues?

Graph 10 illustrates that most (80%) of the PLWHAoncompleted the survey read
gay newspapers and/or magazines. Of these respsn®5% are homosexual men
and 7% bisexual men. Among homosexual and bisexald PLWHA 70% reported
that they regularly read gay press, while 29% mefltat they sometimes read gay
press, and 1% reported that they never read gags.preSimilarly, most (81%)
respondents go to gay venues such as bars, nightahd saunas. These respondents
were mostly homosexual men (87%) and bisexual (We$). One-quarter (26%) of
the homosexual and bisexual male PLWHA regularigrat gay venues, while 63%

occasionally attend and 11% never attend gay venues

Graph 10 All PLWHA who read gay media and access gay venues
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8 Finances

Key Findings

The majority of PLWHA have difficulty meeting themenses of day-to-day living. This
is not surprising given that over half of resporideeported a government benefit as their

main source of income.

One-third of respondents reported incomes below gbeerty line. One-third of
respondents share financial resources with a padnd this protects them from some of
the extremes of economic hardship. Very few PLWMAO are earning an income from

paid employment reported incomes below the povirgy

PLWHA with incomes below the poverty line have fevessets and are more likely to
rely on HIV/AIDS-related organisations for a vayiedf services and facilities. A
substantial minority of respondents have incomdsvbéhe poverty line and assets worth
less than $5,000.

8.1 Income

8.1.1 What is the income of PLWHA?

Table 33 displays the weekly incomes (and equivad@mual incomes) reported by
study participants. Forty-two per cent of respartslereported incomes below
$11,000, a similar finding to that reported in anlier small-scale study of PLWHA in
Australia (Ezzy et al., 1997).

Table 33 Incomes reported by PLWHA

Weekly income Annual income n %

$210 or less $10,920 or less 378 (42%)
$211 - $330 $10,921-$17,160 142  (16%)
$331 - $450 $17,161-$23,400 113 (13%)
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$451 - $570 $23,401-$29,640 97 (11%)

$571 - $690 $29,641-$35,880 57 (7%)
$691 or more $35,881 or more 110 (12%)
n =897
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8.1.2 What are the income sources for PLWHA?

The sources from which PLWHA received their incoare displayed in Graph 11.
The distribution of incomes reported in Table 3prigbably a reflection of the finding
that half (51%) of the PLWHA who completed the syrveported that their major
source of income is a government benefit, penstmmmonly a disability support
pension), or social security payment, and that 3&ported that their main source of
income is a salary. In total, 54% reported a gowent benefit as a source of income,

whether by itself, or in combination with other @mee sources.

Graph 11 Main source of income reported by PLWHA
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Approximately one in three (30%) of PLWHA reportétat they share financial
resources with a partner. Respondents who are rielaiionship were asked their
partner's weekly income. The results in the Ta@#flendicate that whilst one-quarter
(25%) of respondents’ partners are earning oveD 89 week, a similar proportion

(27%) are earning less than $210 per week.
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Table 34 Income of PLWHA'’s partner (For PLWHA who have artpar with whom
they
shares financial resources)

Weekly income Annual income n %
$210 or less $10,920 or less 72 (27%)
$211 - $330 $10,921 - $17,160 22 (8%)
$331 - $450 $17,161 - $23,400 33 (13%)
$451 - $570 $23,401 - $29,640 36 (13%)
$571 - $690 $29,641 - $35,880 38 (14%)
$691 or more $35,881 or more 65 (25%)
n =266

8.2 Poverty

8.2.1 How difficult is it for PLWHA to meet theirasts of living?

Respondents were asked a number of questions whsdssed the degree of difficulty
they have in being able to pay for various expenddwir responses are displayed in
Table 35. A surprisingly high proportion of peopl#9%) have some difficulty

meeting the costs of food. The majority of resporid have some difficulty meeting
the costs of eating/drinking out (69%), entertaintn®8%), clothing (68%), utilities

such as gas and electricity (67%), complementagyaghies (62%) and sport/exercise
(57%). Furthermore 48% have some difficulty megtime costs of transport. Of the
20 respondents who noted child care and relatett @ssan additional expense, 17

said they find meeting these costs tosbgy difficult (not shown in table).

Women were significantly more likely than men t@od that it isvery difficult for
them to meet the costs of: prescribed medicati8fo(ts 6%); medical services (28%
vs 9%); support services (22% vs 6%); and cloti{B¥fo vs 33%). Women were
more likely to have difficulty meeting the cost thfese items despite the fact that
women were no more or less likely than men to reporincome below the poverty

line (see section 8.2.2).
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Table 35

Difficulties experienced by PLWHA in meeting vawgcosts of living

very a little not at all
difficult difficult difficult

ltem n % n % n %
Travel / holidays 424  (53%) 227 (29%) 143 (18%)
Recreational drugs 175 (43%) 121 (30%) 109 (27%)
Eating / drinking out 300 (35%) 293 (34%) 265 (31%)
Clothing 302 (35%) 288 (33%) 282  (32%)
Entertainment 264 (31%) 311 (37%) 266 (32%)
Sport / exercise 176 (31%) 148 (26%) 240 (43%)
Complementary therapies 114 (26%) 160 (36%) 169 (38%)
Utilities 211  (24%) 387 (43%) 294  (33%)
Rent / mortgage / housing 155 (20%) 326 (42%) 293 (38%)
costs

Transport 140 (16%) 275 (32%) 446  (53%)
Food 118 (13%) 321 (36%) 456  (51%)
Medical services 83 (10%) 204 (25%) 534 (65%)
Support services 32 (7%) 74 (16%) 366 (77%)
Prescribed medication 53 (6%) 300 (37%) 464  (57%)

n =405 -895

Items cited by less than 2% of respondents mowa

8.2.2 How many PLWHA live below the poverty line?

The updated Henderson poverty lines published gudwrby the Institute of Applied
Economics and Social Research [IAESR] were usealssess the extent of poverty
among PLWHA. Different poverty lines are setifotome unitdased on whether the
person is single or has a partner with whom theyeshinancial resources, and the
number of dependent children. Using the IAESR {}3fata for the June quarter of
1997, it is clear that many PLWHA are living in oty with almost one-third (32%)

of respondents reporting incomes below the pouerty Women were no more or less

likely than men to report an income below the ptvkne.

It should be noted that because respondents reptivéer income in bands of sixty
dollar width rather than their precise income, @sanot possible to calculate exactly

the proportion of respondents with incomes below poverty line - the results

reported here are therefore likely to be a conseevastimate.

n varies from item to item dueiféedent numbers givingiot applicableresponse
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Table 36 Proportion of PLWHA with incomes below the poveite

income below income above

poverty line poverty line
Income unit n % n %
Couple 5 (2 %) 225 (98%)
Couple plus 1 dependent child 3 (16%) 16 (84%)
Couple plus 2 dependent child 2 (18%) 9 (82%)
Couple plus 3 dependent child 1 (100%) 0 (0%)
Couple plus 4 dependent child 0 (0%) 1 (100%)
Single 194 (47%) 221 (53%)
Single plus 1 dependent child 18 (82%) 4 (18%)
Single plus 2 dependent child 2 (50%) 2 (50%)
Single plus 3 dependent child 2 (100%) 0 (0%)
Single plus 4 dependent child 0 (0%) 1 (100%)
Total 226 (32%) 478 (68%)
n=704 T - column total does not equal reportéal due to rounding in weighting procedure.

There is a striking difference in the proportionpafople experiencing poverty among
people who are in a relationship in which they etafinancial resources with their
partner, and among single people. PLWHA who sliam@ncial resources with a

partner are less likely to report an income belogvgoverty line

8.2.3 Is poverty linked to the length of time sinlbeing infected?

On average, respondents who report incomes belewdiierty line reported that they
have been HIV-positive for a longer time than resfsnts who report incomes above
the poverty line (8 years vs 7 years 1 month).sThlationship is likely to be due to
the fact that whether or not respondents are id panployment is related to the
number of years since first testing HIV-positivEor example, PLWHA who are not
working have been HIV-positive for a longer perithéin those who are working (7

years 10 months vs 6 years 10 months).

8.2.4 Is poverty linked to employment status?

Not surprisingly, a significant association wasrfdbetween employment status and

experience of poverty. Half (51%) of the respondemho are not working reported
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8.2.5

8.2.6

8.2.7

incomes below the poverty line, while only 6% oé tftespondents who are working
reported incomes below the poverty line. Given thet that most (83%) of the
unemployed PLWHA stated that their main sourcenobime is a government benefit,
these data suggest that the income provided byrgoent benefits is not sufficient
for PLWHA.

What is the link between poverty and healtamagement?

Reports of income below the poverty line were mdated to use of anti-viral drugs,
use of prophylaxis to prevent PCP, or use of prtapdy to prevent other opportunistic
infections. However, there was an association éetw poverty and use of
complementary therapies. While 60% of respondeittsincomes above the poverty
line use complementary therapies, only 50% of nedpots with incomes below the

poverty line do so.

How many PLWHA have private health insurance?

Few respondents have private health insurance - df9%te PLWHA who completed
the survey reported that they have private healgurance. People who reported
incomes below the poverty line were significandgd likely than those who did not to

report that they have private health insurance (§%6%).

How difficult is it for PLWHA living in povety to meet their costs of living?

Not surprisingly, PLWHA who reported incomes beltlhve poverty line were more
likely than other respondents to report that thayehdifficulties meeting the costs of
living with HIV/AIDS. Compared to PLWHA with incoes above the poverty line,
PLWHA with incomes below the poverty line are sfgrantly more likely to report
difficulties in meeting the costs of:

prescribed medication;

entertainment;

eating/drinking out;

sport/exercise;
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recreational drugs;

travel/holidays;

rent/mortgage/housing costs;

utilities (phone, gas, electricity, etc.);

food;

clothing; and

transport.
Thus, it appears that HIV-related poverty affecsonly the ability of PLWHA to pay
for the basics of lifesuch as housing, food, clothing, and utilitiest ib@lso restricts

the ability of PLWHA to engage in social and reti@zal activities.

Difficulties in meeting the costs of living with MIAIDS are affected more by
whether or not the individual reports an incomeotbelthe poverty line than by
whether or not he/she has been diagnosed with B&Alefining illness. Compared to
other PLWHA, respondents who have received an Atiiégnosis are significantly
more likely to report that they have difficultiesegting the costs of entertainment,
food, clothing, and transport. Logistic regressimalyses were conducted to examine
whether difficulties in meeting costs of living arere strongly influenced by having
had an AIDS-defining illness or having an incomdobethe poverty line. These
analyses revealed that for each of the costs Jist@edng an income below the poverty
line is a greater predictor of financial difficultyhan having been diagnosed with
AIDS.

Previous studies have found that reports of inangasosts and of difficulties in
meeting these costs are influenced by disease gusign - people who have been
diagnosed with AIDS have been found to be morelike report increased costs
(Bowie et al., 1996; Kass et al., 1994; Lubeck &8&r1993). However, it appears
that difficulties in meeting the cost of living WitHIV/AIDS are more closely related
to experience of poverty than having received addiagnosis. This is a reflection
of the fact that although people who have had dnSAdlefining illness are less likely
than other PLWHA to be working, and therefore mideely to experience poverty, it
is poverty itself, rather than having had an AIDSkiing illness, which is the
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8.2.8

8.2.9

8.3

8.3.1

strongest determinant of whether or not PLWHA hdi#culties in meeting the costs
of living with HIV/AIDS.

Do PLWHA who live in poverty access differditV/AIDS organisations?

Analyses were conducted to examine whether or h@{HPA with incomes below the
poverty line have contact with different HIV/AIDSganisations than PLWHA with
incomes above the poverty line. PLWHA with incorbetow the poverty line are just
as likely as other PLWHA to have contact with anDA&I Council or PLWHA
Organisation. However, they are significantly mitkely to have contact with certain
organisations. For example, among respondents fem South Wales, PLWHA
with an income below the poverty line are signifitg more likely than other
PLWHA to have contact with the Bobby Goldsmith Fdation (38% vs 11%) and the
PLWHA day centre (17% vs 4%).

Do PLWHA who live in poverty access differéitV/AIDS services?

Among respondents who use the services of HIV/AtBI&ted organisations,
PLWHA with incomes below the poverty line are sfgraintly more likely than other
PLWHA to use certain services and facilities preddby these organisations.
Compared to people with incomes above the povent, IPLWHA with incomes
below the poverty line are significantly more likéb:

receive financial assistance (52% vs 15%);

use the organisation for social contact (51% vs)35%

receive counselling (46% vs 30%);

use transport services (22% vs 9%);

receive financial advice (21% vs 11%); and

receive domestic help (15% vs 4%).

Assets

What is the value of PLWHAS assets?
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8.3.2

Respondents were asked to estimate the total wafiual their assets (including

savings, home, car and electrical equipment). Téponted value of respondents’
assets ranged from $0 to $2,000,000. The mean wealet of $126,658.74 and the
median of $35,000 indicate a positively skewedritiigtion of asset values. Indeed,
25% of respondents reported total asset valuesssfthan $10,000. Another way of
looking at this is to note that only 32% of respenis reported a total asset value

greater than the average asset value.

Do poorer PLWHA have fewer assets?

A significant association was found between theugabf respondents’ assets and
whether or not they had incomes below the poveny.| The mean asset value of
respondents whose incomes were below the povertyvias $64,673.34, while the
mean asset value of respondents whose incomes abere the poverty line was
$155,171.14.

Of the 209 respondents with incomes below the pg\iere, one-third (34%) reported

assets valued below $5,000 and nearly half (46%bprted assets valued below
$10,000. In contrast, among respondents with irsabove the poverty line, 11%
have assets valued below $5,000 and 16% have asdets below $10,000. Overall,

of the 666 respondents who reported their incomd/@a their partner’s income) and

the value of their assets, 11% reported an incoetl@bthe poverty line and assets
less than $5,000 and 15% reported an income bdiewaoverty line and assets less
than $10,000.

All of the information presented in this sectionimgs to the fact that PLWHA with
incomes below the poverty line also report sigaffity less valuable assets than other
PLWHA. These data suggest that there exists gognb® LWHA with incomes below
the poverty line who also have few assets with tvihicmeet the rising costs of living

with HIV associated with disease progression.
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9 Housing and Accommodation

Key Findings

Slightly less than half of PLWHA live alone, andsfjuover half live in rental
accommodation, typically private rental accommantati Forty per cent of PLWHA live

in inner city Sydney where the average weekly cgmhortgage cost is $136.

Nearly half of PLWHA feel that their accommodatisntoo expensive. Many PLWHA
have changed their living arrangements as a redutiaving HIV/AIDS, typically for

reasons related to finances.

9.1 Housing and accommodation status

9.1.1 In what type of accommodation do PLWHA live?

Graph 12 reveals that most commonly PLWHA are Gvin rental accommodation
with 40% reporting that they live in private rentelcommodation, and 15% living in
public rental accommodation. Slightly more thar-tinird (35%) of respondents live
in a home they own or are purchasing, while 39%dwded their own home or flat in
the past. Among the respondents who do not clyrenin their own home/flat, 21%

had owned a home/flat in the past.
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Graph 12 Type of Accommodation
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9.1.2 How much do PLWHA spend on accommodation?

The mean cost of housing reported by respondenssdd@2.13 and the median was
$84.32. However, one-fifth of respondents (21%lidated that they pay no rent or
mortgage expenses. Respondents who do have teméayortgage expenses reported
spending between $21 and $600 per week on houskuuding respondents who do
not have any housing expenses, the mean cost sfrfgpwas $129.94 and the median
was $116.62. There was no difference between menwamen in terms of their

housing costs.

The cost of accommodation varied considerably déipgnon whether a person lived
in the inner suburbs of a capital city (averageklyesent or mortgage cost of $117),
outer suburbs ($90), a regional centre ($67) a mral location ($60). The cost of
accommodation also varied depending on the Statéhioh PLWHA lived. In New

South Wales the average weekly rent or mortgageveas $118, compared to $104 in
Western Australia, $85 in Queensland, $73 in Viatoand $72 in South Australia
(values for the Australian Capital Territory, themhern Territory and Tasmania are

not given due to the small numbers involved). BV the number of respondents is
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9.1.3

large enough to break down these data even furtherinner suburban Sydney the
average weekly rent or mortgage cost was $136, acedpto $103 in outer suburban
Sydney, $69 in regional centres, and $65 in ruf@\N Forty per cent of PLWHA

live in inner city Sydney where the average wee&ht or mortgage cost is $136.

Compared to respondents who report incomes abeveaverty line, respondents who
report incomes below the poverty line are signiitbaless likely to report that they
currently own their own home or flat (23% vs 42%yasignificantly less likely to

report that they have owned their own home orifldhe past (31% vs 45%).

With whom do PLWHA live?

Table 37 shows that 42% of the PLWHA who completedsurvey live alone. Of the

remaining 58% of respondents, many lived with argaror spouse and/or friends or

housemates. One in ten respondents lived with dkgperchildren.

Table 37 Living Companions

Living companions n % n %
Live alone 380 (42%)
Live with others 530 (58%)
Partner / spouse 306  (58%)
Friend(s) / housemate(s) 156  (29%)
Other family membefs 64  (12%)
Dependent childrén 54  (10%)
n =910

t - Multiple response possible

9.2

9.2.1

Suitability of accommodation

Is their current accommodation suitable fot &/HAS' needs?

The great majority (85%) of respondents believa thair current accommodation
meets their needs. Respondents who believe thatabcommodation is unsuitable
gave a number of reasons why they believe thewraowodation is unsuitable. These

reasons are displayed in Graph 13. The most conmemson respondents gave was
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that their accommodation is too expensive for tl§é&%). Many respondents believe
that the size (30%) and/or condition (25%) of th@acommodation is unsuitable.
Twenty three per cent of respondents who think ttretir accommodation is

unsuitable report that this is because their accodation is too far from services.
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Graph 13 Reasons why PLWHA think that their accommodat®uansuitable
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Whether or not PLWHA have incomes below the poventy is significantly related
to whether or not they believe that their accomntiodas unsuitable for their needs.
Almost one-quarter (24%) of PLWHA with incomes helthe poverty line think that

their accommodation is unsuitable compared to 1P#eorest of the sample.

9.2.2 How many respondents have changed their varrangements due to HIV/AIDS?
Why?

A substantial minority (42%) of respondents haveahe time changed their living
arrangements as a result of having HIV/AIDS. Thanges respondents made to their
living arrangements the last time they moved ampldyed in Table 38. Most
commonly respondents changed their accommodatioaulse they stopped working
(41%) and/or they needed cheaper accommodation )(40%early one-third (31%)
changed their accommodation to move closer to suppervices, and a large
proportion moved because of ill health (21%) oicpated ill health (30%).

105



Table 38 Changes in accommodation due to HIV/AIDS

Most recent change in accommodation n %
Stopped working 155 (41%)
Needed cheaper housing 150 (40%)
Moved to a quieter location 129 (34%)
Moved closer to support services 119 (31%)
Planning for illness 116 (30%)
lliness 82 (21%)
Better health 73 (19%)
Moved closer to friends 57 (15%)
Ending of long-term relationship 56 (15%)
Improved finances 43 (11%)
Beginning of new relationship 29 (8%)
Moved in with family 23 (6%)
Moved out of family home 22 (6%)
Returned to work 14 (4%)
To avoid harassment 10 (3%)
Moved interstate 6 (2%)

n=381

Multiple responses possible
Changes cited by less than 2% of respondentshaotn
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10 Employment

Key Findings

Over half of PLWHA are not in paid employment, altigh the majority were in paid
employment at the time they were diagnosed HIVipasi Most PLWHA left their

career or in some way reduced their career gosds thieir diagnosis.

Over one-third of PLWHA have not disclosed theirVH$tatus to anyone at their
workplace, and most have difficulty maintaining @tenfidentiality of their HIV status.

Thirteen per cent of respondents have experiewoekiplace discrimination.

Nearly two-thirds of respondents have stopped vabrgkome time in the past for reasons
related to having HIV/AIDS. Three-quarters citddess, depression or anxiety as the
reasons for stopping work, and half cited poor theaDver half of respondents changed
their accommodation arrangements within a few m®wothleaving work. Of those who

had left work, one-third returned to work, typigdibr financial reasons.

The effects of the new anti-virals on PLWHAS’ empteent, while still in early stages,
appears to be largely positive, with many PLWHA sidering staying at work or

returning to work.

One-quarter of those working said that HIV/AIDS fadtected their capacity to work.
Over one-third of respondents are considering dngnthe amount of work they are
doing. About half of these want to work less heitto reduce stress, or due to poor
health. About half want to increase the amounwofk they are doing, mainly for

financial reasons.

The majority of PLWHA who are not working are cafesiing returning to the workforce,

but most think that it will be difficult to do salust under half of PLWHA cited improved
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health as a reason for wanting to return to workilevmore than half cited financial,

psychological, emotional or social reasons for \wento return to work.
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10.1 Employment issues (all respondents)

For PLWHA who are working, the data in this sectrefer to their current job. For

PLWHA who are not working, the data in this sectiefer to their last job.

10.1.1 How many PLWHA are employed?

Over half (56%) of the PLWHA who completed the @yvare not in paid
employment (see Table 39). Among those who apaid employment, two-thirds are
in full-time employment, while one-third are in paime or casual work. Whether or
not respondents are in paid employment is relatetthé number of years since first
testing HIV-positive. Respondents who are not wagkhave, on average, been HIV-
positive for a longer period than those who arekimgy (7 years 10 months vs 6 years
10 months). Compared to other PLWHA, those whoehaeen diagnosed with an
AIDS-defining illness are significantly less liketg be working in paid employment
(71% vs 52%).

Women were no more or less likely than men to beaid employment at the time of

completing the survey.

Table 39 Employment Status of PLWHA

Employment status n % n %
Not in paid employment 512 (56%)
Not working / retired 336 (37%)
Unemployed 110  (12%)
Student 34 (4%)
Home duties 27 (3%)
Community work 5 (1%)
In paid employment 402 (44%)
Work full-time 265 (29%)
Work part-time 137 (15%)
n=914

The vast majority (91%) of respondents were in maitployment at the time they

were diagnosed HIV-positive. Fifty three per cehthe PLWHA who were working
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at the time they were diagnosed HIV-positive wepelonger working at the time of
completing the survey. Twenty four per cent of i&VHA who were not working at

the time of diagnosis were working at the time ahpleting the survey.
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10.1.2 In what occupations are PLWHA employed?
The occupations reported by PLWHA are shown in thlele below. The high
education levels of the sample are reflected in Itrge proportion of PLWHA

working in professional and managerial occupations.

Table 40 Occupations of PLWHA

Working * Not working”
Occupation n % n %
Professional 151 (40%) 120 (27%)
Service 66  (18%) 110 (24%)
Managerial 61 (16%) 70 (16%)
Clerical and related 43  (12%) 49 (11%)
Production and related 23 (6%) 59 (13%)
Sales 13 (3%) 23 (5%)
Artist and related 10 (3%) 6 (1%)
Agricultural 7 (2%) 9 (2%)
Sex work 1 (<1%) 4 (1%)

1-n=375 2-n=451

10.1.3 What were the career plans of PLWHA at timae of their HIV diagnosis?

Respondents who were working when they were disgghéHV-positive were asked
to describe their long-term career plan at the toheiagnosis. Their responses are
displayed in Graph 14, which shows that many PLWH48 a long-term career plan at
the time of their diagnosis with HIV. Whether ootrthese PLWHA were in paid
employment at the time of completing the survey natsrelated to career plans at the

time of diagnosis.
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Graph 14
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10.1.4 How did the career plans of PLWHA changeaftheir HIV diagnosis?

Three-quarters (76%) of the PLWHA who completed shevey reported that being

diagnosed HIV-positive had affected their work earplans. Respondents explained

a number of ways in which their work career plaad bhanged. The most commonly

cited are shown in the table below. Many PLWHA @agasons which suggest an

inability or unwillingness to plan their career tbe future.

Table 41

Effect on career plans of being diagnosed HIV-{peesi

Change in career plans

n %

n %

No change to career plans

Change to career plans
Career ended / no future career plans
Uncertain future due to unpredictable health
Lack enthusiasm / drive
Started new career / changed career
Got priorities in order / career not as important
Unable to work full-time
Changed to a less demanding/less stressful cal
Changed to doing something enjoyable
Freaked out / lost the plot
Less likely to change jobs
Changed to part-time work

120 (17%)

120%)
41 (6%)
36%)
37 (5%)
28  (4%)
26 (4%)
152%)
11 (2%)
11 (2%)
11 (2%)

214 (24%)
692 (76%)
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n =906
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10.1.5 How many PLWHA have disclosed their HIV siatto colleagues?

The data in Graph 15 show that two-thirds (63%desppondents reported that people
at their place of work know that they are HIV-pos&t however many PLWHA have
disclosed their HIV serostatus to only one or aWewk colleagues. The proportion of
work colleagues who know that the respondent hag/AIDS is not related to

whether or not they are currently working.

Graph 15 Disclosure of HIV serostatus to work colleagues
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10.1.6 Do PLWHA have difficulties at work keepinhdir HIV status confidential?

Most respondents (58%) reported that they haveroblgms keeping their HIV status
confidential at work. Only 2% reported that they bt try to keep their HIV status
confidential. Table 42 displays the problems entexed by PLWHA who reported
that they have difficulty keeping their HIV stataenfidential at work. The most
commonly cited problems are difficulty storing ataking medication at work and
having to explain absences when attending medgabiatments and when ill. A

small number of respondents reported that theycaneerned that work colleagues
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gossip about their HIV serostatus. Compared to ABWvho are not working,
PLWHA who are working were significantly less ligketo report that they have

difficulties keeping their HIV status confidential.

Table 42 Problems encountered by PLWHA who find it diffictd keep

their HIV serostatus confidential at work

Problems keeping HIV status confidential n %

Explaining absences from work due to medical appo#mts 158 (41%)
Difficulty keeping and taking medication 109 (29%)
Explaining absences from work due to illness 104 (27%)
Visible signs of illness 89 (23%)
Gossip 31 (8%)

Multiple responses possible

10.1.7 How many PLWHA experience discrimination tihe workplace?

The vast majority (87%) of respondents reportedl tiey arenevergiven a hard time
at work because of their HIV/AIDS status, while 8%d that thegeldomexperience
discrimination, 3% sometimesexperienced discrimination, 1%ften experienced
discrimination, and less than 1&bways experienced discrimination. There was no
relationship between respondents’ reports of disoation at work and whether or

not they were working at the time of completing shevey.

10.1.8 How easy is it for PLWHA to take time off vkdfor health-related reasons?

Graph 16 shows that most PLWHA appear to havelik to take time off work
when they are sick or for health-related reasddsmpared to PLWHA who were not
working at the time of completing the survey, PLWH¥ho were working were
significantly more likely to report that thealways have flexibility to take time off
work, and significantly less likely to report thttey seldom or never have this

flexibility.
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Graph 16 Flexibility to take time off work for health
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10.1.9 Is it easier for PLWHA to take time off wonkhen colleagues are aware of their
HIV status?

A significant association was found between disglesof HIV serostatus to work
colleagues and flexibility to take time off workCompared to other PLWHA, those
who have not told anyone at work about their HIVostatus are significantly more
likely to report that theyeverhave flexibility to take time of work; and compdr®
other PLWHA, those who have told all or most peoatework about their HIV
serostatus are significantly more likely to repiidt theyalways have flexibility to

take time off work for HIV-related reasons.

10.1.10 How many PLWHA have stopped working and vdiy they do so?

Nearly two-thirds of respondents (62%) reported #tasome time they had left work
for reasons related to having HIV/AIDS. Of thesespondents, 50% had
asymptomatic HIV infection at the time of leaving@nk, 37% had symptomatic HIV
infection, and 12% had been diagnosed with AID®&e feasons respondents gave for

stopping work are shown in Table 43 - responderits had stopped working more
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than once provided information about the most rec&casion on which they left

work.
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Table 43 Reasons given for leaving work due to HIV/AIDS

HIV+ but HIV+ and AIDS

no illness some illnesé  diagnosis§  All PLWHA *
Reason for leaving work n % n % n % n %
Stress / depression / anxiety 202 (75%) 151 (75%) 37 (55%) 389 (72%)
Low energy levels 138 (51%) 164 (81%) 44 (65%) 347 (64%)
Poor health 62 (23%) 153 (76%) 54 (80%) 271 (50%)
To have more quality time 124(46%) 96 (48%) 25 (37%) 244  (45%)
Expecting illness in the futur 76 (28%) 76 (38%) 26 (38%) 177 (33%)
To move to a different 50 (19%) 29 (15%) 8 (12%) 88 (16%)
location
Retrenched / sacked 20 (7%) 17 (9%) 4 (6%) 44  (8%)
To move to a different job 17 (6%) 3 (2%) 2 (3%) 22 (4%)
To care for someone 10 (4%) 3 (1%) 2 (3%) 15 (3%)
1-n=271 2-n=202 3-n=67 4 -n=>544

Reasons cited by less than 2% not shown in table

Shaded rows indicate a significant difference betwgroups
Most commonly, PLWHA left work due to stress, deysien, or anxiety (72%). One-
third (64%) left work due to low energy levels, amalf (50%) cited poor health. One-
third of respondents left work because they ardieq illness in the future. For both
PLWHA who left work due to poor health and thoseowid not, psychological and
emotional factors such as stress, depression,tgnboer energy levels, and a desire to

have more quality time were important reasonsdaving work.

Analyses were conducted to examine whether th@nsagspondents gave for leaving
work were related to whether or not they had exgpeed HIV/AIDS-related illnesses.
As can be seen in Table 43, respondents who had dhegnosed with an AIDS-
defining illness before they left work were sigo#ntly less likely than other
respondents to report that they stopped workingtdustress, depression, or anxiety.
These data suggest that the emotional impact éflerdiagnosis may be greater than
that of an AIDS diagnosis, however it should beedothat over half of the
respondents diagnosed with an AIDS-defining illnetsd stress, depression, and/or
anxiety as factors which influenced their decisioreave work. Respondents who
had experienced HIV/AIDS-related illnesses (but wlad not had an AIDS diagnosis)
were significantly more likely than other responideto report that they left work
because of low energy levels. It is interestingate that over three-quarters (81%) of

respondents who had experienced HIV/AIDS-relatktesises reported that they left
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work due to low energy levels. Thus it appears éven in the absence of an AIDS
diagnosis, the impact of HIV-related illnesses laadobvious negative effect on the

capacity of PLWHA to maintain employment.

Not surprisingly, respondents who had experiencBdAIDS-related illnesses or an
AIDS-defining iliness were significantly more likelto report that they left work
because of poor health. However, people who hamreenced an AIDS-defining
illness or who had an HIV/AIDS-related illness waemore likely to report that they
left work because of an expectation of illnesshi@ tuture. This finding suggests that
concern about the impact on work of future ill hlieas a concern for all PLWHA, not

only those who have experienced HIV-related illesss

10.1.11 How does leaving work impact on accommaalagrrangements?

Slightly more than half (52%) of the PLWHA who hbsdt work due to HIV/AIDS
said that their housing arrangements also changtinva few months of stopping
work. This is likely to be due to the fact that@®f respondents reported that upon
leaving the workforce their main source of incorharmyed to a government benefit of

less value than their salary while in paid emplogtne

10.1.12 What were the sources of income of PLWHAIlelout of work?

Graph 17 displays respondents’ main source(s)afne during their time out of the
workforce. As noted above, most (70%) PLWHA reedrthat their main source of

income was a government benefit.

Graph 17 Sources of income while out of the workforce
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10.1.13 How do PLWHA spend their time while outtbe workforce?

Table 44 shows that PLWHA who had left work engaged range of activities
during their time out of the workforce. Nearly h&d7%) of respondents spent the
time recovering from illness. One-third (34%) &VWHA engaged in volunteer work
in an HIV/AIDS-related organisation, and that 17¥ga&ged in volunteer work in
other organisations. Many PLWHA cared for othewsirdy their time out of the
workforce - 22% cared for another PLWHA and 7% daf@ children. Given the
large proportion of PLWHA who reported low energyels and/or poor health as
reasons for leaving work, it is interesting to alsehe substantial number who, upon

leaving work, became involved in volunteer work @adng for others.

Table 44 How PLWHA spend their time while out of the workte

How time is spent n %
Recreation / sport / leisure activities 288 (55%)
lliness / recuperating from illness 250 (47%)
Volunteer work in HIV/AIDS-related organisatio 178 (34%)
Care of another PLWHA 117 (22%)
Other volunteer work 87 (17%)
Care of children 36 (7%)
Travelling 20 (4%)
Studying / self-education 19 (4%)
Looking for work 14 (3%)
Looking after self 9 (2%)
n =527 Reasons cited by less than 2% not showabie

Multiple responses possible

10.1.14 How many PLWHA returned to work and why ditey do so?

Over one-third (37%) of all PLWHA who had left wodkie to having HIV/AIDS later
returned to work. The reasons given by the PLWHAréturning to work are shown
in Table 45. As can be seen, half (52%) of the PIAMvho returned to work did so
for financial reasons. Many (25%) PLWHA also citedproved physical and/or
mental health as a reason for returning to worke-@ird (34%) of the PLWHA who
had left work reported that they returned to warkmprove their mental well-being,

to enhance their self-esteem, and/or to relievedmn. When we consider these data
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and the light of the finding that many PLWHA wanted return to work to do
something worthwhile (10%), for social contact (6%id/or due to a dedication to
work (5%) we can see that the psychological impaxftdeaving work due to
HIV/AIDS are important for many PLWHA. The largegportion of people involved
in volunteer work while not in paid work and thenmoer of who reported self-esteem,
boredom, and the need to do something worthwhilgeasons to return to work
suggests that being active and contributing toetpa@re important to many PLWHA.
This is an important factor for consideration aple are forced to leave the

workforce due to disease progression.

Table 45 Reasons for returning to work given by PLWHA whki Work due to

HIV/AIDS

Reasons for returning to work n %
Money 105 (52%)
Mental well-being / self-esteem / boredom 70 (34%)
Better health / better outlook for the future 51 (25%)
To do something worthwhile 21 (10%)
Chance to work part-time 17 (8%)
Social contact 13 (6%)
Dedication to work 10 (5%)
To be(come) involved in a business 5 (2%)
Found appropriate job 4 (2%)
Need routine 4 (2%)
n =203 Reasons cited by less than 2% not shovwable

Multiple response possible

10.1.15 How have new anti-viral treatments alterthe@ career plans of PLWHA?

Among the PLWHA who were taking anti-virals in coimdgtion at the time of
completing the survey, 62% were working when thigyted using these treatments.
Table 46 shows that nearly two-thirds (62%) of BFHeNVHA who were using anti-
virals at the time of completing the survey saidt ttaking up combination anti-virals
had affected their career plans. The table alsevshthat among those whose plans
did change, the majority said that commencing couaimn anti-virals had caused

them to consider a longer work career (36%) otarmeto work (22%).

Table 46 Effect of starting combination anti-virals on car@lans
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Change to career plans n %

There was no change to my career plans 164(38%)
| anticipated a longer time in the workforce 99 (23%)
| began to consider going back to work 59 (14%)
| did not plan to go back to work, and this has no 49 (11%)
changed
| began to consider a career plan 37 (9%)
| left work 28 (6%)
n =436

Among the PLWHA who were not using anti-virals iangbination at the time of
completing the survey, 66% said that they might theen in the future, 9% said that
they would not use them in the future, and 25% wersure whether or not they
would use them in the future. Among those who #a&d they may use combination
anti-virals in the future, 28% said that the poditybof using anti-viral drugs has
affected their career plans. The ways in whichcdreer plans of PLWHA have been
affected by the possibility of starting combinatianti-viral therapy are shown in
Table 47. Many respondents feel that they are alol to plan a work career for the

first time (32%), and/or that they have begun tosider a career plan for the first time

(32%).
Table 47 Effect of possibility of starting combination awirals on career plans
Change to career plans n % n %
No change to career plans 104 (72%)
Change to career plans 41 (28%)
now planning a work career for the first 13 (32%)
time"

have begun to consider a new work cdreer 13 (32%)
anticipating a longer time in the workforce 12 (29%)
considering returning to my previous cafeer 6 (15%)

n=145
1 - Multiple response possible

10.2 Employment Issues (Among PLWHA in paid employm®nt at time of completing

survey)
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Four hundred and one respondents were workingedirtie of completing the survey
and provided information about their current woitkation. PLWHA who are in paid
employment work for an average of 35.8 hours pezkw@nedian = 38 hours). They
have been in their current job for periods randmg less than one month to 40 years

(mean =5 years 1 month; median = 3 years).

10.2.1 How many PLWHA work in an HIV/AIDS-relatedraa?

The majority (84%) of respondents reported thatr teeeryday work tasks are not
HIV-related. However, 15% reported that their gday work tasks are HIV-related,
and 1% said that their everyday work tasks are some HIV-related (eg. nurses).
Among PLWHA who are working, 13% are employed by HIN/AIDS-related

organisation.
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10.2.2 How stressful are the jobs of PLWHA who averking?
Few of the PLWHA who are working reported low levelf work stress. Graph 18
shows that 11% reportegery high levels of stress, 27% reportéigh levels of

stress, and 41% reportatbderate levels of stress.

Graph 18 Stress levels at work
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10.2.3 How is the work capacity of PLWHA affected HIV/AIDS?

Just over one-quarter (27%) of the PLWHA who arekmg said that their capacity to
perform their work duties is currently affectedhmgving HIV/AIDS. Graph 19 shows
the ways in which respondents’ work capacity iseetiéd by HIV/AIDS. Most
respondents reported that the amount of time thepd at work has decreased due to
either working fewer hours per week (50%) or to alwtays being able to go to work
(34%). In addition, many respondents reported tiingit physical and mental stamina

has been reduced, and that this affects their ptodhy.
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Graph 19 Ways in which work capacity is affected by HIV/AID
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n =105 Multiple responses possible
Reasons cited by less than 2% not shown

10.2.4 How many PLWHA are considering changing th&ype of work and why?

Just under one-third (31%) of the PLWHA who arekirg are considering changing
the type of work they do. The main reasons giarwanting to change the type of
work are because respondents want more of a challet0%), less stress (24%), or

more money (8%).

10.2.5 How difficult will it be for PLWHA to changéheir employment?

Respondents were asked how difficult it will be them to make the desired change
to the type of work they do. Most respondents g@igsxl some difficulty: 17% think
that it will bevery difficult 58% think that it will besomewhat difficujt17% think
that it will besomewhat easynd 8% think that it will beery easy
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10.2.6 What type of (re)training will be requiredf PLWHA to change employment?

Respondents were also asked to explain the tygesjifaining they think they may
have to undertake to achieve the desired changtdim employment situation.
Responses to these questions (displayed in Tableug¢fgjest that most PLWHA feel
that they will have to undergo some form of (rejtireg - whether this is formal

education or on-the-job training.

Table 48 Training required to achieve desired change ie tfjpemployment

Training required n %
Attending short courses 43 (39%)
On-the-job training 32 (29%)
Education in TAFE 23 (21%)
Education at university 23 (21%)
Training in voluntary organisations 1 (1%)
No training 21 (19%)
Don’t know 14 (13%)
n=111 Multiple response possible

10.2.7 How many PLWHA are considering changing tamount of work they do? Why?

Just over one-third (38%) of the PLWHA who are wogkare considering changing
the amount of work they do. Of the respondents what to change the amount of
work they do, 48% want to reduce the hours work&@p want to increase the hours
worked, and 5% want to stop working. These result8cate that while many

PLWHA want to reduce their workload and stress|evwaany others want to increase
their workload. No association was found betweéretiver or not respondents have
been diagnosed with an AIDS-defining illness ancetlbr they want to increase or

decrease the number of hours they spend at work.
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Graph 20 Why PLWHA want to change the amount of work they d
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10.2.8 How difficult do PLWHA believe it will be tchange the amount of work they do?

When asked how difficult it will be for them to makhe desired change in the amount
of work they do, most respondents perceived sorffieudty: 9% think that it will be
very difficult 50% think that it will besomewhat difficujt30% think that it will be

somewhat easyand 11% think that it will beery easy

10.3 Employment Issues (Among PLWHA who were not ipaid employment at time

of completing survey)

Nearly all (99%) of the PLWHA who were not in pathployment at the time of
completing the survey had been in paid employmémsome time in the past. The
majority (59%) of PLWHA who are not working are sotering starting work or

returning to work.

10.3.1 How difficult do PLWHA believe it will be t@turn to work?
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The majority of unemployed PLWHA who want to (régmthe workforce think that
starting work or returning to work will be diffical31% think that it will bevery
difficult; 48% think that it will besomewhat difficujt 17% think that it will be

somewhat easyand 3% think that it will bgery easy

10.3.2 Do PLWHA consider that they will need (rgining?
Approximately half of the respondents who are adesing returning to work think
that they will need (re)training through on-the-jwhining and/or short courses. A
substantial minority think that they will need @r@)ning through courses at a TAFE

institute and/or university.

Table 49 Training required to start paid employment or metio paid employment

Training required n %
On-the-job training 156 (55%)
Attending short courses 137 (48%)
Education in TAFE 92 (32%)
Training in voluntary organisations 66 (23%)
Education at university 42 (15%)
No training 48 (17%)
Don’t know 2 (1%)
n =284 Multiple responses possible

10.3.3 Why do PLWHA wish to return to work?

The main reasons respondents gave for wantingtbat return to work are shown in
Table 50. The most commonly cited reasons forefiteying the workforce are
financial considerations, and the second most #&stiy cited reasons are
psychological, emotional, or social - to enhandeesteem, to relieve boredom, or to
enhance mental well-being. This pattern is theesas the pattern of reasons for
returning to work given by PLWHA who returned to nkafter leaving work due to
HIV/AIDS. It is obvious that being out of the wdokce will have an impact on the

financial situation of PLWHA - most (83%) of the WIHA who are not working
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reported that their main source income is a Govemtrbenefit, and PLWHA who are
working reported significantly higher incomes thBhWHA who are not working.
However, it is also important to note the psychmalgand emotional impacts of being
out of the workforce. It appears that many PLWH®& aware of the impact of
working on their physical health and general weliFg. Over one-quarter (29%) of
the respondents said that their desire to (re)ehtemworkforce is influenced by an
increased understanding of the impact of work athe It does appear, however, that
respondents acknowledge the detrimental effectsr@f-working. Another interesting
finding reported in Table 50 is the high proportmiirespondents who want to return
to paid employment because of the possibility ofkiag part-time (49%) or because

of the possibility of working more flexible hour$9%o).

Table 50 Reasons given for wanting to (re)enter the woxdor
n %

Financial reasons 251 (87%)
Psychological / emotional / social reasons 211 (73%)
The possibility of working part-time 140 (49%)
Improved physical health 134 (46%)
Better understanding of the impact of work on Healt 82 (29%)
The possibility of more flexible work hours 56 (19%)
To contribute to the community 4 (1%)
n =288 Multiple responses possible

Respondents who had been in paid employment at Soraen the past were asked to
describe their last job. Respondents had bedmein last job for periods ranging from
one month to 35 years (mean = 5 years 10 mothsiamed3 years 4 months), and
worked an average of 39.8 hours per week (medidf Bours). These respondents

have been out of paid work for an average of 3sy8anonths (median = 3 years).
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