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Sensationalizing a sad case cheats the public of sound debate
Posted by rattig November 29, 2008 19:30PM |

In the crucial period leading up to Washington State's vote on an Oregon-style Death with Dignity law, this
newspaper published a story featuring Barbara Wagner. A sensational story, an easy media "gotcha" on,
Oregon's Medicaid program, it completely missed the deeper questions crucial o public understanding of end-
of-life care and our national healthcare debate.

L. ¢4 Barbara Coombs Lee

Readers will recall Wagner as a 64-year-old Springfield resident with end stage lung cancer, a life-long smoker
enrolied in the Oregon Health Plan (OHP). Over several years the OHP had paid for extensive cancer freatment
and it continued to pay for Wagner's healthcare until her death.

When it became clear that first and second-line therapies had failed and her prognosis was grim, Ms. Wagner's
oncologist recommended a costly, third-line cancer drug called Tarceva. Research indicates that 8 percent of
advanced lung cancers respond to Tarceva, with a chance to extend life from an average of 4 months to 6
months. The likelihood of no response to the drug is 92 percent, yet 19 percent of patients develop toxic side
effects like diarrhea and rash. Based on the low indicators of effectiveness, Oregon Health Plan denied
coverage.

The irresistible ingredients of sensationalism included a distraught patient, a doctor deeply opposed to Death
with Dignity and an insensitive letter of payment denial. The media was called in and the rest is history.

As a publicly funded service, Oregon Health Plan aims to do the greatest good it can. It assigns a high priority
to preventive care, health maintenance, and treatments that offer a near-certain cure. Elective, cosmetic or
ineffective, "futile” care is not covered. Futile care is defined as any treatment without at least a 5 percent
chance of 5 year survival. "We can't cover everything for everyone,” said the medical director of OHP.
"Taxpayer dollars are limited for publicly funded programs, We iry to come up with policies that provide the
most good for the most people.”

The OHP letter denying one ineffective treatment did not close the door on all care. It included a long list of
appropriate end-of-life care that OHP would pay for, including hospice, medical equipment, palliative services
and state-of-the-art pain and symptom management. Yes, the list included medication prescribed under the
Oregon Death with Dignity Act.The media juxtaposed denial of Tarceva with coverage for aid in dying in a
sensational, emotional manner, suggesting the two were related. Many stories ensued about supposedly calious
bureaucrats refusing to prolong life but agreeing to shorten it. It made for a catchy story ... but not frathfui

journalism.

Was it true that Ms. Wagner was harmed in any manner? Or that Tarceva was an efficacious option?
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Ms. Wagner received Tarceva, anyway, when the drug's manufacturer, Genentech, responding to the media
firestorm and provided it at no cost. News stories never mentioned that when Wagner bet on the remote chance

- to prolong life, she probably turned her back on hospice care, widely recognized as the gold standard for end-of-
life care. Sadly, it turned out Tarceva didn't help Wagner and she lived only a short time after starting the drug.

While the media widely reported OQHP's denial of this expensive expenmenta] treatment, we worry the.media
missed the important issues inherent in the story.

What do patients like Wagner really understand about the "last hope" treatments their doctors offer? Do doctors
inform patients of the true statistical chance these therapies will prolong life, or the chance of toxic side effects
that diminish the guality of the short life that remains? Might Wagner have been better served, and perhaps even
lived longer, if her doctors had referred her to hospice instead of recommending a drug so toxic and so unlikely
to extend her life? How many tirnes do patients lose out on the real hope and comfort hospice offers because
they are encouraged to grasp for the small hope of largely ineffective chcmotherapy‘7 Do financial incentives
play a role in whether physicians recommend long-sho conprehensive comfort care?

While the OHP decnsmn was closely scrutinized, there was no scrutiny of realistic options considered or no
considered 3 ~"I'he burning health policy question is whether we inadvertently
rage patients to act against their own self interest, chase an unattainable dream of cure, and foreclose the
ath of acceptance that curative care has been exhausted and the time for comfort care is at hand. Such
ncouragement serves neither patients, families, nor the public.

J—
Barbara Roberts, Oregon's wise and gentle former governor, tells in her first book the story of how she and her
~ husband Frank reacted to the news that he had entered the terminal stage of prostate cancer. She describes how
immediately after disclosing the grim prognosis, the doctor announced he was setting up an appointment for
chemotherapy! Frank asked two crucial questions, "Will this treatrment extend my life?" and "For how long."
And when the answers, balanced against the likely toxic side effects, didn't add up to how Frank envisioned his
last days on earth, he declined the doctor's recornmended treatment.

Roberts writes that chemotherapy seemed, "a medical misjudgment encouraged by a culture in denial and a
medical profession equally in denial and unwilling to treat death as normal.” Frank said "no" to treatment. But
he said “yes" to life and began the "hard work of acceptance” of what is means to be mortal.

In order for society to overcome its collective denial of mortality, we desperately need a public dialogue that
shuns superficial sensationalism and leads us to, and through, the hard questions. We're Oregonians. We can
handle it.

Coombs Lee is president of the group Compassion & Choices.
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LetDocDecide says...

My wife was diagnosed with Stage IlTb lung cancer (which really should have been stage IV) in April 2006.
The diagnosing surgeon anounced that there was no hope, and that my wife would only live a short time. In

fact, the prognosis for my wife suggested she had a 1%-2% chance of surviving 2 years. Thankfully, we had an
ambitious Oncologist that thought the surgeon's opinion was wrong. —
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While it is easy to armchair quarterback the appropriateness of health care {reatments. You can be the one that
tells my 8 and 10 year old sons that their mother should not receive Tarceva because it is an "experimental
treatment™. The efficacy of all chemotheray ireatmen(s are ALL poor. The first line chemo treatment
(carboplaten/Paclitaxel) that my wife received had only a 35% likelyhood of a positive response. That was 2
years and 8 months ago and she is still kicking. Her response to Tarceva has been an exceptional one, resulting

"1n a significant reduction of the size and nufmber of tmors in her remaining right lung. After a 3rd tigs cliemo
treatment failed 3 months ago, Tarceva is probably the only reason she is spending Christmas day with me and
my boys. In fact, I expect that she will continue having a positive response to the Tarceva for at Teasta couple of
months. Anyone with a loved onc with a terminal disease would appreciate the added time.

On the topic of cost and side effects, the side-effects of Tarceva (rash and diahrea) are nothing compared to the
side effects of the Taxane or platinam chemotherapy drugs (severe anemia, reduced white biood counts and
platelet levels, severe nausia, body PAIN, efc..).

In addmon to these benefits, the cost of Tarceva (about $4000/month) is NOT HIGHER than the

oror oo

e whether the author of this news story is appealmg for the demal of all cancer treatments or ]ust Tarceva. If
that is the case, they can tell the family of the next Stage IITb/IV lung cancer patient that treatment is not worth
he cost. What the hell, perhaps we should just Euthanize all cancer patients at the time of dianosis to save a
little money.

1 believe that the spiraliing costs of health care are not caused by the compassionate treatment of those with
terminal diseases. The real culprits are 1)the fact that to many individuals that have no heaith insurance use
emergency care at a huge cost premium over preventative care; 2) People have had no incentive to use healthy
lifestyles as a preventative; 3) Many people with insurance are not smart shoppers when it comes to health care,
This leads to people having expensive diagnostic procedures like MRI and CT scans inappropriately.

We need to wakeup, do a little research into the available treatments for our ailments, and determine if the
increased public cost for not insuring everyone and using more preventative heaith care.

Respectfully
Bob :

Posted on 12/25/08 at 12:16AM
Footer
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Five States Give Patients Choice

Posted September 27, 2010 | 11:33 AM (EST)

"There's nothing more we can do." For too long, for too many, medical professionals have used these words when they believe they cannot cure
their patients. Facing, as each of us must, the nearness of death, terminally ill patients too often speak of abandonment by..,
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Medical Society of New York Fights Palliative Care Information Act Despite Mounting Evidence

2 Comments | Posted September 3, 2010 | 04:33 PM (EST)

The ink of Governor Paterson’s signature is barely dry on New York's Palliative Care Information Act (PCIA), drafted and sponsored by
Compassion & Choices and its New York affiliate, yet evidence mounts daily for its vast and dramatic impact on end-of-life care. 1 predict this
bill...
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New York's Palliative Care Information Act: A Sea Change in End-of-Life Care

2 Comments | Posted August 19, 2010 | 07:01 PM (EST)

Word came Sunday night from Compassion & Choices New York that Governor Paterson had signed our bill, the Palliative Care Information Act,
(PCIA) and it would take cffect in 180 days. Hooray!! We hope and trust this event marks the beginning of the end for endemic medical habits
that... ‘
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Compassion & Choices Membership: Something to be Proud Of
Posted July 14,2010 03:15 PM (EST)

Recently Capitol Hill staffers pulled Compassion & Choices into federal politics, suggesting the new Administrator of the Centers for Medicare
and Medicaid Services, Donald Berwick, should be called before Congress to answer accusations that he is a member, or affiliated somehow with
C&C. "Are you now,...
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