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Purpose of this paper
This paper is to identify some specific actions that ASHM could undertake as part of the Removing
Barriers project to further the aim of improving the completeness of data collected in health services to
facilitate (1) improved screening, testing and care, particularly for priority populations, and (2)
strengthen the surveillance picture.
This paper considers these issues specifically in the light of the impact of HIV and hepatitis related
stigma and discrimination.

Background
In 2016, ASHM undertook some preliminary activities directed toward improving the quality and
completeness of health information and data collected in health care services. The work was part of
ASHM: Removing Barriers, a program of work to help eliminate the impacts of stigma and discrimination
across health care systems for people living with HIV, hepatitis B and hepatitis C.
The outcome of this data completeness work was envisaged as:
Improved completeness of data collected in health care services, to facilitate improved care,
screening and access to opportunities for priority populations and increased participation in
surveillance, monitoring, and research and evidence base.
The rationale for this work was that incomplete or inconsistently recorded health information is a
significant problem in both clinical care and surveillance pertaining to HIV and viral hepatitis, and that the
experience or fear of stigma and discrimination, plays a direct role.
Incomplete health information is a problem for care because clinicians and health care workers may make
a range of assumptions about aspects of an individual’s experience, health status or identity, without
asking specific questions, or because individuals may not provide some information that is actually

relevant to their health outcomes, due to fear of or the experience of negative judgment, discriminatory
treatment, or the disclosure of that information. If patients are unwilling or reluctant to disclose relevant
health information, they are at risk of not getting the care they need, whether this is testing, treatment or
referral to other health or social supports.
Incomplete health information is a concern for surveillance data because it may mean we have an
incomplete or only partial picture of HIV and hepatitis C in Australia, particularly as it affects specific
groups. Particular population groups or behaviours may be less visible in the overall surveillance picture
because relevant information is not collected or shared at primary care particularly at the time of testing
or diagnosis. If our picture is only partial, we are at risk of being slower to identify, respond to and track
subtle changes affecting HIV or viral hepatitis in specific populations.
Information that may be relevant both to health outcomes and to surveillance data, but that may not be
routinely or consistently collected at point of primary care, may include information about:
• an individual’s indigenous status or identity (for example, clinical data provided to ASHM from a
sample of Melbourne and Sydney clinics suggested this information is available for as few as 6%
of patients in some locations);
• marginalised or stigmatised behaviours such as injecting drug use, which may be relevant to HIV
or hepatitis diagnosis or risk;
• mental health co-morbidities;
• relevant sexual behaviours;
• sexual or gender identity.
The thinking behind the initial work that ASHM undertook during 2016 was that attention to data
collection and completeness could have two beneficial effects: (1) improving individual health outcomes;
and (2) making emerging or priority populations more visible to surveillance data.
ASHM established a Working Group that met in December 2016. While a few activities were mooted, no
specific strategy or work plan arose at that time from the initial activities and discussion.
RACGP was identified as a potential partner in future work, with the idea being that ASHM could
potentially advocate for improved quality and consistency of data through the Practice Standards.
Data completeness was also discussed at a 2017 national summit on Shared Planning Towards Common
Goals: Addressing systemic barriers and stigma and discrimination to increase access to the health system
by people at risk of or with HIV, hepatitis B and hepatitis C.
Proposed actions in relation to data completeness were:
• Include a module on data quality in training of frontline staff; and
• Explore the possibility of a Data Quality Audit with Primary Health Networks.
Action 1 has been initiated.

Executive Summary of Suggested Activities
It is recommended ASHM establish a working group with a recommended life of 12 months and
representation from relevant stakeholders in primary care, social research and surveillance to develop a
work plan focused on stigma as a barrier to data completeness. Suggested areas of focus are set out below.

PRIMARY CARE
Continue and strengthen efforts to improve the capacity and competence of primary health care services in
collecting all relevant health information for people receiving testing or care for HIV or viral hepatitis.
Relevant information not currently consistently collected might include:
➢ whether a person identifies as indigenous (is Aboriginal or Torres Strait Islander)
➢ practices or behaviours relevant to risk of HIV or viral hepatitis (e.g. injecting drug use, men who
have sex with men)
➢ mental health co-morbidities
➢ social factors, such as housing or income vulnerability
➢ sexual or gender identity.
Identify activities that will support primary health services to encourage the collection of sensitive health
information that may currently not be routinely or comprehensively collected due to fear of stigma or
discrimination/privacy concerns
Deepen/expand engagement with primary health services that may not have high HIV/viral hepatitis
caseloads to build confidence, capacity and understanding in data collection and management of sensitive
health infomation
Work with relevant partners such as Primary Health Networks, GP organisations, mental health services,
drug and alcohol services, and Aboriginal health services, to support and build confidence and capacity in
collecting and managing sensitive relevant health information
Develop easy to use resources/support materials to help health services identify incidences of and combat
HIV or hepatitis related stigma or discrimination in practices and encourage services to provide
opportunities for people to safely report these experiences. Encourage practices to use this information,
and share effective strategies, to drive improvements in challenging stigma.

SURVEILLANCE
Explore the potential/feasibility for introducing a simple question linked to surveillance reporting data with
the power to draw links between how the fear or experience of stigma might relate to the timeliness of
testing and of treatment for HIV and viral hepatitis in priority populations
Advocate for the Commonwealth government to incorporate information from new instruments such as
PozQoL and the Stigma Indicators into national HIV strategy indicators, to strengthen the quantitative
measurement of the experience of stigma and discrimination, and track improvements over time.
Promote and raise awareness of the Stigma Indicators and PozQoL tools, to encourage patient participation
Identify and work with relevant health agencies to address privacy and practical issues that would need to
be addressed and/or overcome to improve data collection and expedient sharing of relevant information
between agencies, and lead in this space

Date Completeness, stigma and discrimination
It is well supported by research literature that stigma and discrimination can affect health outcomes for
individuals. Stigma has been linked to avoidance of health care.1 Sensitive health information relevant to
health outcomes may not be disclosed due to privacy concerns, fear about the use or abuse of the data,
or fear of being negatively judged or discriminated against in a health service. If specific information is not
sought, people using health services may also simply assume it is not relevant.
This problem was also recognised in the report of the Shared Planning summit.
We do not presently have a clear or complete national picture of how, and how widely, discrimination
and stigma and discrimination is experienced by PLHIV or people living with viral hepatitis, and how or in
what way the experience or fear of stigma may affect important health outcomes, such as:
• willingness to be tested
• attitudes to and acceptance of treatment options
• willingness to disclose information about sexual practice, injecting drug use, or cultural identity
that might be relevant to risk, timely diagnosis, care needs, or referral.
New research tools discussed below, the PozQoL quality of life measure (La Trobe University, Australian
Research Centre in Sex, Health and Society) and Stigma Indicators (UNSW, Centre for Social Research in
Health) present important opportunities to deepen insight into the experience of stigma and its impacts,
and potentially start to develop a stronger overall picture.
An important question for ASHM is what role the primary care setting has in (1) contributing to the
completeness of that picture and (2) responding to the patterns it will potentially identify.
Using these existing research and new data sets, potentially supplemented with information from primary
care, there is the potential to build a deeper and more coherent national picture that can be tracked over
time. Important questions include:
•
•
•
•
•
•

1

How common is the experience of stigma or discrimination for PLHIV or people living with viral
hepatitis?
How commonly is stigma experienced within health services? Are there patterns to this?
How does the fear of stigma or the experience of stigma or discrimination affect health testing,
access to treatment, or follow-through with care?
Are particular populations at increased risk of the health impacts of stigma?
Are policies and programs designed to address stigma and discrimination effective, and are they
improving rates of access to care for members of priority communities?

Cama, E., Brener, L., Slavin, S. and de Wit, J. (2015) The impact of HIV-related stigma on the uptake of
antiretroviral therapy. AIDS Care 27(6).

New Tools: PozQoL and Stigma Indicators Monitoring Project
PozQoL
PozQoL was developed through the Australian Research Centre in Sex, Health and Society (ARCSHS) at La
Trobe University, in conjunction with ViiV Healthcare, the National Association of People with HIV
Australia (NAPWHA), Living Positive Victoria,
Positive Life NSW, and Queensland Positive People.
PozQoL is a health-related quality of life (QoL) measure. Peer-led organisations were involved in the
development, refinement and validation of the instrument, which is now being trialed in practice in
community and peer-led programs and will be trialed at the Alfred Hospital and other clinical settings
during 2018.
PozQoL is a standardised instrument that collects information using 13 questions across four domains:
• Health concerns
• Psychological
• Social
• Functional.
Relevance to stigma
PozQoL collects information relevant to the impact of stigma on quality of life across the four domains.
This is most clearly present, for example, in the social domain: “I feel that HIV limits my personal
relationships” and “I am afraid that people may reject me when they learn I have HIV”, with possible
responses ranging from “not at all” to “extremely”.
The PozQoL domains and total score correlate strongly with previously published but much longer scales
of quality of life and the impact of stigma for PLHIV.

Stigma Indicators Monitoring Project
The Stigma Indicators Monitoring Project, developed through the Centre for Social Research in Health
(CSRH) at UNSW, has resulted in the development of a single question that can be used as an indicator of
HIV and hepatitis stigma across priority groups.
It is supplemented by an additional item about the experience of negative treatment in health care
settings, and in sex/intimate relationships.
In its initial report:
•

People living with HIV: 74% of those who completed the survey reported having at least some
experience of stigma or discrimination in relation to their HIV status over the 12 months prior to
completing the survey.

•

People living with hepatitis C: More than half of people living with hepatitis C (56%) who
completed the survey reported experiencing at least some stigma as a result of their hepatitis C
status.

With the availability of important new treatment options, it is very important to understand how this may
be affecting accessing to treatment or care.
•

Health care: More than half of people living with HIV reported experiencing at least some
negative treatment, or being treated differently due to HIV status, from a health care worker.

•

Health care workers: Health care workers who completed the Stigma Indicators self-reported
higher rates of potentially discriminatory behaviour towards people on the basis of injecting drug
use, suggesting this is an area for particular future attention or education.

Intimate relations: for 60% of people, HIV is a barrier to intimate relations at least some of the time.

Uses and limitations
PozQoL provides indicators of the impact of stigma related to quality of life, whereas the Stigma
Indicators Monitoring Project provides indicators of experiences of stigma. The two perspectives
complement each other well, which is worth noting in considering how to benefit from the knowledge
of these two data sets.
Both the PozQoL scale and the Stigma Indicator for PLHIV will be included in the 2018 and the 2021
national HIV Futures study.
The Stigma Indicators were designed to be a widely applicable, low-cost and easily replicable tool to
track the experience of stigma in any given 12 month period. The project was predicated on the
assumption that an overly complex instrument or process would be vulnerable because the data may
not be collected again, diminishing its value for tracking change over time.
The survey is periodically open for completion by PLHIV and viral hepatitis. It has not been designed as a
primary care data tool. There may be some potential complexities and practical issues in using this tool
or promoting its completion amongst PLHIV and viral hepatitis in primary care because, as a research
tool, some health care settings may require ethics approval for its use

Stigma as a Barrier to Testing and the Link to Surveillance
The concern:
Currently, no information is routinely collected and recorded in surveillance data at point of diagnosis
with HIV or viral hepatitis about any barriers that may have affected that person’s willingness to testing.

This may be relevant information. For example, a person may present at a clinic having obtained a
diagnosis with a low CD4 count and clinical or other evidence suggesting they may have had HIV for
some time prior to obtaining testing. But why has that individual not been diagnosed earlier?
There is much research that supports the fact that fear of stigma or discrimination is a factor in
reluctance to present for testing or care. It may also be that health care workers make inaccurate
judgments about HIV risk that may lead to some individuals not being offered testing. It has been
reported, for example, that health professionals often test for HIV in female patients only after
eliminating several other health conditions, suggesting that many doctors do not consider HIV to be a
potential health issue for women in Australia.2
The question remains as to whether it may be possible to encourage, for example, the collection of
information about barriers to testing which might allow us to (1) more clearly make this link visible in
surveillance data and (2) track changes and the effectiveness of interventions over time.

DISCUSSION POINT: HOW MIGHT ASHM LEAD ON THIS ISSUE?
1. Are there missed opportunities for collecting or recording information about the experience of
stigma as health data, at the point of primary care, using a simple question(s) or modified question(s)
about the experience of stigma, such as those used by tools such as PozQoL or the Stigma Indicators,
as part of routine collection of health information from PLHIV or viral hepatitis at the point of primary
care?
2. Are there opportunities to collect information as part of routine data collected on HIV diagnosis in a
way that could be included in the national data set, to provide quantitative trackable information on
whether the experience of stigma or the fear of stigma a relevant factor that delays diagnosis, testing
or treatment? Does the experience of stigma or the fear of being stigmatised correlate with an
increased likelihood of being diagnosed later than is desirable, and how can we know if stigma
reduction interventions are working?

Stigma and incomplete surveillance data
The concern:
A timely response to HIV, and one that is sensitive to changes in the epidemic, assumes that we have
access to information to indicate where there may be emerging issues, or particular population-specific
elevated risk factors or changes.
However, it may be that we do not have a full picture of HIV and viral hepatitis in specific populations
because information is not shared and may not make its way into surveillance data.
2
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DISCUSSION POINT: HOW MIGHT ASHM LEAD ON THIS ISSUE?
Recommendation
1. ASHM should continue and strengthen its efforts to improve the capacity and competence of
primary health care services in collecting relevant health information. Relevant information
not currently consistently collected might include:
➢ whether a person identifies as indigenous (is Aboriginal or Torres Strait Islander)
➢ information about practices or behaviours relevant to risk of HIV or viral hepatitis (e.g.
injecting drug use, men who have sex with men)
A working group may identify other relevant data that could help complete the surveillance picture.

Stigma as a barrier to optimal care
There are a number of examples of where the experience or fear of stigma and discrimination may
affect the quality of relevant data collected by health services in a way that could have an impact on
optimal health outcomes. For example:
•

•

A health service may not collect all relevant data because they do not ask about, or a person
may not be willing to disclose, sensitive health information. An example of this identified by one
of the researchers I spoke to as part of this paper is that drug and alcohol services may not
consistently collect information about a person’s sexual behaviour or identity because it is either
not seen as relevant, or the person may not wish to disclose it. This information may be
relevant, however, in identifying people who may benefit from referral to other services or
discussion of risk and testing for HIV, viral hepatitis or STIs.
Social factors such as homelessness or housing vulnerability may also not be collected or
disclosed due to fear of stigma, or because it is an ‘invisible’ issue. Health services may often not
pay attention to, or find it difficult to collect information about these cultural or social indicators
of health.

Stigma and discrimination within health services
Health services have a role/responsibility to identify incidences of stigmatisation or discriminatory
treatment in relation to HIV, viral hepatitis, or specific behaviours such as injecting drug use, if they
are occurring in specific practices.
The Stigma Indicators Monitoring Project collects information from health care workers who are
asked to reflect on their own practices, and this suggests that injecting drug use may be an area
where potentially discriminatory behaviour is more likely to occur, and could therefore be one focus
of attention.

DSISCUSSION POINT: HOW ASHM CAN LEAD ON THIS
ASHM can lead by:
•
•
•
•
•

Identifying how to best support primary health services to encourage the collection of
sensitive health information that may currently not be routinely or comprehensively collected
due to fear of stigma or discrimination
Engaging health services that may not have high HIV/viral hepatitis caseloads to improve
confidence, capacity and understanding in data collection and management
Work with relevant partners, such as Primary Health Networks, GP organisations, mental
health services, drug and alcohol services, and Aboriginal health services, to support and build
capacity in collecting and managing sensitive relevant health information
Identify and work with relevant health agencies to address privacy and practical issues that
would need to be addressed and/or overcome to improve data collection, and lead in this
space
Develop resources/support materials to help health services identify and combat stigma or
discrimination, and provide opportunities for people to report these experiences to drive
improvements

Tracking changes in stigma over time
With instruments such as the Stigma Indicators and PozQoL, researchers have identified some simple
measures and questions to collect information about stigma and discrimination in a way that
acknowledges it as both a health issue and a relevant health outcome.
Nationally, organisations have been calling on the Commonwealth government to strengthen its
commitment to addressing stigma and discrimination with targeted action through the National HIV
Strategy. The Victorian HIV Strategy includes a specific commitment to eliminating HIV-related stigma and
discrimination.
However, tracking and monitoring the effectiveness of policy interventions aimed at eliminating stigma
and discrimination over time requires data about its experience.

POTENTIAL ROLE FOR ASHM TO LEAD ON THIS
•

Explore the potential/feasibility for introducing a simple question linked to surveillance
reporting data with the power to draw links between how the fear or experience of stigma
might relate to the timeliness of testing and of treatment for HIV and viral hepatitis in priority
populations

•

Advocate for the Commonwealth government to incorporate information from new
instruments such as PozQoL and the Stigma Indicators into national HIV strategy indicators, to
strengthen the quantitative measurement of the experience of stigma and discrimination, and
track improvements over time

Potential barriers to collecting and sharing information about the experience
of stigma
•

Cultural: This may not be seen as a priority, or as a relevant issue in care, and work would need to
be done to encourage this culture shift.
Practical: For this data to be collected and shared as part of national surveillance tracking, any
instrument or question would need to be simple, easily replicated, and clear.
Legal and ethical: Issues such as individual privacy concerns and any ethical issues in collecting
and sharing this data would need to be addressed.
Participation in research: The Stigma Indicators project was not designed as a primary care
research data collection tool. However, there may be a role for ASHM to encourage practices and
raise awareness of new tools, such as the Stigma Indicators Monitoring Project, which may
encourage participation.

•
•

•

POTENTIAL ROLE FOR ASHM TO LEAD ON THIS
•

Identify and work with relevant health agencies to address privacy and practical issues that
would need to be addressed and/or overcome to improve data collection and expedient
sharing of relevant information between agencies, and lead in this space

