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I’m Jack Wallace. I’m from the Australian Research Centre in Sex, Health and Society. What I’m talking about today is in response to an ARC grant that we’ve been recently rewarded around Hepatitis B.

In Australia, the public health response to Hepatitis B is pretty limited. We have a vaccination program that’s extraordinarily effective, it’s well rolled out and it works extraordinarily well and we also have access to treatment for people with chronic infection of Hepatitis B but those interventions have been around for about the last 15, 20 years and we haven’t done anything to develop the response that we have.

What I try to do with Hepatitis B is to talk about, or start to describe Hepatitis B as a social or cultural event rather than just a clinical manifestation. What I do to do this is … why I’m doing this is to broaden our understanding of chronic Hepatitis B and possibly broaden our public policy response to chronic Hepatitis B. I work at the Australian Research Centre in Sex, Health and Society; we’ve got a tradition of working in partnership with communities, community organisations, government and professionals that promote positive change in policy, in practice and in people’s lives.

The work that we’ve done over the last six years in Australia has been to change the public policy response to Hepatitis B. I did a needs assessment of people with chronic Hepatitis B in 2007, that was the first bit of research that actually looked at the social context at how people respond to Hepatitis B within their lives and to help us in our work we’ve recently been awarded an ARC grant.

Just in terms of Hepatitis B, a primer. Hepatitis means an inflammation of the liver. Hepatitis B is a virus. It’s transmitted by contact with blood and sexual fluids. It’s mostly transmitted from mother to child and it can be prevented by an immunisation which was introduced in Australia from 1987 with universal birth dose available from 2000. Without medical intervention Hepatitis B causes liver failure, cancer and death in up to 25% of people infected with the virus. Treatment is available and while it doesn’t cure it does reduce the impact of the infection in most cases.

It’s important that people with Hepatitis B have their infection monitored so that treatment can be provided when needed. In Australia treatment is only available through specialist liver clinics. Three hundred and fifty million people across the world are infected with chronic Hepatitis B and 700,000 people die of the infection each year. The prevalence of Hepatitis B surface antigen which is the number of people who are chronically infected with Hepatitis B, dark colours are very high prevalence rate, intermediate are in the green and that pink is low prevalence. As you can see Australia is a low prevalence country. China is listed here as a high prevalence country that’s actually a bit out of date. The Hepatitis B immunisation program was implemented in China about 10 years ago and the rates of Hepatitis B, of chronic Hepatitis B infection in young people, under the age of five has dramatically decreased so they have moved into the green zone.

What this map doesn’t show you is the rates of movement between countries and it also doesn’t show you that within specific countries, particularly in Australia there are pockets of kind of high rates, high prevalences of chronic Hepatitis B. It’s fundamentally an issue for the Asia Pacific region. Seventy-five percent of all deaths around the world as a result of chronic Hepatitis B occur in this region. It also means that for countries, say, like China, it means that there's 100 million people that are infected with the virus, it’s extraordinary, it’s has an extraordinary impact. In Australia, well it’s estimated that 218,000 people are infected with chronic Hepatitis B. This has been an increase from 161,000 in 2001. Fundamentally it’s an issue around immigration from countries where Hepatitis B is endemic. So the largest proportion of people with Hepatitis B in Australia, have come from China, Vietnam and the Philippines. A further 10% are Aboriginal and Torres Strait Islanders. On the previous map that I was talking about there’s small communities that are infected, Indigenous communities that are infected who are quite substantially affected by chronic Hep B.

This is also occurring within a context where Australia’s population, one quarter of Australia’s population was born overseas, where a further one fifth of the population have a parent that was born overseas. We have a very high rate of people from overseas living in Australia, so we’ve got a population infected with chronic Hepatitis B who do not necessarily understand the western medical model. Hepatitis B is a complex virus. I’m a white middle class man, who’s kind of quite well educated, I look at this and it means absolutely nothing. It is such a barrier in terms of communicating. When a person gets told they’ve got Hepatitis B they’re told that they’re sorry you’ve got antibody … you’re antibody positive. Now, you know, at a small level being positive I always assumed to be a very good thing but within this case it’s a bad thing. You’re talking to people who are coming … whose language is not English, whose understanding of the western medical model may not be that clear. These are the tests that are used to describe Hepatitis B. This is the language that gets used by specialist clinicians around Hepatitis B, it is utterly baffling to white middle class male let alone to a person who’s come from overseas whose second language is English.

What ARCSHS do is we try to provide an alternative perspective to the clinical model and we challenge the idea that medical knowledge, particularly around Hepatitis B as the only legitimate form of knowledge. We rather than looking at the virus we look at how people respond to the virus and their understanding of the virus. One of the limits to our current national response to chronic Hepatitis B is the fact that it’s been captured by clinicians and that it is assumed that a clinical response is the one that is required. What we try to do is to look at Hepatitis B as a social issue and with the clinical embedded within that but we try to look at the relationships to work out where the barriers are from people to accessing clinical services, and to understand how people with Hepatitis B from the different communities understand and respond to the infection.

What we know about Hepatitis B in Australia is that people with Hepatitis B come from culturally and linguistically diverse backgrounds and Indigenous backgrounds. These people and these populations have varying understandings and relationships with the medical system. What we know is that Hepatitis B is also a silent disease. If you have the infection you probably do not have any physical response that you are aware … you do not have symptoms necessarily until the infection has progressed almost too far to respond effectively. Forty-four percent of people in Australia do not know that they’re infected. Only 3% of the people who do know that they are infected access specialist services. We need 25% of those people to access clinical services. What we also know from the research that we’ve done at ARCSHS is that when people are diagnosed with chronic Hepatitis B quite often they do not consent to being tested let alone being provided with any information at the point of diagnosis.

So you’ve got people whose access to the health care system may be a bit limited. You have people who are coming from culturally and linguistically diverse backgrounds whose language may not be English, whose primary language will not be English who are not giving consent to being tested, being provided with a diagnosis of, sorry, you're surface antigen positive and then expecting them to respond in an effective way, it just doesn’t work.

Hepatitis B is also essentially a family issue in Australia. It is transmitted from mother to child that is the primary way that a chronic infection occurs is from transmission from mother to child. So it’s embedded within the family experience but people from cultural and linguistic … we don’t actually understand what that means or how it is that we can use that to develop good public policy to respond. We do know that people with Hepatitis B will have an aunt or an uncle or a parent or a sister or a brother who have died of liver disease but we don’t actually know what impact that has on the person, whether or not it terrifies them or whether or not they go into denial. We don’t understand, we need to know more. And another kind of issue for Australia is the fact that healthcare workers don’t necessarily understand Hepatitis B, it is a complex virus and our understanding of the natural history has changed dramatically over the last kind of 10, 15 years.

The Australian Research Centre in Sex, Health and Society was successful in an ARC grant application. What we’re doing is to look at strengthening community responses to chronic Hepatitis B. We’re looking at Hepatitis … at the response to Hepatitis B in three communities, in amongst Chinese community, the Vietnamese community and within the Sudanese communities. What we aim to do is to train up people from within the communities to undertake our research. What we’re trying to do is to find out how people within those communities conceptualise and understand and respond to chronic Hepatitis B within those communities. This is going to provide us with a far more nuanced understanding of chronic Hepatitis B. It will provide information that will enable us to respond affectively. It will enable us to find out why only 3% of people with chronic Hepatitis B access specialist services. It will enable us to find out why 44% of people with chronic Hepatitis B haven’t been tested for the virus even though a lot of them will know people within their families and within their communities who are infected.

What we’re trying to do is to re-imagine chronic Hepatitis B from a clinical illness that is full of acronyms, that is full of clinical words that are so difficult for white middle class people to understand let alone a whole range of other people. What we’re doing with this research is that we’re changing the communities' understanding and hopefully government’s understanding of Hepatitis B as a clinical issue and looking at it within a social perspective. Looking at … with a far more nuanced, a far more informed, a far more clarified way of understanding how Hepatitis B affects the people who are most affected, that’s people in the communities that they live in. What we’re trying to ensure is that the communities have the skills to be able to respond affectively. That they have a support that people with Hepatitis B have a supportive and informed environment in which they live and that we have public policy that effectively responds to chronic Hepatitis B. Thanks.
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