Psychosocial Conference 14/5/07

Opening Plenary address

by David Menadue, People Living with HIV/AIDS Victoria

Welcome everyone to a conference that I think will produce very valuable insights into the current psychosocial issues experienced by people with HIV/AIDS. In a time when we have more people living with HIV than ever before, with no cure in sight but current treatments keeping people reasonably well, it is not surprising that we are seeing an increase in demand from HIV-positive clients for help with their psychosocial issues.

Living with HIV has come to be about living with a chronic illness for a good percentage of those infected, particularly for those who have lived with it for some twenty or so years like myself. People for whom ageing is becoming a critical factor in their health considerations, adding to the considerable stresses that the virus is already placing on our bodies. Jeffrey is about to speak to us about ARCHS’s research in this area so I will try not to steal his thunder but we know from HIV Futures 5 that the average age of a person with HIV in their study is now 45.

The people at one end of the spectrum, some might call long term survivors, have been through a roller coaster of emotions, having been told that they would probably die within a few years by doctors in the eighties or early nineties, having prepared for an early death and then been told --- no, hang on, you might live after all, albeit with some reduction in quality of life. They have survived but often have not been able to return to the workforce, to go back to where they were before they were infected. When the proteases came along and turned around people’s health fortunes, I saw a phenomenon which I never thought I’d see – I saw people who were struggling to get back into the treatments optimism that was so dominant at the time, people who actually felt a bit cheated that their early death might be taken away from them. It sounds bizarre to some people to even think that way, we would always want to live no matter what but you have to have been in their shoes, to have lived through all the misery of HIV, to have a lot of their friends and partners taken away, to lose their looks and their savings. It seemed a bit too much to want to go on – and I saw some people either refuse to take these new treatments or to take theirs intermittently – and they got their wish.

The people who have survived have not always found their social circumstances to improve with their health. For some it has been possible to return to the workforce, to a reasonable pay packet, maybe to have enough resources and energy to return to the gym. For others it has been a difficult road coming to terms with the idea that they may be living with a chronic illness for the rest of their lives with no great improvement in quality of life. When they look into the future the picture is of a relatively impoverished existence on the DSP, possibly life on a public housing estate, plenty of boredom during the day and not a lot of options financially to go out at night. This is probably a worse experience for those who had a comfortable life before they became ill and now are unable to return to those days. They are probably more bitter than those who have never had such luxuries as regular holidays, gym memberships and nice apartment living.

On top of this we have the likelihood of your face being worn away by the HIV drugs, and a large protruding belly developing with some of the heavier antivirals (which people at this treatment stage often need). The look created by lipodystrophy can have a devastating effect on people’s self-esteem and confidence. So they see little chance of being seen as sexually attractive, finding a partner and companion into old age.

They are also often dealing with the harsh side-effects of HAART, which come once you are more treatment-experienced. Apart from the normal side-effects of diarrhea and nausea, your lipids and cholesterol rise, as does your risk of a heart attack. Insulin resistance and diabetes have become increasingly common. Life’s nagging complaints seem to be worse when you add HIV into the picture, as there is no doubt that your immune system doesn’t work as well; you carry around infections longer and are more vulnerable to every bug that comes around.

It’s not surprising then that some of these people become lonely and isolated and turn into difficult, angry patients, sometimes with complicated mental health conditions – what the sector sometimes calls “complex”. People who seem never to be able to be pleased, no matter what lengths you have gone for them. Who have constant nagging problems to go on with in your monthly sessions, with whom doctors always have to allow at least a half hour for their consultations. Who think that because they have HIV they should be treated as special – a vestige of a time when health professionals did go to great lengths to look each patient’s every need as the patient only had a little time to live.

Of course you don’t have to have HIV for a long time to be considered complex. Drug and alcohol issues are prominent in people with HIV—whether existing prior to infection (and maybe contributing to it) or afterwards. I have no doubt that the virus and its treatments plays their role in contributing to depression and mood changes in people with HIV – that there is such a thing as organic HIV-related depression for instance although the experts here may differ with me on this  --but the stigma still associated with being HIV-positive has to be a major contributing factor to mental health problems. For many who are newly diagnosed they still take on society’s view that people with HIV or AIDS are “unclean” or to be pitied.

SANE Australia, an advocacy group for people with mental illness, says stigma is like a label that tries to tell the rest of the world you’re not as good as everyone else and don’t deserve the same respect.  Stigmatising words and descriptions trivialise the experience that is happening for a lot of people, putting them in a category that takes no account of their individual situations. This is as true for people with a mental illness as it is for people with HIV so when you have both, HIV and a mental illness, you have a kind of double jeopardy to deal with around stigma and society’s acceptance of you.

I know that people in the sector don’t have this view, that they treat individuals with HIV with care and respect. I have been a part of campaigns by plwha groups to try to improve the self-esteem of people with HIV—to present HIV-positive people as firstly visible in the community but also as able to have a normal sex life, normal employment, even a normal life-span. For some though there is a strong need to keep their status secret, to go to abnormal lengths in their work and social lives to ensure that no one knows. For some this secrecy is increased when they are also hiding their sexuality. The pressure builds up in some so that the effect is depression, anxiety and other mental health issues.

We live in a time when we are told HIV is more normalised, that becoming HIV-positive is not as traumatic as the mid eighties, for instance, when there were no treatments available at all. That may be true but there is no doubt in my mind that most people when they are first told they are HIV-positive are still traumatised, still distressed and needing a lot of reassurance. People need counsellors at this stage as an HIV-diagnosis is a major life-changing event for many—it will bring up a range of complex issues, everything from feeling stupid or guilty about their sexual behaviour through to negative feelings about their sexuality, their self-esteem, their ability to find a partner, their confidence in their daily lives. If counsellors at not readily available at this crucial time—because service providers cannot meet the demand and be flexible enough to create a quick appointment for such a person, their crisis only deepens and in some extreme cases, we have seen attempted suicides.

We get a number of newly-diagnosed people ring PLWHA Victoria each month, to talk through what having the virus entails, when they might need treatments, who to tell about their diagnosis, and so on. Most though actually want to talk to a peer – they actually want to hear what the experience of living with HIV is like from a person who has the virus themselves. The value of peer support has long been acknowledged in this sector—the AIDS Council, Positive Women, Straight Arrows, PLWHA Victoria – we all provide peer support for HIV-positive people and their friends and family. In other states there are similar groups. It is one of the most valuable things a lot of newly-diagnosed people say they have done—to talk to other positive people, to realise they are not alone, that others have been through probably worse situations than they will have to live through themselves and survived the experience.

The Victorian AIDS Council runs peer support courses and PLWHA Victoria runs a Genesis course for newly-diagnosed people to learn the basics about HIV infection. Not everyone is up for such courses though. They might just need to talk to a “positive buddy”, one person who they can chat to from time to time – I think some of our staff find themselves filling that role quite a bit. Or they just need a counsellor, who shows them understanding and empathy, regardless of whether they are HIV-positive themselves or not.

PLWHA Victoria also runs Planet Positive social nights where HIV-positive people can meet other positive people and hopefully make friendships that will help reduce any feelings of loneliness and isolation.

We shouldn’t forget GPs when talking about the mental health needs of HIV-positive people, either. They are usually the practitioners who present people with their HIV diagnosis and they are often the only source of mental health assistance or guidance for these people. In a high caseload practice though, the average GP’s capacity to hear these personal situations and address them adequately is sometimes not as good as they’d like and the assistance of practice nurses and the capacity to readily refer to psychologists and psychiatrists with HIV experience is of prime importance. I should also mention the crucial role played by district nursing services around the country. 

Interventions that include positive people’s psychosocial needs in a coordinated care approach is obviously an objective we all seek. The plwha experience is often very medicalised for some patients and making the whole process as seamless and manageable as possible—things like help with keeping appointments, following up on medications are a part of the picture. Social workers and case management play an important role. Resourcing community workers is crucial as well. Creating public policy around the psychosocial needs of plwha has been slow though with few states having care and support plans which look into the future—NSW is probably the only state to do this comprehensively.

The current environment for people with HIV given the media circus around recent HIV transmission cases has not helped the feelings of negativity that still predominate in some positive people’s thinking. They have contributed to a sentiment that “the world is out to get me because I’m positive”, that I am under surveillance by Big Brother for everything I do and of course it contributes to the even greater paranoia about the need to hide details of your status. Being lumped in ridiculous claims by the Age  journalists about “bug chasers” and "gift givers”—people who deliberately want to infect others with the virus, just based on the testimony of one or two witnesses, has served to further stigmatize gay men and positive people. “We are always knew these people were sleazy lowlife with no concern for others,” is the impression one fears Mum and Dad Australia is getting from this whole sensationalized affair.

I am sure that the consequence of the police raids on DHS over the Michael Neal case has been to decrease positive people’s confidence in the sanctity of medical records and the trust that exists between patient and doctor or counsellor over such matters as unprotected sexual behaviour. How can health professionals help people with their sexual behaviours when individuals risk prosecution for admitting to occasional lapses of judgment or difficulties with using condoms, for instance?

I know there is a tendency to judge when HIV-positive admit to occasionally having unprotected sex with people whose status they don’t know. How could someone put someone else’s life at risk like that? The answer lies in the nature of sex itself, in the inadequate communication which often occurs in many sexual encounters where negotiation is imperfect, assumptions made in the heat of the moment and condoms are somehow not a part of the equation. We know disclosure is difficult for a lot of positive people – they fear rejection, they fear what their sex partner will do with the information, they fear losing someone who they really like because of this one revelation. 

The current sexual culture in the gay community here does not encourage honest revelations about status. The Internet chat sites are all about cyber deception on a grand scale – if you were to believe these sites, Melbourne has more well-hung individuals than Kinsey could ever have estimated in all his tabulations. Admitting you are HIV-positive online is like consigning yourself to the outer perimeter of sexual availability. It’s not surprising that upfront disclosure by positive people about their status is not so common. It would be great if we could encourage it more, that the news once revealed was well accepted, that people were very clear where they stood before sex took place. That positive people could feel strong enough in themselves to say, “Oh well if my partner rejects me, I’ll know that they wouldn’t have been right for me in the first place.” Not everyone is strong enough to do that unfortunately but counsellors and peer educators can play a role in helping people to work through these issues, to feel that sexual negotiation need not be so problematic, that they don’t feel such strong guilt after sex because they haven’t put anyone at risk. It goes without saying that it’s not all about positive people having to share the burden of responsibility about safe sex in this community but to some positive people, that’s the way they see the situation. I know people who find sex as an HIV-positive man so difficult that they have given it up altogether. Come to think of it, I also know quite a few HIV-negative gay men who have done the same.

We have to work towards creating a public health environment where people can get ready access to counsellors and other mental health professionals when they need, to ensure that only in extreme cases, should individuals ever have confidential details revealed to the authorities and that the idea of behaviour change is supported through professional help—rather than criminalising this behaviour without the possibility of change.

We have to advocate with politicians and bureaucrats to keep a social environment for people with HIV which is not about threatening the criminalising of sexual behaviour and the involvement of police at every turn but is about offering help, advice and effective safe sex messages to both HIV-positive and HIV-negative people. 

We will hear from speakers at this conference on the social determinants of health and they are surely major factors in the life issues for many people with HIV.  Alleviating poverty and improving access to housing for positive people are all basic to ensuring good psychosocial health. I am involved with the In Home Support program auspiced by the Victorian AIDS Council – their Coordinator Don Hay is presenting at this conference and it has been incredibly heartening to see what happens to people who are seriously ill, with physical and intellectual impairment related to HIV when they are given a nice environment to live in, a permanent home and some assistance with their daily living requirements. Some turn around their lives in amazing ways because of the extra care and attention they have been given when they had pretty much given up hope.

We will hear about different forms of clinical practice with people with HIV, community initiatives to address people’s psychosocial needs and the differences within the HIV-positive community which need to be catered for – whether it be through gender, sexuality or cultural difference.

I am sure it will be stimulating and illuminating and I look forward to a productive conference.

