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CHAPTER FIVE
The Mushroom Treatment

You are often kept in the dark about how likely it is that a proposed treatment will actually help
you, and about what kinds of problems it might cause you. Doctors rarely provide this basic
information, and instead often expect that you will simply follow their instructions. This
approach endangers your health and well-being.

Treatment

One year, | had a DEXAscan, a test to see if my bones were thinning. It turns out that the
prescription for the test was based on an error in the doctor’s office. According to her records, |
had shrunk two inches between visits. My husband started laughing when | told him about this
latest medical evaluation. “Not unless I've also shrunk two inches,” he said. “You still fit under
my chin exactly as you always have.”

Subsequent measurements proved him correct. In the meantime, | had the test. | couldn’t see
what harm a simple diagnostic test could have, so | didn’'t push back. The doctor called me
after she got the test results and prescribed a drug. Call the prescription Drug A. It was heavily
marketed by the drug company that sells it.

A month later, | returned to the doctor with severe pain in my buttocks. The doctor added
prescriptions for Drugs B and C. A month after that, the pain was so severe that | was entirely
unable to ride my bicycle or even swim. | felt disabled. Dealing with a typical day in the office
was very difficult. Business travel was agonizing. The doctor sent me for hip x-rays to see if |
had somehow broken my hip. | had not.

The doctor doubled the dose of Drug C. Four months later, with the pain still severe, she added
two more drugs, D and E, to the treatment regimen. | had entirely stopped exercising due to the
pain. | had gained weight. In the following two months, | had ten visits to a chiropractor for
back pain.

The next month, | had such severe gastrointestinal pain that | was unable to eat anything at all
for about a week. Around the same time, | reviewed my care with a highly skilled doctor, an
internist | was lucky enough to have had access to at work.

He was startled that | had been prescribed any drug based on the DEXAscan: my test results
did not fall into the range for which the drug was considered appropriate. He recommended
stopping all five drugs. | did so. Within a few weeks, all of the excruciating pain and disruptive
disability were history.

In the years following, reports surfaced about side effects of the five drugs the doctor had
prescribed for me, explaining all of the nearly year-long distress | had experienced. One of the
drugs, in fact, was subsequently taken off the market.
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A follow up DEXAscan a year after that showed that my bones had in fact strengthened. The
drug had worked. But that gain essentially cost me a year of my life. If | had understood at any
point that it was the cause of my suffering -- in conjunction with the four drugs added to deal
with the harm it was causing me -- | would never have taken it.

Two Questions
When the doctor prescribes a treatment for you, two questions you might have regarding its

impact on your health are:

* Does it solve my problem?
* Does it create other problems?

Those two questions suggest four possible outcomes, as shown below. For the sake of
illustration, assume that the treatment in question is a drug to treat a chronic condition.
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The box in the upper right is a great place to be: the drug solves your original problem and
doesn’t create any others. That is an excellent result.

Copyright © Elizabeth L. Bewley 2010, 2011. All rights reserved.

Page | 2



From Killer Cure: Why health care is the second leading cause of death in America and how to
ensure that it's not yours by Elizabeth L. Bewley. Downloaded from www killercure.net.

However, across the health care industry, data suggest that on average, only about 50% of the
people benefit from any particular treatment. That fact means that the other 50% fall in one of
the two boxes in the bottom half of the chart.

Three Other Boxes

In the bottom right-hand box the drug doesn’t help, but it doesn’t cause any serious side effects
either. That doesn’t sound so bad. But if individuals are being treated because their condition
requires it, and the drug isn't working for them, presumably they are likely to get sicker.
Additionally, a great deal of money is being spent without yielding any benefit. That money then
can't be spent on more useful things.

More than 4 billion prescriptions are written every year in the U.S. -- nearly 15 for every man,
woman, and child in the country.”®® They cost $270 billion dollars.*® If 50% of the time the
drugs don’t work for people, then roughly $135 billion dollars are being wasted. The bottom
right-hand box is not a great place to be.

In the bottom left-hand box, the situation is even worse. Here, the drug not only doesn't solve
the original problem, it also creates new ones. For example, many drugs are known to cause
significant weight gain in many of the people who take them. That alone can cause serious
health problems.

In the upper left-hand box, life gets complicated. Here the drug solves the original problem --
and creates other problems. That was the case for me in the example above. Here, the best
option is for doctors to work closely with people for whom they’ve prescribed the drugs. They
can adjust the dosing and make other changes in an attempt to reduce side effects while still
producing most of the benefits of treatment. That's often very tough to pull off.

Focus on One Box

Every person taking any drug will land in one of these four boxes. In only one of those boxes
should individuals almost certainly be encouraged to continue taking the medicine. The half of
the people who fall into the bottom two boxes shouldn’t be taking the drug at all, and many of
the people in the upper left box shouldn't either.

However, it is very common in health care for professionals to talk and act as if there is only one
box: the one in the upper right, where only good things happen. Here’'s what one insurance
company wrote to its enrollees: “Taking medicine is an important part of staying healthy. It's
very important to take your medicine exactly as ordered.”*

On a similar note, a doctor writing in a prestigious medical journal opined, “Our success or
failure in combating osteoporosis increasingly depends not so much on the drugs available to us
but rather on our ability to engage our patients and ensure that they take the medicines we
prescribe.”**
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Researchers at the Mayo Clinic discovered that after people went home from the hospital with
new drug prescriptions, “only 11% reported that they had been told of potential adverse
effects.”? Other research similarly concluded that “providers often neglected to tell patients
about the potential disadvantages of treatments or tests that they recommended.”*?

Thus, when health care professionals talk about you and prescription drugs, they tend to talk
about coming up with the right carrots and sticks to drive you to take the drugs that doctors have
prescribed for you. They call this idea “compliance” or “adherence.”

Given that there are four boxes on the chart, it becomes obvious that your health is more likely
to improve not as a result of your simply following doctors’ orders, but instead by your taking a
more active role: as CEO of your own health and health care, figuring out which box you fall
into.

CEOQ'’s Questions

CEOs don't know everything. They rely heavily on experts, all of whom know more about their
field of expertise than the CEO does. What the CEO does know is what questions to ask. In
this case, those might include:

*  “What is this drug intended to do?”

*  “How will we know if it's working for me?”

*  “When will we know if it's working for me?”

*  “What big problems should | be watching for, and what do | do if they occur?”

It's hard to be a successful CEO without good information. A logical question to ask is whether
individuals are getting this kind of information from their doctors.

Who Knows?

In one study, doctors agreed to be recorded during patient visits as they prescribed drugs new
to those individuals. Knowing that they were being recorded, doctors presumably were on their
best behavior. Here is the percent of time that the doctors gave people the following critical
pieces of information:

» reason for taking the drug: 87%

* name of the drug: 74%

* how often to take it: 68%

* how much to take each time: 55%

» side effects: 35%

« how long to keep taking the drug: 34% '*

Assume that the doctors studied were all equally likely to perform at the above levels with every
individual. The odds that any given person was told all six pieces of information are less than
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3%."° The problem with that result is that people taking the drugs need to know all of these
things.

Consider one of the higher percentages listed above: doctors told people the name of the drug
74% of the time. What difference does it make that they didn't tell everyone? Think about
adverse drug events, discussed in Chapter One.

Who is present 100% of the time when a drug is being taken? It’s not the doctors. It's the
patients. How can they help prevent adverse drug events that can kill them if they aren’t even
told the name of the drug they are supposed to be getting? A quarter of the people weren't told.

If you aren’t told the reason for taking the drug, the case with 13% of the individuals in this
study:

* How could you have taken part in deciding whether to start taking it in the first place?

* How can you play an active role in figuring out if the drug’s benefits outweigh any side
effects?

* How do you take responsibility for managing the condition the drug is intended to treat?

* How likely are you to keep taking it?

Clearly, the necessary conversations are not happening. If health care were focused on you, a
lot more attention would go into helping you figure out which of those four boxes you fall into,
and advising you accordingly.

Connect the Docs

Curious about why doctors don't talk about side effects more often? The following experience
suggests one reason. A Harvard Medical School student wondered why his professor so
enthusiastically promoted cholesterol drugs, “and seemed to belittle a student who asked about
side effects.”*°

It turned out that “The professor was not only a full-time member of the Harvard Medical faculty,
but a paid consultant to 10 drug companies, including five makers of cholesterol treatments.”*’

Ties between doctors and manufacturers are common, and concern about them is increasing:
“Federal health officials and prosecutors, frustrated that they have been unable to stop illegal
kickbacks to doctors from drug and device companies, are investigating doctors who take
money for using these products.”™*®

“The move against doctors is part of a diverse campaign to curb industry marketing tactics that
enrich doctors but increase health care costs and sometimes endanger patients.”™*

Doctors surveyed, by the way, believe that individuals should turn to them as the best source of
quality information about drugs.**
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Making the situation worse, “When patients feel they might be having an adverse drug effect,
doctors will very often dismiss their concerns.”™! “Physicians seem to commonly dismiss the
possibility of a connection . . . even for the best-reported adverse effects of the most widely
prescribed class of drugs.””**

“Your bones are thinning.”

After that first DEXAscan, | had two more over the next five years. By this time, | had switched
to a new primary care physician, Dr. Wall.'>* She had been written up as one of the best family
care practitioners in the state. She is intelligent, hard working, and thoughtful. Yet here is the
entire communication | received -- via recorded message -- after the last DEXAscan: “Your
bones are thinning. You need to start taking Drug A, [dosage and frequency].”

That was the same drug | had taken a few years earlier, with terrible side effects. | called her
office and eventually connected with someone who was willing to answer questions, although |
did not manage to get a live conversation with Dr. Wall herself.

“I need more information than | received in the voice mail | got about the DEXAscan | just had.”
“It says here that your bones are thinning. You need to start taking Drug A.”

“Yes, | got that message. | need some other information. For starters, what is the diagnosis?
Do | have osteoporosis? Or is the diagnosis still osteopenia?” (Osteopenia is often, but not
necessarily, a precursor to osteoporosis, which is a serious condition that can lead to bone
fractures and other potentially disabling outcomes.)

“You have osteopenia.”

“Okay. Good. And what are the actual test results?”

“Your bones are thinning, and you need to take Drug A.”

“What | mean is, what are the numbers given in the report of the test?”

“I don’t know. I'd have to find the report.”

“Okay. I'll wait.”

“Well, I might not be able to do that . . . I don’t know if that’s in your chart.”

“Okay, I'll wait while you look.”

“Well, hold on.”
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“Okay, thank you.”
After a long wait, she read off a series of numbers. Among these was, “It says T is -2.1.”

“Okay, and how does that compare to the last time | had the test?” |
Page | 7

“l don’t know.”
“Could you look it up?”
“l don’t know if we have that information.”

“Yes, you do. Dr. Wall ordered the previous DEXAscan three and a half years ago. You have
the results from that test. I'd like to know what the numbers are from that test so | can see how
much they've changed in three and a half years.”

After a longer wait, she read off the numbers, including, “T is -1.7.”

“Thank you. What other treatment options are there? | cannot take Drug A. It was prescribed
for me years ago and | experienced severe side effects. What other options do | have?”

“There isn’t anything else. The only way to treat this is with one of these drugs, and they’re all
the same. Your bones are thinning and you have to start taking Drug A, [dosage, frequency].”

| ended the call, exasperated that there had been no discussion with me about options for a
workable treatment plan -- just an order for a drug that | knew | couldn’t take. Experiences like
mine are common. One study concluded that patients had a voice in treatment decisions only
9% of the time.***

Mushroom Treatment
It may feel to you as if the treatment you’re getting most consistently regarding the course of
action prescribed for you is the “mushroom treatment” -- kept in the dark and fed manure.

The balance of this chapter provides details behind some of the information summarized above.

Coin Toss

The percentage of people who benefit from a treatment varies. For some treatments, it might
be as high as 80%. For some, it might be as low as 30%. On average, it appears to be roughly
50%.'%°

For example, one drug company’s press release announced that up to 30% of patients saw their
pain reduced by half as a result of taking their drug, compared to 15% of patients who improved
that much while taking a placebo™® (pills that don’t have any actual drug in them, commonly
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called “sugar pills”). Those numbers seem to imply that only 15 people out of 100 get significant
benefits that they wouldn't get without the drug.

Before you page through the endnotes to find out which drug it is, note that it doesn’'t matter --
the story would be very similar for many drugs, for many kinds of surgery, and for many other
treatments as well. Here is another example: a new drug “normalized glucose levels in 51
percent of those who took it, compared with 30 percent in the placebo group.”™®’

Here is how one writer summarized the data: *“Difficult risk-benefit questions surround most
drugs. . . . One dirty little secret of modern medicine is that many drugs work only in a minority
of people.”*®

When a doctor orders a treatment for you, she doesn't typically have any idea if you're one of
the roughly half who will be helped or one of the half who won’t. She typically doesn'’t tell you
that there’s a good chance the treatment won’t help you at all.

Success rates and side effects for surgery appear similar to those for drugs. As one example,
the Blue Cross Blue Shield Technology Evaluation Center concluded that a particular kind of
back surgery was successful 57% to 64% of the time."®® Another analysis, published in a
journal for bone surgeons, pegs it at 64%."®°

There are side effects to surgery as well. For instance, according to Dr. Nortin Hadler of the
University of North Carolina, coronary bypass surgery carries a 1-2% risk of death during the
surgery, and up to a 40% chance of permanent mental decline.*®*

One Percent

When a drug is prescribed for you, do you have any idea what it is supposed to do and how
much it is supposed to help you? For example, if the doctor says that you are at risk for a
stroke and that taking this drug reduces that risk by half, does that mean:

e Out of 100 people at risk for a stroke, 100 will end up having a stroke without taking this
medicine or something similar; with the medicine, only 50 of 100 will have a stroke?

* Out of 100 people at risk for a stroke, 2 will end up having a stroke without taking this
medicine or something similar; with the medicine, only 1 out of 100 will have a stroke?
These both represent a 50% reduction in stroke risk.

The second of the above examples is more representative -- one person in a hundred may
benefit from a drug taken to forestall complications of a chronic condition.'®* For one diabetes
drug, which had sales of $2.6 billion in one year, an almost infinite number of people would have
to take the drug for one person to see a reduction in the consequences of diabetes.'®

If the only boxes on the chart were the ones on the right -- if there were no downsides to drugs -
- then one might be less concerned about numbers like this. But side effects abound, putting a
lot of people in one of the boxes on the left-hand side of the chart.
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A Hundred Pounds
To illustrate that side effects are a big part of the picture, this section provides more detail for
one side effect: weight gain.

In talking about one class of drugs, The National Institutes of Health said, “Concerns have
emerged in recent years that some of the newer medicines . . . can cause extreme weight gain,
worsen cholesterol and lead to diabetes.™®*

Other researchers at well-respected medical centers echo these concerns. For example, an
article reporting on an interview with the Director of the Johns Hopkins Weight Management
Center noted, “Weight gain can range from a few pounds to more than a hundred pounds. . . .
This excess weight is dangerous because it can cause or worsen problems like high blood
pressure, other cardiovascular conditions, diabetes, high blood cholesterol, and
osteoarthritis.”®°

A WebMD article noted, “Certain prescription drugs . . . can cause weight gain -- sometimes 10
pounds a month. . . . Experts estimate the list [of prescription drugs that can cause weight gain]
includes more than 50 common medications. . . . Medication-associated weight gain can be
modest -- or as much as 30 pounds over several months.”°®

A Mayo Clinic researcher commented, “Many physicians considered a drug’s weight gain side
effect to be a necessary evil . . . or assumed that only weight gains of 100 pounds or more were
worrisome. But drugs that lead people to put on just 10 or 20 pounds a year, if taken for many
years, can add up to big problems over time.”®’

Weight gain is only a problem if it's more than a hundred pounds? Doctors routinely tell patients
that losing just 5-10% of their body weight can result in huge health improvements.’® For
someone who weighs 200 pounds, that's 10-20 pounds. It is surprising that many doctors have
dismissed as unimportant gaining five to ten times as much weight.

One woman whose diabetes drug led to a 70-pound weight gain said, “I've been overweight my
entire life. The last thing | needed was to gain more.”®® But the doctor who prescribed the drug
apparently never discussed this side effect with her. He had five years to do it -- that’s how long
he kept her on the drug.

The most likely explanation is that the doctor is accustomed to considering only the actions he
takes (prescribe the drug). The doctor is not accustomed to considering the patient’s resulting

experience, which in this case almost certainly included a worsening of her health.

When she changed to a new doctor, he changed her drugs. Over the course of the next year,
she lost the 70 pounds. For many people, however, once weight is gained, it is never lost.*"
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In fact, given the volume of drugs prescribed in the U.S., one wonders what percent of the
obesity epidemic is a direct result of drug prescriptions. Half of the adults in the U.S. report
taking prescription medicine daily.*”*

Be Wary
In an article titled, “Be Wary of Narcotics to Treat Back Pain,” Consumer Reports notes that
such drugs often don’t do much to help the pain.

At the same time, “Clinical trials have shown that about half of the people who take them suffer
adverse effects such as drowsiness, respiratory depression, and gastrointestinal symptoms
such as constipation, reflux, heartburn, cramping, nausea, and vomiting. Moreover, other
adverse effects of opioids include a paradoxical increase in pain sensitivity, reduced
testosterone levels, and erectile dysfunction. . . . The side effects often outweigh the
benefits.”*"

Despite the above, more people are being prescribed these drugs -- a trend the author
attributes to extensive marketing.'”

My Way or the Highway

Imagine a marriage in which one partner’s stance is, “I'll tell you what to do, and if you disagree
with me about anything, you can leave. We’'ll get a divorce.” Does that sound like a relationship
that would encourage you to engage, ask questions, and explore the pros and cons of different
choices?

Now consider how one doctor described the relationship between doctors and patients: “The
physician-patient compact basically states that a doctor will care for a patient in exchange for
compensation and that the patient will heed the doctor’'s advice. Patients who disagree with
their physicians . . . are free to go elsewhere.”’* Does that sound like a relationship that would
encourage you to engage, ask questions, and explore the pros and cons of different choices?

Health care professionals and policy makers want you to take more responsibility for your
health. Part of what they often mean is that they want you to do as you are told. In other words,
you are expected to comply with orders given by someone who may focus more on ordering
treatments than on what happens to you as a result.

Whose Choice?

Doctors get incensed whenever insurance companies make decisions about what care they can
deliver (or, to be more precise, what care the insurance company will pay for). That's
understandable; none of us likes to have someone breathing down our neck, second-guessing
everything we do. Doctors want to rely on their judgment and make the decisions.

Two issues with that stance are worth noting. The first issue is that only about 20-25% of
treatments actually have enough facts backing them up to allow one to say for sure whether the
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treatment genuinely helps.'”®> “Treatments are based largely on rules and traditions, not
scientific evidence.” "

The second issue is that choices are not always clear-cut. As with everything that you
purchase, each option may have some features you really like that other options don’t have --
and each option may have its own drawbacks. That’s where values and priorities come in. The
guestion is whose.

For example, if you ask surgeons if you should have surgery, it's not terribly surprising that they
say yes a large percentage of the time. Performing surgery is what they do. That doesn’t
mean that surgery is necessarily the best choice for you. Researchers at Dartmouth did some
very clever studies which showed that it is usually the doctor’s values and priorities that get
applied -- not those of the person who has to live with the results.*’”’

When science shows that the outcomes of two treatments are similar, it would make sense for
people to be told the pros and cons of each option and then to decide which one to have,
based on their own sense of priorities.!”® However, the patients’ preferences often do not guide
the decisions in these cases.

When individuals have complete information, they make choices that are very different from
those that doctors make.'” They choose less invasive, less aggressive treatments as much as
60% more often than do people who aren’t given that information and who instead follow their
doctors’ lead.™®°

Here is an example of what happens when people have information about outcomes. Medicare
commissioned a study to decide whether to pay for “lung volume reduction surgery” for
emphysema.’® The idea is that with the diseased part of the lung removed, the remaining part
of the lung will work better. Before the study was done, people took it for granted that the
surgery was a life-saving miracle. However, here’s what the study showed:

» Eight percent of patients died as a result of the surgery.

* Most people who had the surgery didn’t survive any longer than the people who didn’t
have it.

* A higher percentage of people who had the surgery ended up back in the hospital or in a
nursing home in the months following the surgery, compared to similar patients who
didn’t have the surgery.

« A small group of people did live longer.'®?

Because the lung reduction surgery did help a small subset of the population, Medicare
decided to publicize the study and pay for the surgery. The economists were frantic. They
thought that “tens of thousands™?® of people would go under the knife, at $50,000 each. They
thought this treatment would break the bank. What actually happened? In the first 21 months
only 458 people had the surgery.'®
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The barriers to adopting patient aids for decision-making (such as charts comparing options) lie

largely with doctors. For instance, one study notes that one barrier is the need to prove to
practitioners that such aids will help them by “saving time, avoiding repetition [having to explain

things to patients], not requiring extra calls from patients, potentially decreasing liability, and

potentially reducing wait-list pressures.”®

Page | 12

Notice that that nowhere in the list of benefits doctors seek is assurance that they are providing

the treatment that best meets patients’ priorities and needs.
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