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Executive summary

1.1 Background and
approach to project

Background

This project aims to determine the extent to which the

needs of PLWHA have changed since the previous

review reported in 2000 and on the basis of these

needs make recommendations regarding the strategic

framework for providing HIV care and treatment

services and service models for the next triennium

(see terms of reference in Appendix A).

Approach

Because of the broad scope of this project and

the relatively short time frame, the following

approach was adopted:

� a proforma was sent out to all Area Health Services

and other (non health) government and non

government organisations seeking data on the

utilisation of their services. In this initial phase there

was also a call for submissions (a guide to the

preparation of submissions and an example of one of

the proformas is also included in Appendix B)

� a series of seven half-day workshops with key

stakeholders was conducted for the following groups

of people:

� staff of Level 5/6 services and other relevant

services (mental health, palliative care, drug and

alcohol, sexual health, health promotion)

� staff of Level 4 and below services in

metropolitan Areas and staff from other services

such as drug and alcohol, mental health, sexual

health, health promotion

� HIV/AIDS coordinators

� laboratory staff

� staff of non government organisations

� general practitioners

� PLWHA.

1.2 Summary of key findings

Epidemiology

� In NSW at the end of 2003, there had been 13,235

HIV infections diagnosed, 5,325 AIDS diagnoses,

3,532 AIDS deaths and there were an estimated

number of 9,703 people are living with HIV infection.

� The highest number of HIV notifications in NSW was

in 1987 when there were 1646 cases. Since that time

the numbers have decreased steadily to 337 cases in

2001. There was a slight rise in 2002 to 387 cases

and this upward trend has continued in 2003 with

412 new HIV notifications.

� The number of newly reported HIV cases is highest

among homosexual-bisexual men. Between 1993

and 1997, the male homosexual group represented

68% of total new HIV infections and the

heterosexual group was 12% of the total.

Between 1998 and 2002, the male homosexual

group comprised 63% of new HIV infections and

the heterosexual group was 17% of the total.

� Newly diagnosed cases of HIV are concentrated in

the areas of South Eastern Sydney and Central

Sydney. These are the Area Health Services of

residence for 62% of cases diagnosed in the

five year period, 1998 to 2002.

� The number of newly diagnosed cases of HIV who

speak a language other than English is increasing as

a proportion of the total. In the period 1991–1995

they represented 5% of the total number of new

cases, in the period 1996–1999 this figure increased

to 11%, and for the three years 2000–2002,

it was 17%.

� There is good evidence that most STIs act as a

co-factor in the transmission of HIV. Almost all

State/Territory health jurisdictions reported an

increased number and population rate of diagnosis

of syphilis and gonorrhoea in the last few years.

In Sydney, newly acquired infections were reported

among homosexually active men at Levels that had

not been seen in the recent past.

1
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� If it is assumed that the number of notifications will

continue to increase slightly over the next five years

and that there will be around 35 deaths annually,

there will be an additional 2000 PLWHA in NSW in

2008, or between 11,500 and 12,000 in total.

Service utilisaton

� There has been a significant (66%) decline in

patients with HIV/AIDS admitted to NSW public

and private hospitals over the past five years.

� Despite the reduction in the number of admissions

over the last five years there has not been much of a

decline in length of stay for patients who are

admitted for longer than one day with average

length of stay remaining at around 11.5 days

for the last four years.

� The Area Health Services with Level 4 HIV/AIDS

services have increased their share of HIV/AIDS

patients from 11% in 1999/2000 to 18% in 2001/02

despite the decline in HIV/AIDS inpatients overall.

The share of HIV/AIDS bed days in these Areas has

increased from 9% to 15% of the State’s total.

The largest increase has occurred in the Area Health

Service of Northern Rivers.

� There is no data source that provides a reliable,

detailed and complete picture of the activity of

non admitted services, despite the fact that this

is the setting where care and treatment of most

PLWHA currently occurs.

� In the absence of data on the utilisation of non

admitted services, it was decided that the pattern

of expenditure on s100 drugs for HIV would provide

an indication of where PLWHA were receiving non

admitted services from. SESAHS has the highest

expenditure on these drugs – $25m or 66.5% of

the total cost of s100 drugs for people with HIV.

Issues and Implications for service delivery

� Shift from inpatient to ambulatory care.

The data on the utilisation of inpatient services

shows the dramatic decline in their use over the past

five years, mainly as a result of effective treatment

regimens that are available on a non inpatient basis.

� Poor quality of data on the utilisation of

non admitted services. There is a need to more

accurately measure non admitted activity so that

it is possible to ensure:

� service activity is able to be monitored and

comparisons can be made between Areas

� resource allocation reflects the relative utilisaton

of admitted and non admitted care

� Areas are funded equitably.

� Inadequate services in some Areas. Areas that

have recently had an increase in the numbers of

people diagnosed with HIV/AIDS such as SWSAHS,

NRAHS, MNCAHS and other Areas which have staff

recruitment and retention problems such as GMAHS

and FWAHS, have difficulty providing basic HIV care

and treatment services.

� Patient complexity and the need for integrated

services. Most submissions commented on the

increased complexity of HIV patients. This patient

complexity refers largely to co-morbidities and other

associated problems such as depression, cognitive

impairment, dual diagnosis (HIV, hepatides, STI,

mental health and drug and alcohol) and behaviour,

anxiety and adjustment disorders. In addition there

are side effects of treatment and physical problems

associated with ageing. The problems/co-morbidities

of many PLWHA require that HIV services are well

integrated with other services, especially mental

health and drug and alcohol services.

� Duplication of services, competitiveness,

poor communication. Comments about serv i c e

duplication, competition and poor communication

between services, unclear re f e rral pathways in

high prevalence Areas were made in submissions

f rom Area Health Services as well as non

g o v e rnment org a n i s a t i o n s .

� Access to some services such as allied health,

dental, highly specialised drugs is an issue.

Also some population groups – people from a CALD

background, Aboriginal and Torres Strait Islander

people, inmates of correctional facilities, people in

rural Areas – have reduced access to services.

� Supported accommodation. The respective roles of

the NSW Department of Health, Department of

Disability and Aged Care, Department of Housing in

providing supported accommodation is not always

clear. This is an issue that needs to be resolved as

changes occur in the nature of the progression of

HIV/AIDS so that it now resembles a chronic disease,

resulting in an increase in the need for a range of

supported accommodation services. This clarification



of roles and responsibilities should include the other

supported accommodation services providers, namely

non government organisations.

� Increasing prevalence of PLWHA with ADC and

other neurological complications. People with

ADC are now living an average of 44 months after

diagnosis; approximately four times longer than they

were in pre-HAART times, when the average life

expectancy was only six months after ADC diagnosis.

� Distribution and number of GPs.

The maldistribution and lack of GPs with

s100 prescribing rights for antiretroviral

treatments was highlighted in submissions,

especially outside SESAHS.

� Post Exposure Prophylaxis. Post exposure

prophylaxis (PEP) with antiretroviral medications

and counselling has been offered in NSW to persons

at risk for HIV exposure through sexual activity or

injecting drug use since 1999. It has been proven

to be very effective, however Areas should also

ensure that there are clear guidelines for clinicians

regarding compliance with recommended

prescribing and followup protocols and PEP

policies and procedures need to be reinforced in

Emergency Departments in hospitals.

� Low risk HIV antibody testing. A number of the

submissions were concerned about the extent of

low risk testing that occurs among surgical and

obstetric patients. It is estimated that only about 1%

of the total number of samples sent for an HIV test,

are positive. Despite the decline in the number of

newly infected cases, the number of HIV antibody

tests continues to increase from 149,000 in

1996/97 to 253,000 in 2001/02. Thus substantial

savings could be made by targeting the

request for testing to high risk individuals.

1.3 Proposed strategic
directions

1. Continue to endorse the planning principles
outlined in the previous Review of HIV/AIDS
Care and Treatment Services

2. Recognise the changing treatment pattern of
HIV/AIDS, in particular the shift from
inpatient to ambulatory care

Priority areas for action

� Data on the cost of inpatient services is currently

available and AHS should be required to monitor

their inpatient utilisation and justify their inpatient

allocation against this utililisation. Ideally funds

would be allocated to both inpatient and non

inpatient services on the basis of the relative

utilisaton but consistent and comparable data on

non inpatient services are not available.

� Role delineation guidelines should be reviewed and

the service descriptions changed to reflect the

pattern of treatment and care for people with HIV so

that there is less emphasis on admitted services and

more emphasis on non admitted services. Core allied

health services need to be identified and links to

mental health and drug and alcohol should be noted.

3. Articulate models of HIV/AIDS service
delivery in Areas with a high, moderate and
low prevalence of PLWHA

Priority areas for action

� NSW Health should define models of care for high,

moderate and low prevalence Areas in collaboration

with AHSs, non government organisations and GP

representative bodies such as ASHM and HIV/AIDS

research organisations.

� An ongoing joint planning forum of SESAHS and

CSAHS should be established to ensure services are

well coordinated between the two Areas especially

on the boundary where there is a concentration of

PLWHA. Non government organisations must also be

partners in a joint planning activity of this nature.
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4. Develop mechanisms to enhance the
integration and coordination of services

Priority areas for action

� Policy linkages and service agreements need to be

developed between HIV services, Mental Health and

the Alcohol and Other Drugs Programs, resulting in

services that are delivered in a more holistic way.

� Some services especially oral health services and

counselling services are not readily available for

PLWHA in some Areas. Strategies need to be

developed in collaboration with the Oral Health

and the Mental Health Branches as well as the

non government organisations, to determine how

these services can be made more accessible

and/or more effective for PLWHA.

� The feasibility of establishing new HIV services such

as treatment for metabolic conditions such as

lipodystrophy and lipoatrophy needs to be explored.

� Roles and responsibilities of all the main providers –

specialists, GPs, sexual health services, non

government organisations – need to be clearly

defined, re f e rral protocols and lines of communication

clearly established. It may be appropriate to develop

service agreements between these key providers

based on these policies and pro c e d u re s .

� To avoid duplication of services and to ensure a

better continuum of care, a policy of case

management for people with complex needs

should be developed. This is especially relevant in the

inner city where patients seek services across

Area borders from both SESAHS and CSAHS.

5. Improve access to some services and for
some population groups

Priority areas for action

� NSW Health should continue to pursue negotiations

with the Australian Government regarding access to

services for those without a Medicare card.

� Continued access to confidential and free HIV testing

at sexual health centres is vital to ensure that risk

populations have low threshold access to screening.

� S e rvices need to be mindful of the need to balance

the expectations and values of a diverse range of

clients groups, in order to ensure a culturally

a p p ropriate service and ongoing access for all

a ffected. This may re q u i re specific values training or

p romotion strategies, or demographically targ e t e d

s e rvices, according to the population characteristics

of PLWHA in the Are a .

� Areas with large Aboriginal populations such as

CSAHS, WSAHS, NEAHS and FWAHS need to have

adequate sexual health services to facilitate a

reduction in STIs and hence avert the increased risk

of transmission of HIV to this population.

� Staff in specific HIV services and mainstream services

(government and non government) need to have

access to cultural awareness training, adhere to

confidentiality protocols, and be trained to be non

discriminatory and non judgmental.

� NSW Health needs to continue negotiations with the

Australian Government to increase community access

points for highly specialised dru g s .

6. Develop and implement strategies that
maximise people’s access to PEP

Priority areas for action

� All Areas, but SESAHS in part i c u l a r, should develop

and implement strategies which direct people seeking

PEP to their local services – rather than to a central site

such as St Vi n c e n t ’s. Areas should also ensure that

t h e re are clear guidelines for clinicians re g a rd i n g

compliance with recommended prescribing and

followup protocols. Such strategies will minimise

costs and reduce inappropriate subsidy of tre a t m e n t

for out of Area patients. Areas may also wish to

consider implementing strategies to review cases

for which PEP is prescribed prior to dispensing

a full month’s supply of treatment.

� PEP policies and procedures need to be reinforced in

Emergency Departments in hospitals.

7. Develop a supported
accommodation strategy

Priority areas for action

� Commence inter-agency discussions to clarify

further the respective roles and responsibilities of

government and non government organisations in

the provision of supported accommodation services

for PLWHA. These discussions would involve the

State government departments of Health, Housing,

DADHC, the Australian government and non

government organisations.
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� Develop a supported accommodation strategy which

ensures an adequate range of services across the

spectrum of need, plans for projected need over the

next five to ten years and is based on an agreed

delineation of roles of responsible agencies.

8. Maintain funding for statewide services

Priority areas for action

� A rticulate the criteria for defining and funding a

statewide service. These criteria would provide a basis

for the identification of services that may be eligible

for funding, and for future perf o rmance monitoring.

� Monitor and evaluate the performance of these

services regularly to establish their continued

relevance for funding as a statewide service.

� Develop service agreements with these statewide

services that include performance measures.

� Evaluate the HIV Dental Program for its effectiveness

and in collaboration with the Oral Health Branch

determine whether it would be more appropriate to

move towards an oral health service model

incorporating prevention and health promotion.

� NSW Health needs to follow up and obtain details

about the number of HIV-related autopsies provided

by the Institute with a view to assessing whether it

should continue to be funded as a statewide service.

9. Address maldistribution and increase number
of s100 accredited GPs

Priority areas for action

� Explore with ASHM the options for improving the

number and distribution of s100 prescribers.

10. Develop strategies to improve GPs
knowledge of HIV medicine

Priority areas for action

� Explore strategies to address this issue with ASHM

and other relevant organisations such as the Royal

Australian College of General Practitioners, and the

Australasian College of Sexual Health Physicians.

11. Foster partnerships between AHS and
non government organisations

Priority areas for action

� Identify the range of mechanisms needed to ensure

adequate and appropriate involvement from non

government organisations in the planning and

development of services.

� Review existing service agreements with non

g o v e rnment organisations to ensure they are adequate

in the delineation of services to be provided and the

specification of linkages with relevant serv i c e s .

12. Continue support for workforce development

Priority areas for action

� Area Health Services should develop workforce

strategies that complement their HIV service model

and clearly identify the skills they are aiming to

develop or enhance among their staff.

� To help address the challenge of retaining a

community care workforce, non government

organisations should explore the potential of offering

shared traineeships in HIV community care under the

newly revised National Community Training Package

as well as the scope for increased use of Australian

Government traineeships supported by on the job

training and competency assessment.

13. Evaluate some specific laboratory issues

Priority areas for action

� Assess the issues defined above to facilitate the more

cost effective provision of HIV/AIDS laboratory serv i c e s .

1 4 . Enhance utilisation data and service monitoring

Priority areas for action

� The Minimum Data Set currently being trialled in

SESAHS needs to be evaluated to assess its

applicability to other Areas and to non government

organisations and to determine the feasibility of

extending it to other Area Health Services and to non

government organisations.

� A monitoring framework with standard performance

indicators needs to be developed to allow an annual

review of the activity of all HIV/AIDS services across

all Area Health Services.

� A similar monitoring framework is needed in the non

government sector so that data definitions and

activity measures are standardised across the sector.

� The proposed enhanced laboratory surveillance

system needs to be evaluated.
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2.1 Background
New HIV therapies have resulted in fewer AIDS deaths

and reduced demand for HIV/AIDS inpatient care .

However increased longer term survival of people living

with HIV/AIDS (PLWHA) together with new cases each

year, has increased the overall prevalence of PLWHA.

This trend has resulted in the ongoing demand for non

inpatient specialist hospital services, and an incre a s i n g

demand for mental health services, drug and alcohol

services, community home nursing, GP serv i c e s ,

counselling and peer support, supported accommodation

and respite care. At the same time there has been an

increased demand for complex pathology services re l a t e d

to monitoring the effect of drug therapy and significant

costs associated with routine HIV antibody testing for all

su rgical patients, re g a rdless of risk.

NSW Health is responsible for statewide policy

and strategic planning, determining priorities for

HIV/AIDS care and treatment, identification of

minimum service re q u i rements for Areas, and

monitoring service provision. Area Health Services

a re responsible for the planning, coordination and

p rovision of local HIV/AIDS health promotion, care ,

treatment and support services. Additional health

p romotion, care, treatment and support services

a re provided by specialist community based non

g o v e rnment organisations. There is constant pre s s u re

on NSW Health and on the Areas and non

g o v e rnment organisations to find the right balance

between spending on preventative services such as

health promotion and spending on treatment serv i c e s .

NSW Health released a report on the Review of HIV/AIDS

Care and Treatment Services in May 2000. This current

project aims to determine the extent to which the needs

of PLWHA have changed since the previous review

reported in 2000 and to use these needs to make

recommendations regarding the strategic framework for

providing HIV care and treatment services and service

models for the next triennium. It is intended that the

findings inform reorganisation and realignment of HIV

care and treatment services where appropriate based on

identified and emerging needs. That reorganisation and

realignment would occur within existing resources

(see terms of reference in Appendix A).

To determine the needs of PLWHA and to formulate

options for the future organisation and delivery of

services the following tasks have been undertaken:

� an overview of the epidemiology of HIV/AIDS

� a review of relevant policy and planning documents

and reports from NSW Health, Australian

Government Department of Health and Ageing

� a select literature review of the evidence in relation

to models of care and treatment for PLWHA

� a broad profile of HIV/AIDS services in metro p o l i t a n

and rural Area Health Services in NSW in terms of the

services provided and the model of service delivery

� a description and analysis of the utilisation of

statewide HIV/AIDS services including Sydney

Children’s Hospital Paediatric HIV Service,

Haemophilia Counselling Service, Multicultural

HIV/HCV Service, Workforce Development Project,

ADAHPS, NSW Infection Control Resource Centre,

NSW 24-Hour Needlestick Injury Hotline

� an analysis of the current utilisation of inpatient and

non inpatient services over the last two to five years

in Area Health Services with Level 5/6 HIV/AIDS

services including details of patient casemix

complexity, number of sameday admissions, cross

Area flows etc

� an analysis of the current utilisation of inpatient and

non inpatient services over the last two years in Area

Health Services with HIV/AIDS services below Level 5

including details of patient casemix complexity,

number of sameday admissions, cross Area flows etc

� an estimate of future projections of HIV/AIDS services

which take into account the potential effect of

current and emerging HIV treatments

� an analysis of trends in the utilisation of services and

models of care of non government organisations

� a review of the role of GPs in the

provision of HIV/AIDS services

� a review of workforce issues for Area Health

Services and non government organisations

in the provision of HIV/AIDS services



� an examination of arrangements for access to

highly specialised drugs and the identification of

options for improving access

� an analysis of trends in the utilisation and cost of

Post Exposure Prophylaxis and the identification of

options for improving access

� an analysis of the utilisation and capacity of

laboratory services to undertake HIV antibody testing,

viral load testing/PCR, viral resistance testing, other

HIV-related testing and the identification of options

to streamline AIDS program funding for this testing

� an examination of recent reviews of health

promotion and the identification of opportunities for

the integration of health promotion with treatment,

care and support

� a broad appraisal of the range of support services

including dementia care, case management, day

services, housing/accommodation and dental

services, in terms of their capacity, use and

appropriateness of model of care.

2.2 Approach to this project
Because of the broad scope of this project and the

relatively short time frame, which was interrupted by

the Christmas/January holiday period, the following

approach was adopted. Instead of the usual individual

consultations at the beginning of the process, time was

spent developing a proforma, which was sent out to all

Area Health Services and other (non health) government

and non government organisations seeking data on

the utilization of their services (see Appendix B).

In this initial phase there was also a call for submissions

(a guide to the preparation of submissions and the

proforma is also included in Appendix B).

Then in the second and third week of Febru a ry 2004 there

was a series of half-day workshops with key stakeholders.

The purpose of the workshops was use the expertise of

invited participants to assist the consultants in:

� reviewing trends from relevant service utilisation

data, and issues and themes raised in submissions

� identifying key areas of change in the needs of

PLWHA since 2000

� exploring the implications of these changes,

especially in terms of options for the reorganisation

and realignment of HIV care and treatment services.

There were seven workshops in total held for the

following groups of people:

� staff of Level 5/6 services and other relevant services

(mental health, palliative care, drug and alcohol,

sexual health, health promotion)

� s t a ff of Level 4 and below services in metropolitan Are a s

and staff from other services such as drug and alcohol,

mental health, sexual health, health pro m o t i o n

� HIV/AIDS coordinators

� laboratory staff

� staff of non government organisations

� general practitioners

� PLWHA.

It was proposed that the maximum number of

participants at each workshop would be 20. Invitations

were sent out by the AIDS/infectious Diseases Branch

(AIDB) of NSW Health.

All Area Health Services responded to the survey of

services and call for submissions in addition to a number

of other government and non government org a n i s a t i o n s .

The extent of the response is shown in Table 1.
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Table 1. Response to survey and call for submissions

Organisation Survey Submission

Area Health Service

WSAHS + +

WAHS + +

SWSAHS + +

SESAHS + +

NSAHS +

CSAHS + +

CCAHS + +

HAHS +

IAHS +

FWAHS +

MWAHS +

MAHS +

NEAHS + +

NRAHS + +

GMAHS + +

MNCAHS +

MWAHS + +

SAHS + +

Corrections Health +

Statewide Services

Multicultural HIV/HCV + +

Albion St Centre + +

Ankali +

ADAHPS

NGOs

PLWHA NSW +

The Haven + +

Stanford House + +

Positive Support Network Inc +

ACON + +

NorthAIDS +

BGF +

People with Disability Inc +

ASHM +

Foley House +

Haemophilia Foundation + +

Other

RACGP – Michael Kidd +
St Vincent’s Reference
Laboratory for HIV/AIDS +

DADHC +

DOCS +

Corrective Services +

Housing +

An Advisory Committee was established to guide the

service and needs assessment. The Committee was

chaired by Dr Roger Garsia, Director of Clinical HIV

Services at RPA and also Chair of the NSW Ministerial

Advisory Committee on HIV and Sexually Transmissible

Diseases. Members of the Committee represented the

NSW Health Department (AIDS and Infectious Diseases

Branch), non metropolitan HIV/AIDS services, non

government organisations, the HIV/AIDS Coordinators,

PLWHA, the Australasian Society for HIV Medicine

(ASHM), and General Practitioners. The names of

Committee members are provided at the

beginning of this report.

The Advisory Committee met at key stages of

the project, including to review the methodology,

the preliminary findings and strategic directions,

and the draft report.

Introduction
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3.1 Australian Government
Australia’s first National HIV/AIDS Strategy was released

in 1989. This Strategy had a number of distinctive

features, among them the notion of partnership –

between governments, affected communities,

researchers, educators and health professionals – and

the adoption of innovative education and prevention

initiatives as a means of preventing the spread of the

virus. These features were retained in both the second

(1993/4 to 1995/6) and third (1996/7 to 1998/99)

Strategies. The third Strategy emphasised the need to

link and integrate related responses in an effort to

sustain and maximise the population health benefit.

The current National HIV/AIDS Strategy (2000)

consolidates and extends this emphasis on integration

and more effective links with related programs and

policies. The central elements of Australia’s response to

HIV/AIDS in the five years to 2003/04 are as follows:

� a national strategy approach

� an enabling environment

� non partisan political support

� health promotion and harm minimisation

� the partnership approach

� the involvement of affected communities

� linked strategies.1

This fourth strategy has five priority areas

to guide implementation:

� an enabling environment

� HIV/AIDS related health promotion,

including disease prevention

� treatment, care and support

� research

� international assistance and cooperation.

Under treatment, care and support some of

the challenges identified include:

� the development of a coordinated continuum

of care which is integrated and client oriented

� ensuring access to approved therapies and

monitoring tools, such as viral load testing

� extending access to antiretroviral drugs

beyond hospital pharmacies and in rural

and remote communities

� supporting GPs and sexual health physicians in

rural and remote communities

� ensuring access to mental and other health services.

C o n t e x t

1 According to the Strategy, the other population health initiatives that have a bearing on the health and wellbeing of people living with and
affected by HIV/AIDS are: the National Drug Strategic Framework 1998-99 to 2002-03; the National Indigenous Australians’ Sexual Health
Strategy 1996-97 to 1998-99; Building on Success 3, the Australian Government’s response to Towards a National Strategy for HIV/AIDS Health
Promotion for Gay and Other Homosexually Active Men; the National Mental Health Strategy; the National Suicide Prevention Strategy;
Healthy Horizons: a Framework for Improving the Health of Rural, Regional and Remote Australians 1999-2003; and Health of Young
Australians: A National Health Policy for Children and Young People.
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3.2 NSW Government
NSW Health last undertook a review of its HIV/AIDS care

and treatment services in 1998. The report from this

review (NSW Health 2000) made a number of

recommendations in the following areas:

� service utilisation monitoring

� maintenance of current 5/6 hospital services

� a stronger focus on ambulatory and

community based services

� a review of the AIDS Resource Allocation Formula

� promotion of the use of case management and

coordinated care models

� the need for better home support for PLWHA

� better access to dental services

� the adequacy of current referral arrangements

between public sector services and GPs and between

HIV services and mental health services and HIV

services and drug and alcohol services

� the role of the AIDB in planning of HIV/AIDS services.

Many of these issues are still relevant today as only some

of the recommendations have been implemented.

In 2000 the NSW Ministerial Advisory Committee on

AIDS Strategy (CAS) prepared Statement of Strategic

Directions, the main purpose of which was ‘the creation

of a framework which promotes the improvement of

health through measures that prevent the transmission

of HIV and reduce the impact of HIV within the

community.’ The Statement identifies emerging

challenges and outlines clear strategic directions for

future action. The strategic directions for the future in

relation to treatment, care and support services are:

� development by the partnership (government,

community organisations, the medical and scientific

communities and PLWHA) of triennial care and

treatment plans

� promotion of data standardisation for all aspects of

HIV related service delivery

� development of sentinel indicators of changes in

demand for clinical care

� development of strategies to maintain a core of

clinical expertise in hospital and community settings

� ongoing monitoring of utilisation and morbidity

data and guidelines for monitoring and

allocation of resources.

The Statement also identified the roles and

responsibilities of the Australian Government, State,

Area Health Services, community based and non

government organisations, and local authorities and

proposes strategic directions in relation to education and

prevention, research, funding and monitoring and

evaluation as well as to treatment care and support.

This current HIV/AIDS Care and Treatment Services and

Needs Assessment is being undertaken at the same time

as a review of the NSW HIV/AIDS Health Promotion Plan,

and a review of the AIDS Program Resource Distribution

Formula. Findings from all of these projects will form the

basis of the next triennial NSW HIV/AIDS Strategy.
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4.1 Epidemiology

4.1.1 Definition of HIV and AIDS
The Human Immunodeficiency Virus (HIV) attacks the

human immune system, leaving infected individuals

vulnerable to chronic, progressive illness, opportunistic

infections and cancers. Once those infected with

HIV cross a certain medically defined threshold,

they are described as having Acquired

Immunodeficiency Syndrome (AIDS).

The virus spreads as infected body fluids – blood,

semen, vaginal fluids and breast milk – pass from one

person to another through for example, unprotected

sexual intercourse, shared needles or vertical

transmission from mother to child (in vitro, during

delivery or through breast feeding). At present there

is neither a vaccine to prevent HIV infection nor a

cure for AIDS, however it is entirely preventable.

4.1.2 Number of new HIV infections,
AIDS diagnoses and AIDS deaths

According to the National Centre in HIV Epidemiology

and Clinical Research’s Annual Surveillance Report 2003,

(NCHECR 2003) there had been 19,674 HIV infections

diagnosed in Australia at the end of 2002, and an

estimated 13,120 people were living with HIV infection.

The per capita rate of HIV infection is highest in NSW

with 5.8 diagnoses per 100,000 over the last five years

followed by Victoria with 3.8 per 100,000, then the

Northern Territory and Queensland – both with 3.3 per

100,000 – then the Australian Capital Territory (2.5 per

100,000), Western Australia (2.4 per 100,000), South

Australia (2.0 per 100,000), Tasmania (0.7 per 100,000).

In NSW at the end of 2003, there had been 13,235 HIV

infections diagnosed, 5,325 AIDS diagnoses, 3,532 AIDS

deaths and an estimated number of 9,703 people are

living with HIV infection. Figure 1 shows the trend in the

number of notifications of HIV, AIDS and AIDS deaths by

year in NSW from 1981–2003.

The highest number of HIV notifications in NSW was

in 1987 when there were 1646 cases. Since that time

the numbers have decreased steadily to 337 cases in

2001. There was a slight rise in 2002 to 387 cases and

this upward trend has continued in 2003 with 412

new HIV notifications. The peak of the epidemic in

t e rms of AIDS diagnoses and AIDS deaths was in 1994

when there were 552 and 424 cases re s p e c t i v e l y.

By comparison in 2003, AIDS diagnoses were 112 and

AIDS deaths were 31.

Figure 1. Notifications of HIV, AIDS and AIDS deaths by year, NSW, 1981–2003

Source: NSW Health Notifiable Diseases Database
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4.1.3 Risk exposure category
The number of newly re p o rted HIV cases is highest among

homosexual-bisexual men although this number has been

generally declining since 19932 f rom 424 cases to 246

cases in 2002 (Table 2). The next largest group is the

h e t e rosexual group and even though the numbers have

remained relatively stable over this 10 year period (see

Table 2), this group has increased as a pro p o rtion of the

total newly re p o rted infections from 9% in 1993 to 15%

in 2002. Figures 2 and 3 show the pro p o rtion of cases in

each exposure category for two five year periods fro m

1993–1997 and from 1998–2002. During the first period,

the male homosexual group re p resented 68% of total new

HIV infections and the heterosexual group was 12% of the

total. In the second five year period, the male homosexual

g roup comprised 63% of new HIV infections and the

h e t e rosexual group was 17% of the total.

Figure 2. Newly diagnosed HIV infection
by exposure category, NSW, 1993–1997

Source: NSW Health Notifiable Diseases Database

Figure 3. Newly diagnosed HIV infection

by exposure category, NSW, 1998–2002

Source: NSW Health Notifiable Diseases Database

See Table 2 for the actual numbers in each category.

4.1.4 Area of residence
Newly diagnosed cases of HIV are concentrated in the

areas of South Eastern Sydney and Central Sydney.

These are the Area Health Services’ of residence for 62%

of cases diagnosed in the five-year period, 1998–2002.

The remaining 38% are scattered throughout the

remaining 15 Area Health Services, in particular Northern

Sydney (7%), Western Sydney (7%), South Western

Sydney (6%), Hunter (2%), Northern Rivers (2%),

Illawarra (2%) and Wentworth (2%). The Areas of

Central Coast, Greater Murray, Mid North Coast, Mid

Western and New England each had 1% of newly

diagnosed cases and there were 5% of cases for which

the Area Health Service of residence was undetermined

or unstated (see Figure 4).

Undetermined 11%

Vertical 1%

Haemophilia/
coagulation disorder
0%

Heterosexual 12%

Male
homosexual/IDU 4%

Male homosexual contact 68%

Not stated 0%

IDU 3%

Blood tissue recipient 1%

Undetermined 10%

Vertical 0%

Haemophilia/
coagulation disorder
0%

Heterosexual 17%

Male
homosexual/IDU 4%

Male homosexual contact 63%

Not stated 2%

IDU 4%

Blood tissue recipient 0%

2 1993 is the earliest year for which the number of ‘undetermined’ is at a reasonable level ie 13%.
Before 1993 the proportion of ‘undetermined’ sometimes was as high as 33%.

Table 2. Number of newly diagnosed HIV infections in NSW by year and risk exposure category

Risk exposure 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002 2003

Male homosexual-bisexual 424 346 365 299 285 246 246 230 211 245 278

Male homosexual-bisexual and IDU 12 24 24 14 17 16 14 8 18 12 8

Injecting drug use 20 18 20 17 11 9 12 20 18 8 12

Heterosexual 55 61 65 58 62 89 57 59 56 56 63

Haemophilia–Coagulation disorders 0 0 1 0 0 0 0 0 0 0 0

Blood tissue recipient 3 7 2 4 1 0 1 0 0 0 0

Vertical 3 7 5 2 1 2 1 2 0 1 2

Undetermined and not stated 77 39 56 59 50 41 44 31 34 65 49

Source: NSW Health Notifiable Diseases Database, 29 April 2004.
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Figure 4. Newly diagnosed HIV infection by Area
Health Service of residence, NSW, 1998–2002

Source: NSW Health Notifiable Diseases Database

4.1.5 Gender
Women re p resent only a small number of the total

number of newly diagnosed HIV infections (see Figure 5).

However they are increasing as a pro p o rtion of the total.

Between 1990 and 1994 they were 5.7% of the total

number of new infections, this increased to 7.5% in the

period 1995–1999 and was 8.9% for the four years 2000

to 2003. NCHECR’s Annual Surveillance Report 2003

re p o rts that an increasing number of HIV diagnoses

among women was associated with heterosexual contact

in a high prevalence country or heterosexual contact with

a partner from a high prevalence country in sub Saharan

Africa or Asia (NCHECR 2003:20).

4.1.6 Age
At the time of HIV diagnosis, the majority of people

(39%) are in the 30-39 year age group.

Another 29% are in the 20-29 year age group

and 20% in the 40-49 year age group.

4.1.7 People from culturally and
linguistically diverse backgrounds

The number of newly diagnosed cases of HIV who speak

a language other than English is increasing as a

proportion of the total. In the period 1991–1995 they

represented 5% of the total number of new cases,

in the period 1996–1999 this figure increased to 11%,

and for the three years 2000–2002, it was 17%.

These people tend to present at services later than the

English speaking population (NCHECR, 2003). Of the

537 people who spoke a language other than English

(LOTE) and were newly diagnosed with HIV between

1991 and 2002, 221 (41%) were exposed to HIV

through heterosexual contact compared to 14% of

all newly diagnosed cases of HIV in this category for

this same period (NSW Health Notifications data).

This proportion has increased over time: the proportion

of heterosexual notifications that spoke a LOTE at home

was 52% of notifications between 1996 and 1999

and between 2000 and 2002, this proportion

increased to 78%.

Epidemiology, HIV treatment, profile of PWLHA and projections

FWAHS 0%

Illawarra 2%

SESAHS 42%

MWAHS 1%
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Source: NCHECR (2003) and NSW Health Notifiable Diseases Database for 2003 data

Figure 5. Newly diagnosed cases of HIV infection by gender, NSW, 1990–2002
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4.1.8 Aboriginal and Torres Strait
Islander People

Nationally between 1993 and 2002, 180 HIV diagnoses

and 69 AIDS diagnoses were notified among Aboriginal

and Torres Strait Islander people. Exposure to HIV was

attributed to an almost equal proportion of heterosexual

(37%) and male homosexual (36%) contact. A higher

proportion of HIV diagnoses were associated with

injecting drug use (20%) in Aboriginal and Torres Strait

Islander people compared to 4% in non Indigenous

people (NCHECR, 2003). Figure 6 shows the number of

newly diagnosed HIV infections for the Indigenous

population nationally and for NSW. The sharp increase in

2002 nationally was mostly related to an increase in

notifications in Western Australia.

Figure 6. Newly diagnosed HIV infection in the
Aboriginal and Torres Strait Islander population by
year for NSW and Australia

Source: NCHECR (2003)

4.1.9 Other sexually
transmissible infections

There is good evidence that most STIs act as a co-factor

in the transmission of HIV. Increases in the rates of STIs

also indicate that people at risk may be becoming less

vigilant about always adopting safe sex practices.

Almost all State/Territory health jurisdictions reported an

increased number and population rate of diagnosis of

syphilis in 2002 compared to 2001. In Sydney, newly

acquired infections were reported among homosexually

active men at Levels that had not been seen in the

recent past (NCHECR 2003).

Figure 7 shows the rate of syphilis notifications in

metropolitan Area Health Services for the last 11 years.

There has been an alarming increase in the age adjusted

rate per 100,000 population in the last few years in

South Eastern and Central Sydney. Figure 8 shows the

trend in rates over the last 11 years in selected rural

Area Health Services. These rates are much higher than

in the metropolitan Areas but the numbers are much

lower because of their smaller population.

The Far West and New England stand out in

particular. Both Areas have a high proportion of

Aboriginal people living within their boundaries.

Figure 7. Syphilis notifications by metropolitan
Area Health Service by year

Source: NSW Health Notifiable Diseases Database
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Figure 8. Syphilis notifications by selected
rural Area Health Service by year

Source: NSW Health Notifiable Diseases Database

Gonorrhoea surveillance data provide another indication

of a possible increase in sexual risk behaviour among gay

and other homosexually active men in Australia. Figures

9 and 10 show notifications for gonorrhoea over the last

11 years by metropolitan and rural Area Health Service.

Again South Eastern Sydney and Central Sydney stand

out in the meropolitan area and the Far West, New

England and Northern Rivers stand out in the rural areas.

Figure 9. Gonorrhoea notifications by
metropolitan Area Health Service by year

Source: NSW Health Notifiable Diseases Database

Figure 10. Gonorrhoea notifications by
selected rural Area Health Service by year

Source: NSW Health Notifiable Diseases Database
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4.2 HIV treatment
The mid-nineties saw the introduction of the use of

highly active antiretroviral therapy (HAART), which has

significantly altered the course of HIV infection.

HAART consists of treatment with combinations of

drugs from three different classes, although not

necessarily one drug from each class. Long term

suppression of HIV replication occurs in about 60%

of people who commence triple combination therapy

(Orth, Hoy, Fitzgerald et al 2001). The consequent

reduced viral load produces strong immune recovery in

most patients. However the long term duration of the

response in those who achieve viral control is not

known nor is it known whether drug resistance and

loss of efficacy will emerge. Most of the drugs have

significant side effects and require complex dosing

schedules, making adherence (a major determinant of

resistance) an issue of concern. Long term survival may

result in chronic drug toxicity and metabolic problems

such as lipodystrophy, lipoatrophy, hyperlipdaemia,

insulin resistance and hepatic mitochondrial toxicity

(International AIDS Society – USA Panel, 2000).

It is estimated that almost nine out of ten (86%) of NSW

PLWHA have taken antiretroviral drugs at some stage,

with 73% using them currently (Grierson and Misson

2002).3 Of those who are currently taking antiretrovirals,

42% report that their health has improved; 42% also

report that they experience side effects including

diarrhoea, nausea, lipodystrophy, fatigue/lethargy and

neuropathy. Almost three quarters (72%) report

difficulties in taking their medication, the most common

difficulty being to remember to take their medication on

time. Those NSW PLWHA who are currently using

combination therapy have done so for an average of

four years and 11 months and 43% of them have taken

a break from antiretrovirals at some stage.

4.3 Profile of PLWHA

4.3.1 Demographic, social
and economic

In the HIV Futures study (Grierson and Misson 2002)

the age of NSW respondents ranged from 23 to 70

years with an average age of 43.9 years. The NSW

cohort of PLWHA had been seropositive for 10.5

years compared to 9.5 years nationally.

Thirty seven per cent have a major health condition other

than HIV/AIDS including cardiovascular disease, diabetes,

hepatitis B (HBV), hepatitis C (HCV) and asthma. One

quarter (25%) of respondents from NSW re p o rted having

been diagnosed with a mental illness. For 80% of these

people the diagnosis was depression. Eleven per cent

indicated that they had been diagnosed with HCV.

Fifty nine per cent of the NSW sample had used

marijuana in the last 12 months; 44% had used amyl,

33% ecstasy, 24% viagra, 22% speed (not injected),

12% speed (injected), 15% cocaine (not injected),

4% cocaine (injected), 9% LSD, 9% steroids (injected),

6% GHB/GBH/Fantasy, 3% methadone, 3% homebake,

2% heroin. Despite this usage, most PLWHA from

NSW said they were not concerned about

the amount of drugs they took.

Over half (51%) of NSW PLWHA were not in paid

employment and of those working, 62% were full

time. Nearly half of the working group reported that

their capacity to perform their work duties is affected

by having HIV/AIDS – they tire quickly, work fewer

hours, or have difficulty concentrating.

Given the large number of PLWHA who are not in paid

employment, it is not surprising that 45% of

respondents reported that their main source of income

is a government benefit, pension or social security

payment. Just under half of respondents reported

annual incomes below $20,000 and 23% of Sydney

PLWHA and 39% of rural PLWHA were living

below the poverty line.

The majority of NSW respondents live in Sydney (80%).

A third own or are purchasing their own home, 44%

3 This estimation is based on a major survey of HIV positive people, known as the HIV Futures survey – a self complete, mail back questionnaire
obtaining information on demography, accommodation, health and treatments, services and organisations, sex and relationships, employment,
recreational drug use and finances. Although recruitment to this study was voluntary, comparisons were made to the Australian HIV
Surveillance Report and the data were weighted to conform with the demographic profile of that report so that the results reported accurately
represent the Australian population of PLWHA.

Epidemiology, HIV treatment, profile of PWLHA and projections
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rent privately (although a large proportion of these

would be on a Disability Support Pension (DSP) and

publicly subsidised in private rental accommodation

under the Department of Housing’s SAS-S program),

11% live in public housing, 5% live rent free and 4%

live in community housing. Forty eight per cent of

NSW PLWHA live alone.

Over one third (35%) of NSW PLWHA had experienced

discrimination when attending a medical service because

of their HIV status, with 14% having experienced such

discrimination in the last two years. This discrimination

took the form of avoidance, confidentiality problems,

being treated last, additional infection control, refusal

of treatment, being rushed through, harassment and

abuse. PLWHA from rural NSW were significantly

more likely to have experienced discrimination at a

medical service at some time than those from Sydney.

Eleven per cent of PLWHA in NSW had also received

less favourable treatment due to their HIV status in

relation to accommodation and 18% had been

discriminated against in relation to employment.

4.3.2 Changes in the needs of PLWHA
Due to the efficacy of HAART, PLWHA are living longer.

They often have a number of co-morbidities, which are

either pre-existing, associated with their treatment, or

acquired as part of the progress of their HIV infection,

general lifestyle factors, or the ageing process. They may

also have socio-economic problems related to their HIV

status as described above. Many of the submissions to

this service and needs assessment refer to the ‘increased

complexity of HIV patients’. This patient complexity

refers largely to these co-morbidities and other

associated problems as well as the fact that PLWHA are

now treated mostly in ambulatory settings (outpatients,

day treatment areas, community health services, sexual

health services, GP surgeries), which is very different to

when HAART was not available. Pre-HAART, the pattern

of illness associated with HIV was very different to now.

Simply expressed it was as follows: contraction of HIV,

period of up to 10 years of being relatively well,

contraction of an AIDS defining illness, death.

There was often not the time for the same number of

co-morbidities to occur, there were none of the side

effects associated with HAART and people with an AIDS

defining illness were largely treated as inpatients

because of the severity of their problems.

PLWHA vary along a continuum from those who are

coping well, are in the workforce and living

independently without any support, to those who have

some or many of the co-morbidites/problems described

above, and who require various Levels of home and

community support. Some people on this continuum

may need short term or medium term accommodation

during difficult periods but many of these people may

be able to return to independent living. There are also

a small number of PLWHA on this continuum who have

many problems such as other physical health problems,

dual and triple diagnoses (HIV, mental health, drug

and alcohol issues), co-infection with the hepatides

are at risk of other STIs, self harm, non adherence to

medication, homelessness and unemployment.

As a result these people are often seen to

lead a ‘chaotic lifestyle’.

At the end of the continuum there are people with AIDS

dementia complex (ADC) who require 24 hour

supported accommodation and in some cases,

containment. Due to a very significant improvement in

survival times following HAART, people with ADC are

now living an average of 44 months after diagnosis of

ADC – approximately four times longer than pre-HAART

times (ADAHPS, 2003). Consequently there is an

increase in the total numbers of people with ADC and

therefore increasing numbers requiring higher Levels of

care, in particular supported accommodation.

The Advisory Committee to this project was asked to

estimate the number of PLWHA at various stages along

this continuum. They estimated that the majority (maybe

70%) of PLWHA live independently in the community,

are working and mostly only require regular monitoring.

Another 29% have a greater need for services and this

group becomes increasingly more complex. Included in

this group are those on social security, who require more

complex clinical care and generally benefit from a

multidisciplinary response. Included in this group also are

those in the ‘chaotic lifestyle’ category. The number of

people with ADC is only small (approximately 1%), but

because they are a growing group, their needs for

supported accommodation are an important and

significant issue. It is these 30% of people who probably

consume the most time and resources of the health and

non government HIV service providers.

Epidemiology, HIV treatment, profile of PWLHA and projections
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4.4 Projections
In the last five years, there have been between 350 and

400 new HIV notifications each year (see Appendix C).

Over the same five-year period the number of deaths

have been between 70 and 26 a year. As discussed in

section 4.1.2 the number of new notifications declined

since the last review from 405 in 1998 to 337 in 2001

and then increased to 387 in 2002 and 412 in 2003.

If it is assumed that the number of notifications will

continue to increase slightly over the next five years and

that there will be around 35 deaths annually, there will

be an additional 2000 PLWHA in NSW in 2008, or

between 11,500 and 12,000 in total.

MHAS estimate that treatment and care services in NSW

will continue to experience demand from PLWHA with

complex cultural and linguistic needs over the next five

years, particularly from people born in Asia and sub

Saharan Africa arising from HIV prevalence patterns

overseas, immigration patterns and on-going mobility

to and from areas of higher HIV prevalence.

Epidemiology, HIV treatment, profile of PWLHA and projections



Current services

5.1 Overview of current service
arrangements

5.1.1 Roles and responsibilities
NSW Health has responsibility for statewide strategic

planning of HIV/AIDS care and treatment services, which

includes determining policies and priorities, identification

of minimum service requirements for Areas and the

monitoring of planning and service provision. Area

Health Services are responsible for the planning,

coordination and provision of local HIV/AIDS health

promotion, care, treatment and support services.

Additional health promotion, care, treatment and

support services are provided by specialist community

based non government organisations.

5.1.2 Funding
Up until 1997/98, Australian Government funding to the

States under the National HIV/AIDS Strategy was tied to

expenditure on HIV/AIDS services. Subsequently specific

HIV/AIDS funding has been rolled into the broader Public

Health Outcomes Funding Agreements (PHOFA) to give

the States greater flexibility in its application and to shift

the focus from inputs/processes to outcomes. NSW

Health has maintained dedicated HIV/AIDS funding and

annually allocates over $72m to Area Health Services

and non government organisations to provide

HIV/AIDS services.

This funding is allocated to Area Health Services on the

basis of the HIV/AIDS Resource Distribution Formula. This

formula is currently under review. Included in this

funding is an allocation of $5.5m to some Area Health

Services to provide statewide services, discussed in

section 6 of this report. Nearly $14m are allocated to

non government organisations by a separate process.

Non government organisations also provide statewide

services (listed in Table 4 below) and they are funded

centrally by NSW Health, while those which provide

services within a particular Area Health Service are

funded by that Area.

Table 3. AIDS funding to Area Health Services

Area Health Service Budget Allocation
2002/03

CSAHS 10,212,104

NSAHS 3,946,531

WSAHS 4,442,708

WAHS 1,528,846

SWSAHS 2,446,900

CCAHS 984,403

HAHS 3,219,330

IAHS 1,311,975

SESAHS 25,301,811

Total metropolitan AHS 53,394,609

NRAHS 1,384,607

MNCAHS 840,698

NEAHS 583,990

MAHS 317,425

MWAHS 568,642

FWAHS 255,880

GMAHS 530,431

SAHS 508,364

Total rural AHS 4,990,037

Total all AHS 58,384,646

Source: NSW Health, AIDB Branch

5
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Table 4. Non government organisation funded through
the AIDS budget, 2002/03

Non government organisation Annual Grant 2002/03

ACON 6,140,800

NCHECR 100,000

National Centre for HIV Studies 118,800

NUAA 973,300

Pharmacy Guild of Aust 1,770,200

PLWHA NSW Inc 434,900

Total grants for statewide NGOs 9,538,000

CCAHS

Positive Support Network 38,000

CSAHS

Family Planning NSW 417,300

Haemophilia Soc NSW 73,100

Leichhardt WHC 45,000

Stanford House Inc 141,100

The Gender Centre 207,800

W.H.O 101,910

HAHS

ACON 102,700

Karumah Day Centre 115,300

IAHS

Healthy Cities Illawarra – AIDS TF 24,700

NAHS
NorthAIDS Inc 62,160

SESAHS

ACON 248,100

ASHM 183,600

BGF 949,450

CRC Justice Support Inc 58,700

Eastern Suburbs Community Youth Association 18,630

Foley House Inc 872,300

Gamma 13,700

Gay & Lesbian Counselling Service of NSW 4,500

Luncheon Club 42,000

Youth Accommodaton Association 215,900

SWSAHS

Cabramatta Community Centre 72,200

WAHS

FPA – Warehouse 135,100

WSAHS

ACON 81,800

The Haven 69,100

Total NGOs funded by AHS 4,294,150

Total all NGOs 13,832,150

Source: NSW Health, AIDB Branch

NSW Health has also funded Aboriginal sexual health

projects since 1989/90. The Australian Government

Office for Aboriginal and Torres Strait Islander Health

(OATSIH) began contributing Special Funding for this

purpose at the start of the National AIDS Strategy

1993/94 to 1995/96. In 2002/03 NSW Health received

$1,736,000 from OATSIH, NSW Health exceeded this

allocation by contributing approximate additional

funding of $2,809,268 to Aboriginal sexual health.

See details of this funding in Appendix D.

NSW currently has a large and advanced network of

Aboriginal sexual health programs. This has been

achieved through an effective partnership with the

Aboriginal Health & Medical Research Council of NSW

(AH&MRC). The implementation of the Aboriginal sexual

health projects was based on the assessment of sexually

transmissible infection (STI) and HIV rates; population

distribution; and geographical coverage.

In total there are 40 Aboriginal sexual health projects

in NSW, with an equal ratio of Aboriginal Community

Controlled Health Services (ACCHS) and Non

Government Organisations (NGO) to Area

Health Services (AHS) projects.

The key objectives of the Aboriginal sexual health

projects are to work with sexual health services

and ACCHS to:

� assist in reducing the incidence of sexually

transmissible infections (STI), HIV and hepatitis C

virus (HCV) within local Aboriginal communities

� minimise adverse impacts of HIV, HCV and STIs by

providing culturally appropriate services, support and

education to the different target groups within the

local Aboriginal communities

� i m p rove the quality of life, life expectancy and re d u c e

geographical isolation of HIV positive Aboriginal

people through adequate treatment, care and support .

To ensure the success of the Aboriginal sexual health

program in NSW, the AIDS/Infectious Diseases

Branch (AIDB) continues to fund and establish

additional initiatives including:

� a state-wide support network for the

Aboriginal sexual health workers

� network training and development projects

� funding for workforce development
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� specific funding for care and treatment

at Redfern AMS

� the distance learning package for a Diploma

of Community Services (Case Management)

with a focus Aboriginal Sexual Health Studies

at the AH&MRC

� the NSW Aboriginal and Torres Strait Islander Sexual

Health Implementation Advisory Committee

� the NSW Sexual Health Implementation Plan for

Aboriginal and Torres Strait Islander People.

5.1.3 Services
The Department of Health’s role delineation guidelines

(NSW Health 2002) describe six Levels of HIV/AIDS

services (see Appendix E for details).

Seven hospitals (St Vincent’s, Prince of Wales, Royal

Prince Alfred, Westmead, John Hunter, Royal North

Shore and Liverpool) located in six Areas (SESAHS,

CSAHS, WSAHS, NSAHS, Hunter, SWSAHS) provide

designated AIDS services (ie they are in Areas with Level

5/6 services – the highest Levels – as described in the

role delineation guidelines). These hospitals have

specialist multidisciplinary teams with experience and

training in HIV. They accept referrals from Areas with

lower Levels of service, they have specialist outpatient

services; some have specialist community based HIV

services and are involved in research and health care

worker education.

All other Areas have services up to Level 4 which means

that they have medical expertise in the management of

HIV and related diseases, health promotion and

education programs and a Level 3 Sexual Health Service.

A number of services also provide statewide HIV/AIDS

functions – these include Sydney Children’s Hospital

Paediatric HIV Service, the Multicultural HIV/HCV Service,

Workforce Development Program, the NSW Infection

Control Resource Centre, the NSW 24 hour Needlestick

Injury Hotline at Albion Street Centre, the AIDS

Dementia and HIV Psychiatry Service (ADAHPS), the

HIV/AIDS Dental Program, the Transfusion Related AIDS

and Infectious Diseases Service (TRAIDS), and the

Institute of Forensic Medicine.

Non government organisations have a major role in

providing a range of services to PLWHA including

information, counselling, care coordination, supported

accommodation, peer support, volunteers and

community services.

General Practitioners (GPs) have an increasing role in

providing primary care as people with HIV/AIDS are living

longer and more effective treatments become available.

Antiretroviral prescribing rights are available to GPs

trained in HIV medicine. Most Areas have at least one

GP with these prescribing rights.

While antire t roviral therapy can be prescribed in the

community (ie by GPs), the patient then has to attend a

hospital pharmacy to obtain supplies. This is a

requirement of the Australian Government, which funds

these drugs under the Highly Specialised Drugs Pro g r a m .4

Level 5/6 services

Level 5/6 HIV services in the six Areas listed have a

variety of different service configurations. This difference

is strongly related to the numbers of PLWHA living in the

Areas. SESAHS and CSAHS have the most highly

specialised services and it is estimated that these Areas

have the highest prevalence of PLWHA.

There are no reliable data on the current distribution of

PLWHA. However the NSW Health Notifiable Diseases

Database data shows where people lived when they

were first diagnosed with HIV. In the last five years 88%

of new HIV diagnoses were in the metropolitan Area

Health Services of SESAHS (42%), CSAHS (20%),

NSAHS (7%), WSAHS (7%), SWSAHS (6%), WAHS (2%),

Hunter (2%) and Illawarra (2%) (see Figure 4). Some

people will have moved since their initial diagnosis and

there is anecdotal evidence that there has been a

movement of PLWHA to the MNCAHS and the NRAHS,

but these numbers are relatively small. NRAHS estimates

that there are about 300 PLWHA in the Area and

MNCAHS estimates that they have about 70 people.

4 The Australian government provides funding to the States and Territories under section 100 of the National Health Act 1953, for certain
drugs for chronic conditions which, because of their clinical use or other special features, are restricted to supply through hospitals having
access to appropriate special facilities.
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If it is assumed that the total number of PLWHA in NSW

is between 7,779 and 9,7035 and if 62% live in SESAHS

and CSAHS, there should be somewhere between 4,822

and 6,015 PLWHA in those two Areas. In addition to the

number of people who live in SESAHS and CSAHS,

PLWHA from other metropolitan AHSs travel to SESAHS

or CSAHS for their treatment and care so it is not

unexpected that there are more specialised HIV services

in these two Areas.

South Eastern Sydney

Most of the specialised HIV services in SESAHS are

concentrated in the northern sector of the Area around

St Vincent’s, Prince of Wales and Sydney Hospitals.

They consist of designated specialist admitted services

at St Vincent’s and Prince of Wales, specialist outpatient

clinics and a range of other ambulatory care services.

There are palliative care beds at Sacred Heart Hospice.

In addition there are specialist sexual health services

attached to Sydney Hospital. St George Hospital has a

specialist HIV inpatient and outpatient service and a

sexual health service. Details of the services are

given in Appendix F.

Due to the changing needs of PLWHA, a number of

services have recently been established or enhanced to

meet these needs – an Area HIV neuropsychology

service, St Vincent’s Community Health has a

multidisciplinary team of nurses (including mental health

nurses) and allied health staff who currently provide

services to 86 HIV clients, two thirds of whom are

co-infected with HCV or have mental health problems.

H2M, the HIV, HCV and Mental Health Service, was

established 16 months ago and provides GPs in the

Darlinghurst area with access to mental health

assessments. Albion Street Centre (ASC) has established

a designated STI service to address the rising incidence

of STIs in ongoing and new clients, particularly the

diagnosis and treatment of gonorrhoea and syphilis.

ASC also provides outreach nutrition and psychology

services to patients of local GPs and, in the case of

nutrition, to HIV non government organisations.

There are an estimated 14 GPs in private practice with

s100 prescribing rights in the Area and there are four

high caseload practices in the Darlinghurst locality.

For details of HIV/AIDS services in SESAHS, see Appendix F.

Central Sydney

Central Sydney’s HIV/AIDS services are concentrated

mainly in the eastern sector of the Area, around Royal

Prince Alfred (RPA) Hospital. There are four designated

HIV/AIDS beds in the Immunology ward of RPA and

inpatients have access to a range of allied health

services, palliative care and consultation/liaison

psychiatry services. PEP is offered through Emergency

Departments in all hospitals in the Area.

A 12-bed unit called the Bridge provides 24 hour

supervised high Level nursing care for patients with

dementia who can no longer live alone or whose

carers can no longer cope.

Ambulatory services include a day treatment area

in RPA where patients are admitted on a day only or

drop in basis, outpatient clinics, community nursing,

palliative care. There is an HIV Community Health team

based at Redfern Community Health Centre which has

three main components – Positive Central which is an

allied health team that also provides case management

and care coordination, Positive Heterosexuals, a

statewide peer education and support service for

positive heterosexuals and their partners and families

and the Sanctuary – a complementary therapy

centre staffed mainly by volunteers.

The HIV Community Mental Health Service is staffed

by two nurses who provide case management for

PLWHA who also have a mental illness as well as

education and health promotion for staff and

patients of mental health facilities.

The CSAHS Sexual Health Service is located in

Marrickville and provides outreach clinics in Newtown,

Canterbury Hospital, Rozelle Hospital and RPA

Mothers and Babies Hospital. This service has

a strong GP education focus.

There are four GPs in the Area with s100

prescribing rights.

For details of HIV/AIDS services in CSAHS, see Appendix F.

Current services

5 There are different estimates of the number of PLWHA in NSW. At the end of 2003, NSW Health Notifications data showed that there were
9,703 people who were HIV positive in NSW and that this has increased from 9322 at the end of 2002. The NCHECR (NCHECR 2003) have
adjusted the data for multiple reporting and they estimate that there were 7779 HIV positive people in NSW at the end of 2002.
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Other Areas with Level 5/6 services

The other Area Health Services with Level 5/6 HIV/AIDS

services are NSAHS, WSAHS, Hunter and SWSAHS.

All these Areas have a lower prevalence of PLWHA than

SESAHS or CSAHS. HAHS estimated that it had around

200 PLWHA in 2000; SWSAHS estimate that there are

approximately 350 PLWHA living in the Area. None of

these Areas have hospitals with designated HIV/AIDS

beds although they have specialist medical and nursing

staff with expertise in HIV/AIDS. At the main hospitals

in each of these Areas – Royal North Shore, Westmead,

John Hunter and Liverpool, there are specialist HIV

outpatient clinics (either dedicated HIV clinics or

immunology or infectious diseases clinics).

PLWHA have access to counselling services and

psychiatry services, allied health services – dietetics,

social work, physiotherapy, occupational therapy.

Each of these Areas has a sexual health service.

For more details, see Appendix F.

Level 4 services

Level 4 or below services are offered in all Area Health

services in NSW other than the six identified as Level 5/6

Areas. The Level 4 or below Areas have a lower

prevalence of PLWHA. Of these lower prevalence Areas,

Northern Rivers Area Health Service has the largest

number of PLWHA and staff estimate that they have

around 300 PLWHA within their boundaries. Mid North

Coast estimates that there are around 70 PLWHA living

there. Greater Murray is currently providing services to

31 HIV positive clients. Macquarie estimates that it

has nine HIV positive clients and FWAHS estimates

that it has about four.

The services available for PLWHA in these low prevalence

Areas consist of a range of general inpatient, outpatient

and community services. Antiretroviral treatment for HIV

is available either from sexual health services in these

Areas which have sexual health physicians either on staff

or who visit from the metropolitan Area, or from GPs

with s100 prescribing rights. The number of GPs with

s100 prescribing rights varies by Area (see section 7).

For details of services available in each Area,

see Appendix F.

5.2 Utilisation of services

5.2.1 Overall pattern of utilisation
of admitted services

T h e re has been a significant decline in patients with

HIV/AIDS admitted to NSW public and private

hospitals. However, depending on the data sourc e

used, the number of HIV/AIDS separations and

bed days is diff e re n t .

FlowInfo, a database derived from the NSW Inpatient

Statistics Collection, only records a patient’s diagnosis at

the Level of Diagnosis Related Group (DRG) so it is only

possible to identify patients with an HIV DRG from this

database. The Health Outcomes Information Statistical

Toolkit (HOIST)6 database, on the other hand, also

contains data from the NSW Inpatient Statistics

Collection which allows identification of diagnosis at the

International Classification of Diseases (ICD) Level.7

When patients are selected from HOIST with an HIV ICD

code, more patients are identified. This occurs because

there are more patients with an HIV ICD code than there

are patients in HIV DRGs. The reason for this is that

patients are assigned to HIV DRGs only if their HIV/AIDS

is the main reason they are in hospital. So for example, a

patient admitted for treatment of an AIDS defining

illness will be assigned to a HIV DRG. However an

obstetric patient with HIV who is admitted for the

delivery of the baby, would have an HIV ICD code but

will not be allocated to an HIV DRG. Rather they will be

allocated to an obstetric DRG because the delivery is the

main reason they are in hospital.

Table 5 shows that there has been a comparable decline

in inpatients with HIV over the last five years regardless

of whether the data source is FlowInfo or HOIST.

Current services

6 HOIST provides access to most of the datasets relevant to population health, including NSW Health data collections covering: notifiable
(communicable) diseases, cancer, births, birth defects, dental health, hospital inpatient statistics, emergency department presentations, and
population-based survey data, as well as data sourced from the Australian Bureau of Statistics and other environmental and social data.
7 DRGs are determined on the basis of the number and combination of ICD codes assigned to each patient on discharge. In other words, they
are a summary of the patient’s multiple ICD codes.
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The analysis that follows is based on FlowInfo data only

because time did not permit analysis of data from both

data sources. However, a cursory look at the HOIST data

showed that many of the patients with HIV ICD codes

ended up in DRGs that seemed related to their HIV

status. Further analysis of these data are required to

fully understand why some patients were assigned

HIV DRGs and others were not and the extent to

which patients with HIV are in hospital for

reasons other than their HIV status.

Figure 11 shows the trend in the number of separations

and beddays for HIV patients in NSW public hospitals

over the last five years. Figures 12 and 13 show these

same data broken down into day only and non day

only (ie overnight +) separations and beddays.

Day only separations have declined dramatically from

4998 separations in 1996/97 to 350 in 2001/02.

In 1996/97, they represented 84% of total

separations but by 2001/02 they were only

46% of total separations.

F i g u re 11. Trends in numbers of separations and bed days
for HIV patients in NSW hospitals, 1996/97 to 2001/02

F i g u re 12. Trends in the number of HIV separations by type

Source: FlowInfo

Current services

Year FlowInfo (DRGs only) HOIST data*

Separations Annual %
change

Bed days Annual %
change

Separations Annual %
change

Bed days Annual %
change

1996/97 5863 17221

1997/98 2258 -61.5 10490 -39.1

1998/99 1275 -43.5 7122 -32.1 3051 16219

1999/00 917 -28.1 6033 -15.3 2541 -16.7 14312 -11.8

2000/01 796 -13.2 5071 -15.9 2331 -8.3 12906 -9.8

2001/02 765 -3.9 5133 +1.2

*All separations where any of either the principal diagnosis or the other listed diagnoses were categorised using ICD-10-AM codes B20, B21,
B22, B23.0, B23.8, B24, Z21 or R75 or had HIV AR-DRGs (version 4.1): S60Z, S61Z, S62Z, S63A, S63B, S64A, S64B.

Source: FlowInfo

– – – ––
– – – –
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F i g u re 13. Trends in the number of HIV bed days by type

Source: FlowInfo

Despite the reduction in the number of admissions over

the last five years there has not been much of a decline

in length of stay for patients who are admitted for

longer than one day (see Table 6) with average length

of stay remaining at around 11.5 days for the last

four years.

Table 6. Average length of stay for non day only
(overnight+) HIV patients by year

Non day only Overnight+

Separations Bed days Average LOS

1996/97 965 12223 12.7

1997/98 715 8947 12.5

1998/99 547 6394 11.7

1999/00 479 5595 11.7

2000/01 434 4709 10.9

2001/02 415 4783 11.5

Source: FlowInfo

The decline in separations has occurred in all types of

HIV diagnoses. Figure 14 shows the decline in

separations by DRG. They have all decreased at much

the same rate. HIV related infection with and without

complications and co-morbidities is the most common

reason for admission for someone infected with HIV.

This is followed by HIV related malignancy.

Figure 14. Trends in number of separations by
AN-DRG, 1996/97 to 2001/02

Source: FlowInfo

The Area of residence of patients is shown in Figure 15.

It is very similar to the distribution of notifications of

newly diagnosed cases of HIV (Figure 4) with 40% of

patients admitted to hospital in 2001/02 living in

SESAHS; 26% living in CSAHS; 19% living in other

metropolitan Area Health Services and 15% living

in rural Area Health Services.

Figure 16 shows the Area Health Services where the

patients were treated: 59% were treated in SESAHS,

12% in CSAHS, 15% in other metropolitan hospitals and

14% in rural and other (private and interstate) hospitals.

Most of the patient flows are from CSAHS to SESAHS.

Figure 15. Area of residence of HIV patients, 2001/02

Source: FlowInfo

Current services
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Figure 16. Area of treatment of HIV patients, 2001/02

Source: FlowInfo

5.2.2 Area Level 5/6 Hospitals

Share of HIV/AIDS patients

In 2001/02 the Level 5/6 hospitals accounted for 76% of

NSW’s HIV admitted patients (Figure 17) and 71% of

NSW’s HIV bed days. This picture has changed slightly in

the last three years from 82% of the total HIV/AIDS

admitted patients and 76% of the total bed days in

1999/00 but the change may not be statistically

significant because the numbers of patients is relatively

small (Table 7). St Vincent’s treats approximately half of

the State’s total HIV admissions and around 40% of the

total HIV bed days.

Figure 17. Distribution of HIV/AIDS
admissions to NSW hospitals 2001/02

Source: FlowInfo

Table 7. Number of HIV/AIDS separations and
bed days in Level 5/6 hospitals in the last three years

Source: FlowInfo

Average length of stay

Average length of stay for HIV/AIDS patients (excluding

day only patients) has been fairly stable for the past thre e

years at St Vi n c e n t ’s. It has declined at RPA and RNS.

It has increased quite markedly at POW but this re l a t e s

e n t i rely to the closure of PHH and the transfer of specialist

admitted HIV services to POW. John Hunter also has a

longer average length of stay, probably reflecting the

admission of palliative care type patients (Table 8).

Table 8. Average length of stay for HIV/AIDS patients
(excluding day only) at Level 5/6 hospitals by year

Average length of stay (days)

Hospital 99/00 00/01 01/02

St Vincent’s Public 11.5 10.3 11.2

RPA 12.8 9.4 9.0

POW 12.2 15.2 21.4

Westmead 10.9 6.7 12.5

Royal North Shore 15.4 12.1 11.3

John Hunter 14.8 12.9 16.3

Liverpool 9.9 15.9 9.9

Total all NSW hospitals 11.7 10.9 11.5

Source: FlowInfo

Current services

1999/
2000

2000/
2001

2001/
2002

Separ-
ations

Bed
days

Separ-
ations

Bed
days

Separ-
ations

Bed
days

St Vincents
Public

473 2647 323 1753 384 2061

RPA 104 742 134 538 90 507

POW 87 367 64 418 40 468

Westmead 31 249 20 134 26 210

Royal North
Shore

20 265 14 136 10 103

John Hunter 17 238 10 129 13 181

Liverpool 18 89 46 330 16 132

Total level 5/6
hospitals

750 4597 611 3438 579 3662

Level 5/6 as a %
of total NSW

81.7 76.2 76.8 67.8 75.6 71.3

Total NSW 917 6033 796 5071 765 5133






























































