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I am part way through the book, ’Denialism: How Irrational Thinking Hinders Scientific Progress,
Harms the Planet, and Threatens Our Lives,’ by Michael Specter. I will review the book properly
when I am done reading it. Right now though, I want to talk about one of the important concepts
he talks about- one that is of vital importance to people living with HIV/AIDS. The concept is how
harm and risk are understood and misunderstood in our society.

 

It is my experience that people with HIV/AIDS, andthose who work with us think about risk and harmquite a bit. We think of it in terms of our meds, ofour sex lives and increasingly of things like heatdisease, cognitive decline and other consequencesof aging. It is also my experience that we often talkabout risk and harm in ways that are bothinaccurate and unhelpful. While some of this can bechalked up to inadequate math and scienceeducation, the important concepts involved areneither highly technical nor particularly complicated.
 

Most importantly: all risk is relative. In other words ifyou want to understand how risky something is, youhave to compare it to something else. So to saysomething is ’safer’ means nothing if you don’t saywhat it is safer than. For example if you want tounderstand how risky it is to fly on an airplane youcan’t just look the likelihood of perishing in a planecrash (the number of plane crash fatalities dividedby the number of people taking flights during adefined time), you need to compare it to somethingappropriate- like driving a car, taking the train, or
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not traveling at all.
 

Relative risk is what we need to understand to makegood healthcare decisions. As a person living withHIV I have to weigh the risk of taking an HIV drug. Ican do this in a few ways. I can look up the list ofpossible side effects and leave it at that. This willgive me important, but incomplete information. Itwill tell me what to look for, and that is all. A betterway to look at the same thing would be to look athow likely any possible side effect is- whatpercentage of people got the side effect- is it 5% or25%? This way gives me a better, but stillincomplete basis to make a decision. I now knowhow likely a side effect is, but I need to know onemore thing- what is my risk of not taking the drug?This should be though of in two ways- both bycomparing that risk to other drugs I might take, andto the risk of not taking any drugs at all?
 

The foundation of medicine is the concept of ’do noharm.’ Sometimes the most harmful thing to do isnothing at all. An easy example would be whether ornot to take something like Septra or Bactrim toprevent PCP (pneumocystis jerovici pneumonia) ifyour CD4 count is below 200. There are known risksto taking these drugs, including the risk of death. Ifthe question is posed as ’is taking Septra more riskythan not taking it?’ the answer may be different ifyou only look the risk of a fatal drug reaction than ifyou compare that risk to the risk of getting PCP ifyou don’t take it. While there is a small risk of a fataldrug reaction from taking Septra, there is a biggerrisk of getting PCP if you don’t take it.
 

This is made more difficult because of the power ofthe anecdote. To most anyone who isn’t a



statistician or scientist, anecdotal evidence(otherwise known as our real life experience) ismuch more powerful and compelling than anincidence calculation or risk ratio. Back to flying asan example- as Specter says in the book- we arebound to remember dramatic and compelling eventslike a plane crash, and just as likely to forget all ofthe planes that didn’t crash. But the risk of flying isdemonstrably lower than the risk of driving. Planecrashes are more dramatic and much less commonthat car accidents- this leads many of us us to bemore fearful of flying than driving, even though ourchance of dying in a plane crash is a tiny fraction ofour risk of dying in a car crash.
 

I had a discussion about this with a friend recentlyas I was starting a non-HIV related meds. She wastelling me of some online forums she had used whentaking the same drug, and warning me of the horrorstories people posted. I thanked her for the resourceand told her that because of my work in HIVtreatment activism, I had a pretty good lens to viewthose kinds of things.
 

Whenever I talk about HIV drugs and side effects, Istart off by stating that I think that almost everyonewith HIV or any close connection to people with HIVis highly likely to have an exaggerated sense of boththe frequency (how often) and the severity (howbad) of side effects from any HIV drug. The reasonfor this is simple- we notice when people have sideeffects, especially the more severe ones. We don’tnotice when people don’t have them, just like wedon’t really notice when planes don’t crash.
 

This is not to discount the reality of side effects-they happen and should be paid attention to. It is



simply to remember that most every medicaldecision we make entails risk and the only way toreally understand that risk to compare the risk ofthe alternatives, including the risk of doing nothingat all.

I am not a math person. Numbers make me cranky. Itake comfort however in the realization that I makerelative risk calculations for myself every day, thesame way anyone reading this does. If I get in a car,I know there is some risk in doing that. I try tominimize the risk by wearing seat belts, and nottexting while I drive. The risk is never going to bezero, but neither is the risk of not getting in a car.So, if you need to drive to your job every day youaccept the risks of driving because they are moretolerable than the risks of not driving (losing yourjob for example).

 

AIDS activism grew out of this understanding-people were willing to fight for the right to take veryreal risks with their lives by taking drugs that werenot well understood or even known to work, becausethe risk of not trying them was understood to meanalmost certain death. A drug like Hivid (ddc) wouldnever stand a chance of being approved (orprobably even getting in to human studied) today,because it caused too many side effects and thereare safer alternatives. When the drug was approvedthe risk of side effects was pretty much (butincompletely) understood- but there weren’t reallysafer alternatives. Therefore it made sense for thedrug to be approved at that time. It equally makessense for the drug not to be used now- the relativerisk has changed.
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