Abstract for Zaida

In 1984 I fell down a big black bottomless pit. I was amongst the first 400 people in Australia to be diagnosed with HIV/AIDS… then, a certain death sentence.

As I was plummeting down this black pit,  I had awful feelings of disbelief, suffocating terror, guilt, shame, hopelessness…but suddenly I stopped myself in this free fall…saying “No this isn’t the end…you will not die from AIDS, it will not kill you!”
This became my mission! To survive AIDS!
As if this diagnosis wasn’t bad enough to cope with, my doctor told me not to tell more than 2 or 3 people. This was because of the hatred, loathing and fear in the general community about anyone with HIV/AIDS.
This advice which was given to all patients diagnosed with HIV/AIDS and still is in many areas. It was given in our best interests.  There was the very realistic chance that there would be nasty repercussions.  Unfortunately this has set up a culture of self stigma, a culture that is pervasive in the HIV community today. Worse still the stigma about HIV/AIDS is still an issue for the wider community. But I will discuss this later.

I actually told 4 people, two close friends and two family members. They were very supportive and of course never betrayed my confidence.

Back to 1984…

But I knew that mere words and a positive attitude wouldn’t be enough…I needed a plan!

To my naïve layman’s mind, if the virus attacked my immune system it was up to me to keep my immune system strong and healthy until medical science could find a treatment or cure.

I came up with a very simple regime
Healthy food
Exercise: - I went to the gym 6 days a week and walked everywhere. I became extremely fit!


Meditation: – I came up with a very powerful mantra “my immune system is strong and healthy “ I meditated twice a day – morning and night

Visualisation:  - I took a piece of cardboard and in the middle I drew a black dot, representing the HIV virus. I surrounded it with hundreds of green circles representing my immune system over powering the virus.
Around them I had two circles of red hearts, representing love…love of myself, love of my family and friends and life. I finished off the picture with a band of yellow representing the sun for health, happiness and strength.
I put this picture up on the wall opposite my bed so that it was the first thing I saw in the morning when I woke up and the last thing I saw at night as I went to bed.
This formed an incredibly powerful mental imagery for me to use, especially in black moments.

Supplements: - I researched (no Mr Google in those days, so I did a lot of reading) vitamins and supplements that assisted the immune system.  I took an enormous amount of supplements and vitamins… a very expensive exercise but worth it!

Lastly, I gave up alcohol ...NOT an easy ask!

In a time where there was no hope I delighted in inventing an acronym from the word HOPE!

H = humour – there was so much negativity around at that time that I decided to focus on happiness…I stopped watching the news, buying news papers, they were full of vile loathsome comments about people with AIDS… so I just watched comedies on TV or hired comedy videos
O = Optimism
P = Perseverance …I was going to need heaps of that!
E = Energy which I received from my health plan


This little plan worked very well for until I accepted a job in Melbourne. The atmosphere was toxic and hostile. My CD 4 count fell dramatically from a healthy 880 to 220… perilously close to the “magic maker 200” for having full-blown AIDS!

On the advice of my dear friend, the late Dr Brett Tindell, (a brilliant HIV/AIDS researcher who died from AIDS himself in 1994.)  I left Melbourne and came back to Sydney. Brett arranged for me to see the then Dr David Cooper, now sadly the late Professor David Cooper. 

I had my consultation with David. This was the beginning of  our 29-year journey together in the fight against HIV/AIDS. 

Under his dedicated and loving care,  I participated in 28 trials for experimental HIV drugs. I can safely say that all of these early drugs had hideous side effects.  

There were too many drugs for me to recall now but there are several drugs that still stand out in my mind as being particularly revolting.

The first was the DDI!
This was a particularly nasty drug. I had to take 2 tablets twice a day. These tablets were the size of a large  coin and almost twice as thick. There were two ways you could take these tablets…Chew them and swallow them…the taste was unbelievably foul  or you could crush them up and mix with a little bit of water and drink the mixture…equally foul …both ways left a horrible taste in the mouth…but to make matters worse, you couldn’t eat or drink anything for two hours after taking the tablets… by the time the 2 hours had elapsed I felt so sick that I couldn’t eat.  I was only able to face food at about lunch time.
I was working as a National Training Manager for a large Hotel group and was constantly travelling at this time. I had to fir taking these drugs into a busy work schedule as well as existing on one meal a day!
I developed peripheral neuropathy  and as the nausea had become so bad David stopped that trial.

Ritonavir was the next drug that caused me severe problems.
This was a double blind study, meaning that no one knew who had the real drug or who had the placebo. 
This drug came in a liquid form. Initially it tasted like cherry cough medicine…that didn’t last long…almost immediately that taste was replaced with a harsh metallic taste…
I took my first dose and went out…About half an hour later I broke out in a sweat, my lips were tingling and numb. I felt extremely nauseous and felt like I was going to faint.   I rang the trial Dr and he said “Ah you are on the real thing..! Sit down, eat something and drink some orange juice…these symptoms will die down in a couple of days…
Well he was WRONG!!! They never stopped for the entire two years on was on that trial …it became even worse, with violent migraine type headaches, vomiting, diarrhea. Eventually I had to stop, the side effects were just too horrible, I had no quality of life.

Another drug Effavirenz came and went fairly quickly. I was an easy drug to take, being in a pill form BUT I had the most awful multi colored nightmares which were not only frightening but caused dreadful sleep deprivation.


After many trials and my CD4 count failing and my viral load raising David felt it was time for Salvage Therapy.  Salvage Therapy consisted of 3TC, Durunavir, Tenofivir, small dose of Ritonivir and the main ingredient in the therapy T20.

Just when I thought that there couldn’t be anything worse to come T20 proved me wrong!

T20 was a self injecting drug. This was surprisingly the easy part for me…it was after that caused me the most grief. At the injection site there would be a lump, either the size of a small finger nail or the size of a fist. Either way they felt like some one had a scalpel and it was being jabbed into the injection site continuously.  I went on every type of pain killer to try and control the pain including high doses of morphine but nothing worked.  To make matters worse, I had to inject this drug twice a day and that the swollen areas took at least 4 or 5 days to disappear. So you can imagine what my body looked like after 2 years of this trial!!!! In the end I couldn’t take the pain anymore and David discontinued the drug.

Thankfully my CD4 count had risen to over 400 and my viral load had gone to undetectable and stayed that way without the T20.

However, another strange thing happened to me. I found that I was losing my hearing and was finding walking extremely difficult. So David sent me to see Professor Bruce Brew The Head of Neurology at St Vincent’s Hospital and an expert in HIV neurological conditions.

After 6 MRI’s he and his team finally diagnosed the problem. They found that I had developed an extremely rare brain condition called Superficial Siderosis, bleeding on the cerebellum.  This is a slow progressing terminal disease that substantially reduces mobility, eventually ending in total incapacity. There is nothing known about Superficial Siderosis, there is no treatment, no cure!
When I went on the Salvage Therapy I signed a release form acknowledging that one of the drugs Darunavir may cause bleeding on the brain!
I had drawn the short straw.
So Darunavir was withdrawn from the therapy as well.
Again luckily my CD4 count held as did the undetectable viral load.


Even though there were these horrible side effects and the peripheral neuropathy had returned permanently I kept going with the trials as I had vowed right from the day of diagnosis that I would do anything to help advance knowledge of HIV/AIDS towards finding a treatment or cure.  This was one way I could contribute.

Eventually, even with the drugs my health deteriorated.  I had to retire from work.

I had to stay on the regimen I was on as I had developed a resistance to so many classes of drugs.

Unfortunately because I had Ritonavir in the combination, it is a Protease Inhibitor and caused dreadful lipodystrophy.  This caused me great distress as I developed a huge stomach. It was so unpleasant that I threatened to go off all medication but David persuaded me not to! He promised that there were new drugs just around the corner…and there were!
Eventually along came Maraviroc, Raltegravir and Etrivirienne.  


Once David established that I was eligible these drugs, he put me on all three as well as Kivexa. This combination has worked extremely well for me…my viral load has been undetectable for many years and my CD4 has slowly improved but the great news with that is the percentage has improved drastically!

Of course since then there have been several other drugs that work extremely well, especially for the drug naïve people.  Those fortunate people usually only have to take one tablet a day.  A fantastic step forward.

All these drugs are a miracle of modern medicine and it truly wonderful where we are now at the stage that medical science can say with 100% accuracy that if a person with HIV takes their medication regularly and has an undetectable viral load that they cannot pass on the virus to anyone.
This isn’t a cure but a truly tremendous step in helping reducing the transmission rates of HIV.

But this is where I would  like to return to 1984 briefly to talk about self stigma and stigma in general.

As I mentioned…the normal practice by all Doctors at that time was to advise people to disclose to as few people as possible to avoid the prospect of nasty repercussions.  

These repercussions came from a group of bigoted right wing fanatics who unfortunately were fuelled by the media always seeking out sensational stories. HIV/AIDS provide them a great source. So many wonderful people suffered the indignity of this hatred.


So the advice at the time was appropriate. 
However I know that it did set up a mental culture, not just for me but thousands of other positive men at the time which has continued today.
It set up a pattern of guilt and shame in people living with HIV and secrecy.

Now that we have these fantastic new drugs that stop people transmitting HIV, we need people to speak out about being HIV+ and being undetectable NOT still living in secrecy and shame!

We need a collective effort to encourage every sexually active person to test for HIV.

Once a person knows their status they can now take affirmative action.  If positive, go on medication and get their viral load to undetectable or if negative go on Prep to help stop their chances of contracting HIV.

Of course we also need global leaders to take the initiative and provide free access to HIV testing and free access to HIV medications worldwide

[bookmark: _GoBack]We now have the tools to stop the transmission of HIV but we need a universal commitment to make this a reality. 
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