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F o r wa r d : 

Health Reform: No Time for Small Ball

As President Obama’s chief of staff, Rahm Emanuel, was famously 
quoted, you should never squander the opportunity that a crisis 
affords you. This seems appropriate; as America experiences a pro-
found financial crisis, we also face a pressing need to undertake an 
effort to bring meaningful reform to our health care system. 

We have a unique opportunity in health care to refashion the 
system so that it delivers us the value and the health that we all 
deserve. Congress is considering multiple proposals for reform 
and, at least so far, disparate groups that could only be described 
as strange bedfellows are joining together to call for reform with 
unprecedented unanimity. 

Today, the consensus for reform is here in a way that it hasn’t been in a long time. That’s why 
this summary of NCQA’s 2008 Policy Conference couldn’t be more important, or more timely. 
By bringing together more than a dozen of health care’s most notable thought leaders, par-
ticipants were able to explore the into the big questions with which health care policymakers 
grapple today. 

And grappling with big questions is exactly what we need. The stakes are too high to do other-
wise. Merely nibbling at the edges — or, worse yet, papering over business as usual — will be a 
disservice to patients, purchasers and the public at large. 

Margaret E. O’Kane
President
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Pa n e l  1 : 

Diagnosing the Problem: Coverage, Costs & Quality

U.S. Health System Faces Challenges Involving Coverage, Costs and Quality of Care

A careful consideration of the challenges that face the U.S. health care system is central to devel-
oping appropriate, actionable solutions. Four experts — Helen Darling, president of the National 
Business Group on Health; Margaret E. O’Kane, president of NCQA; Len Nichols, PhD, director of 
the Health Policy Program at the New America Foundation; and Susan Dentzer, editor of Health 
Affairs — discussed the challenges the health care sector faces and potential ways that improve 
quality while reducing costs.

Darling: Addressing Cost Issues Can Lead to Better Health

Darling expressed dis-
may about the state 
of the economy and 
noted that excessive 
spending on health 
care has contrib-
uted to the current 
economic crisis in 
several ways. “The 
health care industry 
has gobbled up more 
and more of our collective resources,” she said. 
“If these dollars were all well-spent, if we were 
the healthiest and happiest people on earth, 
most of us would not mind spending that 
money. But the amount of waste in the system 
is astronomical.”

The high cost of health care has made it more 
difficult for U.S. companies to compete in the 
global economy. “We cannot compete with 
companies in other countries that do not face 
the health care cost burden we shoulder,” 
Darling observed. 

The weakening economy also has impor-
tant implications for health care financing. 
“Employers finance about two-thirds of 
health coverage for people under age 65, 

representing 162 
million citizens,” 
Darling noted. “In 
2008, employers paid 
an average of more 
than $9,300 for active 
employees and more 
than $15,000 for fam-
ily coverage.” At the 
same time, health 
care spending varies 

widely across the country, contributing to dis-
parities in health care costs and, in many cases, 
reflecting differences in quality. “Employers’ 
health care costs are increasing at a faster rate 
than any other expense, including employee 
wages,” she added. 

As a result, employers are offering benefit 
packages that are less and less generous 
and leaving employees to shoulder a higher 
proportion of the costs. “For the last 7 
years — even before the full bloom of the 
current crisis — workers have essentially 
been giving their pay raise to the health care 
system,” Darling said. “On a percentage basis, 
individuals’ out-of-pocket costs have increased 
faster than employers’ costs because health 
care benefits include employee cost-sharing to 
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a growing extent. The average out-of-pocket 
cost for each U.S. employee is well over $3,000 
a year. That’s a lot of money, given that the U.S. 
worker’s average take-home pay is approxi-
mately $35,000 a year.”

Many Americans believe that they are receiv-
ing high-quality, medically appropriate care 
in exchange for this high price, Darling contin-
ued. But much care is wasteful, and in many 
cases, may actually cause harm as a result of 
avoidable medical errors and adverse events. 

Adverse events can also lead to higher costs. 
Darling cited a Pennsylvania study that esti-
mated the cost of a hospitalization with a 
hospital-acquired infection at nearly $54,000, 
compared with $8,000 for a hospitalization in 
which no infection was contracted. “Adverse 
events not only prompt higher health care 
costs for employers, but costs of lost employee 
productivity as well,” she noted. A recent study 
estimated that on average, 265 adverse events 
occur for every 15,000 inpatient discharges, 
resulting in lost wages totaling more than 
$60 million.

Workers are willing to give up wages for more 
health care coverage because they believe 
they need it, Darling said. “However, the 
majority of poor health is not due to random 
disease, but is directly related to personal 
lifestyle choices,” she added. “A major edu-
cational effort is required to help Americans 
understand that more health care will not 
necessarily translate to better health.”

Darling said that the United States must 
address the cost, quality, safety, efficiency, 
effectiveness, disparity and access challenges 
simultaneously to ensure that all citizens 
receive medically necessary and appropriate 
care. “We have to have more health, not just 
more health care,” she said. “Initiatives that do 
not build upon the right foundations will fail 
and will exacerbate cost problems. Our $2.4 
trillion health care economy has plenty of 
money to provide necessary, evidence-based 
care with a strong emphasis on disease and 
disability prevention and health promotion —  
as long as we stop wasting our resources.” 

“�Even before the full bloom 

of the current crisis, 

workers have essentially 

been giving their pay raise 

to the health care system.”
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O’KANE: Presenting Five Pillars for Health Care Reform 

approach, she con-
tinued. “Research is 
primarily instigated 
by investigators and is 
fragmented by spe-
cialty. While there is 
no evidence in some 
areas, there are repeti-
tive trials in others,” 
she explained. 

Second, reformers need to identify and imple-
ment models of integrated and coordinated 
care that accountable health care entities 
can follow. “Individual physicians and medi-
cal groups can and do develop strategies for 
accountable health care, but individual suc-
cesses do not create a path to national health 
care efficiency,” O’Kane explained. “Rather, 
a larger scale of enterprise will enable the 
implementation of information technology, 
world-class management and other factors 
that lead to high efficiency.”

Clinically accountable entities may include 
patient-centered medical homes, coordinated 
group practices, hospital-centered networks 
and other integrated systems. “These entities 
will not look the same in every market,” O’Kane 
said. For instance, hospitals may not always 
serve as the centers of these accountable care 
organizations. “Some hospitals are prepared to 
step up to that challenge, but for others, this is 
really a foreign concept. Hospital administra-
tors may not consider pursuing strategies to 
prevent illness and avoid hospitalizations to 
be a part of their job.”

Although fiscal woes 
have grabbed head-
lines, the United States 
cannot afford to delay 
comprehensive health 
care reform, NCQA 
President Margaret 
O’Kane said, add-
ing, “Rising costs and 
incentives for overuse 
threaten to swamp 
the system.”

In fact, quality should be the foundation of 
any health reform initiative, and reformers 
must pursue quality, cost and access simul-
taneously. O’Kane argued that all three are 
linked. “In the past, experts tended to think of 
these goals as trade-offs. But we must explore 
ways to achieve multiple goals by using a 
common strategy.” Higher costs, for example, 
do not necessarily translate into higher qual-
ity, she said. 

O’Kane recommended five pillars for a health 
care reform strategy based on ensuring high 
quality care. 

A national center focusing on effectiveness 
research is a critical first step. “We need to 
develop a better understanding of what 
interventions work and how to deliver these 
interventions efficiently,” O’Kane said. “Little 
evidence exists to support much of the care 
we deliver. A firm base of evidence can serve 
as the foundation for performance mea-
surement.” To develop this evidence base, 
researchers need a strategic, priority-driven 
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History of 
Therapeutics 
Provides Insight Into 
Decision Making
In principle, improv-
ing the quality of 
medical decision 
making seems like 
a relatively simple 
task, said David S. 
Jones, MD, direc-
tor of the Center for the Study of Diversity 
in Science, Technology and Medicine at the 
Massachusetts Institute of Technology in the 
keynote address. 

It is clear that health care decision makers 
need information about the efficacy and the 
safety of medical treatments. But improving 
the evidence base is much more difficult than 
most experts believe, he explained. Many 
patients do not get the care recommended 
by evidence-based medicine and many 
patients get care that is not recommended 
by evidence-based medicine, he commented.

Two stories from the history of cardiac revas-
cularization illustrate the challenges involved 
in improving decision making. Although Jones 
focused on cardiac procedures, he noted, “I 
have no reason to believe that any of this is 
limited to cardiology and cardiac surgery.” 

Factors other than clinical trials make major 
contributions to how researchers understand 
the efficacy of treatments. And it is often diffi-
cult to understand the risks and complications 
of widely used medical interventions.

For most of the 20th 
century, coronary 
artery disease was 
the leading cause of 
death in the United 
States and worldwide. 
Cardiologists believed 
atherosclerosis 
leads to progressive 
obstruction of the 
coronary arteries. 

Atherosclerosis itself or superimposed blood 
clots can block an artery, restricting blood flow 
and causing chest pain or angina. “When the 
vessel is obstructed completely, heart cells 
begin to die, culminating in a heart attack,” 
he said.

In the 1960s, surgeons used vein or artery 
grafts to bypass these obstructions. In the 
1970s, cardiologists developed angioplasty, a 
catheter-guided balloon to re-open blood ves-
sels. In the 1990s, cardiologists used stents to 
prop vessels open after they were unblocked 
through angioplasty. 

Procedure Income Fosters Growth
Bypass surgery and angioplasty spread rap-
idly in the 1970s and 1980s, in part because 
health care systems depended on the income 
these procedures generated, Jones explained. 
As a result of this growth, the techniques 
have been studied intensively, indicating that 
angioplasty and bypass surgery provide excel-
lent and rapid relief of angina.

But Jones noted that the beliefs of patients 
and doctors about these procedures are far 
more optimistic than the actual evidence-

K e y n o t e  A d d r e s s :   David S. Jones: 

History, Cardiac Technology and Dilemmas for Health Policy 
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based literature supports. A recent study 
found that 83 percent of patients with chronic 
angina believe that angioplasty will increase 
their life expectancy, even though there is no 
evidence that it does so. Other studies show 
that 20 percent to 50 percent of internists 
believe these procedures will prolong life 
expectancy.

One reason for such faith in the efficacy of 
those procedures is that bypass surgery and 
angioplasty made perfect sense regardless of 
what the clinical trials showed.

But Jones noted an alternative disease model 
for coronary artery disease: the plaque rup-
ture hypothesis. In this model, cholesterol 
and other cellular debris accumulate in blood 
vessels, forming plaque and then an abscess. 
Over time the abscess becomes unstable and 
ruptures, triggering a thrombosis, causing a 
heart attack.

“What’s interesting about the history of this 
theory is that it was first proposed in the 
1930s,” Jones explained. “It was extremely well-
documented by pathologists in the 1960s, 
and a series of reports provided the evidence 
base for this hypothesis. But a plaque rupture 
hypothesis did not become widespread in 
the clinical literature until the late 1980s and 
1990s.” Since then, it has become the domi-
nant explanation of the cause of heart attacks, 
leading to another question: What accounts 
for the slow uptake of the hypothesis? One 
explanation is the complex interplay between 
disease models and medical treatments.

The Role of Therapeutic Intervention
“In the 1960s and 1970s when bypass surgery 
and angioplasty became popular, the fact that 
both of them relieved angina and the hope 
that they would prolong survival were both 
much more compatible with a theory of pro-
gressive obstruction than they were with the 
plaque rupture hypothesis,” Jones said. “Then 
you have to ask: What led to the popularity of 
the plaque rupture hypothesis? Therapeutic 
innovation played an important role. In the 
1970s, doctors gained increasing experience 
using drugs to dissolve the blood clots that 
caused heart attacks. When they did so, they 
were able to see the lesion, the plaque that 
was left behind when you dissolve the blood 
clot, and it was the plaque that had caused the 
heart attack. In more than half of the cases, 
they realized, the plaque had caused only a 50 
percent or 60 percent obstruction of the blood 
vessel; plaque that neither a cardiac surgeon 
nor a cardiologist would have attempted to 
treat with bypass surgery or angioplasty.”

These discoveries suggested that progres-
sive obstruction leading to large plaques did 
not cause heart attacks; instead, heart attacks 
were occurring because of the rupture of 
these small plaques, Jones explained.

“This hypothesis should have had deep impli-
cations for how we understood the efficacy of 
bypass surgery and angioplasty,” he said. “You 
would have thought that these techniques 
would be good for relieving angina caused 
by large plaques but would not be so good 
for preventing heart attacks, which were now 
understood to be caused by small plaques. 
But despite this evidence produced by these 
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new thrombolytic treatments, the plaque 
rupture hypothesis remained obscure into 
the 1980s, in part because of the popularity of 
angioplasty.”

Marketing a Disease Model
Belief in the plaque rupture theory gained 
momentum in the medical literature and then 
also in the 1980s and 1990s with the advent 
of statins and platelet inhibitors, he added. 
Statins reduce the risk of plaque rupture, and 
platelet inhibitors minimize the clots that form 
when plaques rupture.

“When both of these drugs became available, 
pharmaceutical companies began to market 
them aggressively and one of the effects of 
these marketing campaigns was to market 
the disease model in which they made the 
most sense,” Jones explained. “It should be no 
surprise that the most prominent advocates 
of the plaque rupture hypothesis in the early 
1990s were also among the most prominent 
advocates of statins.

“This could have been the end of the story,” 
he continued. But faith in angioplasty survived 
the advent of the plaque rupture hypoth-
esis in part because disease theories have 
considerable inertia in the minds of patients 
and doctors.

“Randomized clinical trials are an essential 
source of medical knowledge, but their effect 
on medical practice is curtailed by a wide 
range of factors,” Jones explained. “Doctors 
and patients have many sources of knowledge 
about the efficacy of medical treatments. And 
ideas about the mechanisms of disease shape 

attitudes about whether a treatment will work 
or not.

“This creates an enmeshed relationship 
between therapeutic innovation and disease 
models. Therapeutic enthusiasm influences 
models of disease, which in turn influences 
therapeutic enthusiasm. And these alterna-
tive sources of faith all complicate the effort 
of evidence-based medicine to control clinical 
practice and medical decision making.”

Bypass Surgery Complications
Dr. Jones then turned to complications arising 
from bypass surgery, and noted a widespread 
failure to fully appreciate the results from the 
medical literature. The neurological and psy-
chiatric implications of bypass and open-heart 
surgery offer a good example of how it can be 
surprisingly difficult to understand all of the 
risks and complications of these procedures.

A study in The New England Journal of Medicine 
found that of the 600,000 bypass surgeries 
performed each year in the United States, 
roughly 20,000 patients suffered strokes as a 
result of the surgery. Rehabilitation and hospi-
talization of these patients cost in excess of $3 
billion a year.

In the 1990s, cardiac surgeons described these 
complications as a consequence of their own 
success. Surgical techniques had improved so 
that cardiologists could operate on sicker and 
older patients, who were most susceptible to 
complications. Also, bypass surgery mortality 
rates had plummeted to the point where these 
strokes stood out as the most dramatic prob-
lem with bypass surgery, they said.

http://www.ncqa.org/
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But the discussion of the neurological compli-
cations was essentially absent from the early 
literature on bypass surgery. Instead, initial 
reports focused on operative mortality, coro-
nary blood flow and relief of angina, and only 
mentioned neurological outcomes in passing.

“This poses a puzzle I’ve been trying to under-
stand as a historian and also as a psychiatrist: 
given how well-documented the cerebral 
complications of open-heart surgery were by 
the 1970s, why is it that there’s no discussion 
of this at all in the literature on bypass sur-
gery?” he asked. 

Sociologists call this phenomenon “selective 
inattention,” he said. One possible explanation 
for this inattention is that surgical teams place 
responsibility for this problem on patients. 
“This appears in many forms and I’ve been 
tracing this over 30 years. You’ll see doctors 
attributing the neurological and psychiat-
ric complications to the increasing age of 
patients and to their comorbid diseases.”

Another argument was that the problem is 
transient, meaning even if some patients 
had strokes or memory problems, after one 
month these patients would be fine — so such 
complications were not a concern worthy of 
further pursuit. “To say that because some-
thing is transient, it’s not relevant, misses a lot 
of the patient experience of what was happen-
ing,” he commented.

“I want to know, what are patients told 
about this in the consent conversations? Are 
they told that this surgery has a risk of brain 

“There are a number of problems with this 
story, and the most important one from 
the point of view of a historian, was that 
these were not seen as new problems at all,” 
Jones commented.

Reports on the psychiatric and neurological 
complications of open-heart surgery included 
death, delirium, stroke, intellectual decline 
and personality change, and were published 
in leading journals, he said. 

“�It can be hard to 

determine both the 

safety and efficacy 

of procedures. In the 

absence of good data, 

it is difficult to make 

good decisions, and 

this is as true for decision-

making about individual 

patient situations as 

it is for healthy policy 

and the design of 

healthcare systems.”
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damage?” he said. “Are they told that there’s 
a risk of cognitive changes, whatever that 
means? Or, are they told nothing at all?” 

“So the moral of this part of the story is that 
it is essential that physicians develop reliable 
knowledge of the complications of their treat-
ments,” he continued. “The history of cardiac 
revascularization shows how hard it can be to 
determine both the safety and the efficacy of 
procedures. In the absence of good data, it is 
difficult to make good decisions, and this is 
as true for decision making about individual 
patient situations as it is for healthy policy and 
the design of health care systems.”

Jones concluded by recommending the 
health system take two steps to improve the 
situation. “First, we should not assume that 
randomized trials are the be-all and end-all 
of determining the safety and efficacy of 
procedures,” he said. Physicians should seek 
to recognize the expected and unexpected 
complications of treatment.

Second, the health system should develop 
patient-centered assessments. “Instead of hav-
ing a clinical trial which defines its endpoints 
and then applies those endpoints on the 
patients, clinical researchers need to find ways 
to capture the experience of patients, both the 
ways that they’ve benefitted from treatments 
and the ways that they’ve been harmed from 
treatments. Only with this kind of information 
will patients, doctors and policymakers be 
able to make the best treatment decisions that 
are so sorely needed in our health care system 
today,” Jones said. 

http://www.ncqa.org/
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Pa n e l  4 : 

Patient Activation: The Role of Consumers in Reform

Research shows that when patients participate in their care, by following physicians’ orders, being 
engaged with their health care providers and taking the steps necessary to improve their health, 
they achieve better outcomes. Professor Judith H. Hibbard of the University of Oregon, Ellen 
Stovall of the National Coalition for Cancer Survivorship, and Dr. Jinnet Briggs Folwes, senior vice 
president for research, Park Nicollet Institute, led an important discussion about the patients’ role 
in a conference on health care reform.

Hibbard: Consumer Engagement and Measurement
Researchers who 
study the level of 
engagement among 
patients in their 
own health care can 
help policymak-
ers understand the 
importance of work-
ing with patients who 
are highly engaged 
in their care versus 
those who are less so activated, said Judith H. 
Hibbard, DrPH, professor of Planning, Public 
Policy and Management at the University 
of Oregon. By definition, she explained, an 
activated patient has the knowledge, skill and 
confidence to manage their health and their 
health care.

“People have lots of roles that they need to 
take on in this process,” she commented. “They 
need to make informed choices. They need 
to use information. They need to partner in 
care. They need to take preventive action and 
to self-manage.” Hibbard has been research-
ing into patient activation for the past nine 
years, and offered what she called four “aha 
moments” resulting from of her work.

In her research, Hibbard used a 13-item ques-
tionnaire that individual patients complete 

about their level of 
activation. The results 
of the questionnaire 
show that activation is 
related to education, 
income and age. “But 
there is a great deal 
of variation within 
all those groups in 
activation levels,” she 
commented. “So even 

among people in the Medicaid population or 
in a low-educated population, you will still 
see a lot of diversity in activation. We even 
looked within low-literacy groups, and even 
in that group you would see higher and lower 
activated individuals. So that told us this is 
important to measure, this is important to 
understand. That was one aha moment.

At the low end of activation levels among 
patients, researchers found health care 
consumers who were passive and, easily 
discouraged, and who felt disempowered, 
and so gave up or were not focused on health. 
“People would say things like, ‘I would really 
rather not think about my health.’ At the high 
end, you see the opposite: high focus. Maybe 
these were people who have individual goals 
and good problem-solving skills, the opposite 
of what we saw at the low end,” she said.
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This understanding lead the researchers to a 
second aha moment, which involved study-
ing whether an intervention can increase 
activation. “We did a study where we used the 
Stanford Chronic Disease Self-Management 
Program, and, yes, we did see increases in 
activation,” Hibbard continued. “But we also 
saw something else, and that was that we got 
almost no low-activated people into the pro-
gram. We are touching the high end. We are 
not getting the people who are more passive. 
They are not coming out for other things that 
we are offering. And so that aha moment was 
that we need to think about how we get to 
those people, the people who are more  
passive and more discouraged.”

The researchers theorized that they might be 
able to use the measure to predict patients’ 
behavior, “just as if you knew someone’s self-
esteem, you could predict how they would 
behave in different situations,” she said. “I 
think this is what we have here. So you would 
expect it to predict preventive behaviors like 
immunizations and screenings; predict healthy 
behaviors like diet, exercise; predict disease-
specific self-management like monitoring, 
adherence and seeking information. And that 
is exactly what we did see.”

Using this knowledge, the researchers created 
what Hibbard called “behavior maps.” One map 
demonstrated how individuals with hyperten-
sion manage their condition, and showed a 
range of behaviors from minimal self-manage-
ment to taking control. “The first behavior is, 
‘Do you take your meds as directed?’ and it is 
very much linked to activation level. The next 

one is, ‘Do you know what your blood pressure 
should be?’ That is owning it a little bit more. 
And then, ‘Do you monitor?’ and ‘Do you keep 
a log?’” she explained.

One problem with health providers ask-
ing patients to be so engaged in their care 
is that patients are being asked to do many 
things they might not do otherwise, Hibbard 
said. This understanding lead to the third 
aha moment: When patients fail to take the 
steps health care providers ask of them, such 
as eating right and exercising, they may get 
overwhelmed.

“And then when they cannot do it, they feel 
like a failure, and they feel discouraged,” she 
said. To get patients to experience success 
requires understanding how engaged they are 
so that providers can set a realistic set of goals 
for each patient. “People who are low acti-
vated should start paying attention, maybe 
read food labels and start with small steps so 
that they can build a sense of competence,” 
she suggested.

The next step in the research involved tailoring 
coaching to each patient’s level of activation, 
a step that lead to the fourth aha moment. “If 
they were low activated, we started them with 
small steps, self-awareness of their own behav-
iors, learning problem solving, and we worked 
them up slowly,” Hibbard explained. “At six 
months, we saw improvements in this group 
as compared to a group that was coached in 
the usual way.” The improvements involved a 
reduction in hospitalizations and use of the 
emergency room, she said.

http://www.ncqa.org/
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“My message is that measurement is funda-
mental to bringing about change,” Hibbard 
concluded. “When we do not measure, we do 

not know who we are reaching. We could just 
be a lot more efficient if we knew more about 
our population.”

Stovall: Patient Advocacy and Health Reform

away, not forever, but 
in that suspended 
state of disbelief you 
live in when you are 
given a life-limiting 
diagnosis,” she 
explained. 

A patient who loses 
the ability to self-
advocate, may stop 

doing what’s best and instead tend to listen to 
what others suggest. “I would argue that those 
of us who have been told we have cancer or 
any other life-limiting illness will tell you that 
all those skills that we needed to make some 
of the most critical decisions of our life were 
not based on our patient preferences but, for 
the most part, on what our doctor wanted us 
to do,” she explained. For this reason, there is a 
great need for patient advocacy.

“Why do we advocate?” she asked. “We advo-
cate because the stakes are very high for 
us. The initial decision we make about our 
treatment, beginning with, ‘Is the diagnosis 
accurate?’ is critical potentially to our long-
term survival and in some cases, to our cure.” 
Patients also need to advocate for themselves 
because the voices of survivors are not heard 
enough on quality of care issues and because 
a concerted action by a few well-informed 
advocates can help improve the care that 

Ellen Stovall, senior 
health policy advi-
sor for the National 
Coalition for Cancer 
Survivorship (NCCS), 
discussed the impor-
tance of understand-
ing the role of patient 
advocacy in health re-
form. Often, she said, 
health care providers 
do not value the efforts that patients make 
toward advocating on their own behalf.
“Advocacy is what we all do every day in some 
aspect of our life, and by virtue of the fact 
that you are all here, you are self-advocates,” 
she said. “You have taken yourself to a place 
of learning and of networking with your 
colleagues and acting or arguing in favor of 
something — in this case, good health policy 
and health policy reform.”

While advocating for themselves comes easy 
to some, most patients can find it a challenge. 
In fact, patients sometimes lose the abil-
ity to advocate for themselves, particularly 
when they are diagnosed with cancer, Stovall 
added. After interviewing thousands of cancer 
patients, she has learned that the skills people 
use in everyday life tend to disappear follow-
ing a cancer diagnosis. “Those individuals who 
depend on those skills, told us that when they 
were diagnosed with cancer, the skills went 
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others get, she added. Yet, despite the value of 
patient advocacy, “the voice of people like us 
is very often not heard, or tokenized,” she said.

Experts have identified three stages of advo-
cacy, starting with self-advocacy. Self-advocacy 
includes the tools that a patient uses to become 
active and participate in his or her own health 
care. The second stage is advocacy for others. 
“That’s what you do after you have recovered 
or are in recovery for illness, by volunteering or 
going to help other people and participating in 
support groups,” Stovall commented. “And then 
lastly — and what very few people go on to 
do — is a truly activated patient model of pub-
lic interest advocacy, which is the third stage.”

As a cancer survivor, Stovall explained from 
her own experience that it is important to 
advocate for one’s own care. “The informed, 
empowered patient is usually the difficult 
patient, and we all want to be one of those. 
Trust me on that,” she said. 

One way patients can become empowered is 
by using the Cancer Survival Toolbox, which is 
a free, self-learning audio program developed 
by cancer organizations to help patients and 
others to develop the skills needed to meet 
and understand the challenges their illness 
presents. The toolbox contains skill-building 
modules for patients at all stages of the contin-
uum of illness, from initial diagnosis to death.

As experts in advocacy and in promoting 
patient advocacy, the staff at NCCS trains 
others to advocate for patients. “We go out to 
organizations such as the American Cancer 
Society and wellness communities, and we 

train advocates,” Stovall explained. “We have 
virtual training on our Web site, as well. The 
NCCS also does public interest advocacy, 
which involves explaining the needs of can-
cer patients to members of Congress and 
the administration.”

Officials at the NCCS believe that advocacy 
must be evidence-based, “just like the science 
that we want to come to bear on treating us,” 
Stovall added. Collecting the evidence to sup-
port advocacy requires not just research but 
also close collaboration with other organiza-
tions. For example, NCCS worked closely with 
the Institute of Medicine, which has produced 
five reports on the quality of cancer care since 
1999. The reports outline the evidence for qual-
ity care and have helped experts to define care 
for cancer patients. These reports help NCCS 
explain the needs of patients in great detail 
when working with legislators and with officials 
at such agencies as the Centers for Medicare 
& Medicaid Services and the Food and Drug 
Administration, she said.

“Our goal at NCCS as activated, informed, 
empowered advocates is to move the cancer 
care system toward more comprehensive care,” 
she said. “We want earlier and more aggres-
sive palliative care and symptom management 
from diagnosis until death, no matter how 
long that trajectory is. We also want every 
person with cancer diagnosed in this country 
to be in a registry.” 

As part of any health care reform plan, NCCS 
supports federal legislation and administrative 
changes that would result in dramatic and com-
prehensive cancer care reforms, Stovall said.
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Fowles: Engaging Patients in Their Care

Jinnet Briggs Fowles, 
PhD, senior vice 
president for Research 
at the Park Nicollet 
Institute, explained 
that soon research 
would be published 
on the effect of 
patient activation 
among employed 
patients. In the 
meantime, organizations such as NCCS have 
information that is very useful for patients 
and family members of patients who are ill. 
Recently, she sought information on the sci-
ence of approaching death and found the 
Cancer Survival Toolbox for a friend. “It has 
much more specific information than I had 
been given from any of the nurses or doctors, 
compatible with what they were saying but 

She concluded by saying, “We want much 
more provider and patient education on 
symptom management because we cannot 
always cure people with cancer. In fact, cures 
are rare.

“But we can always care — and we can 
always heal.” 

actually useful in its 
specificity. I imme-
diately sent it to the 
people who needed 
to know, and they 
felt far ahead of the 
game,” she said. “There 
are good things out 
there that are avail-
able for activated 
consumers. It is just a 

question of locating them.” Having such infor-
mation enables patients to ask much better 
questions, she added. 

In fact, superb models of patient-centered 
care already exist in palliative care and in hos-
pice care, Fowles said. “But it has a long way to 
go in the rest of the care delivery system.”
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Pa n e l  5 : 

Payment Reform: You Get What You Pay For

Among the many reasons that changing the reimbursement structure for health care is one of 
the most challenging aspects of health care reform is this one: It is a complex undertaking that, 
if done in haste, could cause unintended consequences. In the final panel presentation of the 
day, four speakers addressed the issue of payment reform. Karen Davis, PhD, president of The 
Commonwealth Fund, explained several initiatives the fund has explored for reforming pay-
ment. Jack Ebeler, vice chair of the Medicare Payment Advisory Commission, discussed some 
of the reform proposals MedPAC is considering. Paul B. Ginsburg, PhD, president of the Center 
for Studying Health System Change, outlined steps federal policymakers should consider when 
reforming health care reimbursement. And in closing, Elizabeth Fowler, JD, senior counsel to the 
Senate Finance Committee, explained some of the issues the committee is considering.

Davis: Toward a High-Performance Health System

Commonwealth Fund 
president Karen Davis 
shared the five strat-
egies identified by 
the Commonwealth 
Fund’s Commission on 
a High Performance 
Health System for 
improving the health 
care system:
• �Extending health 

insurance to all 
• �Changing the organization and delivery 

of health care services
• �Aligning financial incentives to reward  

efficiency and eliminate waste
• �Enabling providers to benchmark levels 

of performance
• �Exerting the national leadership and foster-

ing the public-private collaboration needed 
to make these strategies work

Davis focused on payment reform. “We have 
reached a point where it is clear that Medicare 
is creating — and the burdens on employers 
through employer coverage — trends that 

are really unafford-
able for everyone, 
whether taxpay-
ers, beneficiaries or 
businesses.” Payment 
reform — specifically,  
adoption of the 
medical home for 
primary care, bundled 
payments for select 
hospital services and 

value-based purchasing, could help counter 
these trends, she argued, and bring intermedi-
ate payment reform. While they would not be 
full capitation in integrated delivery systems, 
which some observers advocate, they would 
serve as pragmatic steps toward changing the 
financial incentives and moving away from 
fee-for-service. 

These changes would be the first steps 
towards a movement to more integrated 
organizations of care that would hold pro-
vider organizations accountable for patient 
results. “One can go modestly up that curve 
and pay a combination of medical home fees 
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and fee for service for smaller physician group 
practices, moving perhaps to global fees that 
replace fee-for-service for primary care ser-
vices with a single fee,” she explained.

For patients needing acute care, health sys-
tems can include what Davis called a “30-day 
warranty” — that is, bundling the cost of the 
initial hospitalization with the cost of readmis-
sions and hospital emergency room care into a 
single global case rate. Under such a payment 
scenario, hospitals would be responsible for 
providing care to patients who are readmitted 
within 30 days of discharge.

“I focus so much on this case rate with a war-
ranty because it is one of the places where 
there is the largest variation,” Davis said. “The 
Commission’s scorecard on health system per-
formance found that Medicare patient hospital 
readmission rates range from 14 percent in the 
best 10 percent of hospitals to 21 percent in 
the hospitals with the most readmission rates. 
If you were to bring everybody down to the 
lowest rate of readmissions, you could poten-
tially save $12 billion a year with that type of 
procedure.” Health reform advocates could 
realize substantial cost savings by focusing on 
hospital costs or hospital plus post-acute care 
costs, she added.

The Commission has been considering a way 
to move such reforms out of the political arena 
by delegating them to an independent health 
board, which would be subject to broad con-
gressional guidelines, said David. 

“On balance, we need to be thinking about 
health reform and coverage for all, but we 
should simultaneously begin to set in motion 

the kinds of changes that will change the 
incentives and the way we organize and 
deliver services,” Davis concluded. “That 
requires moving in a very flexible, rapid and 
innovative way to these new forms of pay-
ment methods, as well as investing in the 
infrastructure that it requires to bring every-
one in the system up to the highest levels 
of performance.”

In answer to a question about the patient-
centered medical home, David cited two 
models of this approach to care delivery that 
are well run and deserve further study. “I have 
heard the phrase, ‘a medical home in a medi-
cal neighborhood,’” she said, suggesting that 
policymakers might want to consider devel-
oping systems in which medical homes are 
nested together. She offered the Geisinger 
Health System, in Danville, Pennsylvania, as 
an example of delivery system that has had 
some success with the medical home model. 
Geisinger is an integrated delivery system 
that provides fee for service and managed 
care plans and is disbursed over central and 
northeastern Pennsylvania. It has 40 primary 
care practice sites that have 6 to 8 providers at 
each site. “So it has the sense of being a small 
practice but it is nested within a system that 
has three hospitals, and 750 salaried physi-
cians, including 250 that are primary care,” 
she said.

“They pilot-tested the medical home model 
in two of the 40 community practice sites,” 
Davis explained. “The early results after one 
year were very encouraging, with improved 
care and reduced hospitalizations. So they 
are rolling it out now to 12 of the 40 sites, but 
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they are supported by an information system. 
All of this care redesign was designed by their 
innovations unit. The health plan pays a salary 
of the nurse who is embedded in this six-
physician practice site. And they redesigned 
the whole visit so that before a patient comes 
in there is something that the physician can 
click once and order all the things that patient 
needs at that visit. And before the patient 
leaves, the patient has a printed visit summary 
of what the doctor said and what to do. 

Davis also cited a North Carolina community 
care program funded through Medicaid that 
established 14 networks statewide that pro-
vide nurse case management, support services 
to physicians and training in care redesign to 
improve pediatric care. The state pays an addi-
tional fee of $3 per beneficiary per month to 
the network and to the participating physician 
practices to support the delivery of care in this 
medical home model. 

Ebeler: Reducing Costs While Improving Quality

Ebeler suggested 
moving care coordi-
nation activities from 
payers to providers. 
“Truly, they are the 
people who need 
to use it,” he said of 
health care provid-
ers. At the same time, 
policymakers should 
reform payment pol-

icy from the current system of what he called 
“average cost pricing” to a system that rewards 
the most efficient and high-quality providers.

Reforming Medicare will almost certainly 
involve considering changes to the Medicare 
Advantage program, he added. “When we talk 
about the payment reforms that people are 
heading for in fee-for-service Medicare, we are 
heading toward larger bundles, capitation for 
some or all of care,” he explained. 

“A logical question is when we do that in 
Medicare, how is that working? And the visible 

Medicare Payment 
Advisory Commission 
vice chair Jack Ebeler 
agreed with Davis 
that when thinking 
about how to reform 
the health care sys-
tem, policymakers 
should consider ways 
to reduce costs and 
improve quality. This 
means improving the delivery of care, which 
involves revising how the Medicare program 
reimburses providers and perhaps paying for 
episodes of care, bundling payments over 
time or using capitation, he added. 

“We are heading toward risk sharing, broader 
provider accountability for cost and quality 
of care for some or all of the population; and 
we are heading down a path toward what at 
one point was a wonderful word, and over 
time became a dirty word,” he commented. “It 
might be okay again to say it in mixed com-
pany — ‘capitation.’ Or ‘partial capitation.’ ”
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debate centers on the payment rate. We had 
a presentation this morning that said we 
appear to be paying about 14 percent more 
in Medicare Advantage than we do in fee-
for-service. And that is the hot topic and the 
subject of a lot of discussion.” A more funda-
mental problem is that Medicare Advantage 
plans were designed to help reform Medicare 
reimbursement, but those plans “are not the 
engine of delivery reform that they were origi-
nally intended to be,” he commented.

Ebeler suggested that Medicare should adopt 
programs that involve paying for quality, 
bundled hospital payments, as Davis rec-
ommended, measuring resource use and 

comparative effectiveness, public reporting 
and transparency of results and a medical 
home program for patients who have multiple 
chronic conditions. “We’re heading in the long 
term toward more accountability for care and 
quality at the delivery level,” he said.

If Medicare adopts a program that uses the 
medical home model of delivery, then medical 
homes should have decision support systems, 
a patient registry, some sort of e-communica-
tion capability, care coordination and a way to 
measure resource use, he said. He added that 
Medicare should provide a monthly fee for 
care delivered in a medical home model. 

Ginsburg: Using Medicare as Model for Reform

Dr. Paul Ginsburg 
of the Center for 
Studying Health 
System Change also 
discussed the need 
for private payers to 
reform how they pay 
providers. He echoed 
Jack Ebeler’s senti-
ment that Medicare 
should take the lead 
in such an effort. 

Ginsberg also endorsed the medical home 
concept and agreed with Davis that Medicare 
decision making should be disconnected from 
politics. To reform itself successfully, Medicare 
needs a new governance structure, he said. “If 
Medicare is going to be able to pull this off, it 

needs insulation from 
day-to-day politics 
and interference by 
both the president 
and the Congress,” 
he added.

“The likely path to 
reforming provider 
payment is going to 
be leadership by the 

Medicare program. If the Medicare program 
changes the way it pays providers, there is a 
good chance that other payers will follow,” 
Ginsburg said. Medicare has the market clout 
and more resources to develop effective pay-
ment methods than other payers, and it has 
credibility in the marketplace, he commented. 
“It faces less hostility from providers than do 



40 T h e  R o a d  t o  Q u a l i t y  H e a l t h  C a r e  f o r  a l l  A m e r i c a n s  •  n cq  a . o r g

private insurers, and it can more easily engage 
the leadership of the provider communities as 
it works out its payment methods,” he added.

Ginsburg outlined five steps the Medicare 
program could take to reform payment. 

First, Medicare should revise the DRG system. 
“There was a fairly impressive refinement of 
DRGs accomplished by regulation, but we 
need to revamp the update process for the 
physician relative value scale, which is going 
to involve identifying services for relative 
value reductions and more accurate relative 
values for the facility components of services.” 
Measuring productivity trends in how provid-
ers deliver different services and extrapolating 
those trends will keep revised relative value 
scales from becoming obsolete the following 
year, he added.

Second, Medicare officials should evaluate 
and fix errors made in pricing various services. 
“If something is growing at 10 percent a year, 
maybe it is all terrific new technology, but 
maybe a large part of it is just because we are 
paying too much and capital is rushing in to 
capitalize on that,” he suggested.

Third, Medicare should increase the attractive-
ness of primary care as a specialty by paying 
more for primary care than it does for specialty 
care. Currently, primary care is unattractive as 
a specialty because the reimbursement rates 
for primary care are so low, Ginsburg added.

Fourth, Ginsburg endorsed Davis’ recommen-
dation that Medicare should develop a way to 

pay multiple providers on a per-episode basis 
for patients who have major acute procedures.

Fifth, Medicare should use capitation to pay 
providers managing patients with chronic 
diseases, and the medical home model may 
be a good first step toward doing so, Ginsburg 
commented. “There is a lot more we can do 
once we can get the medical home strategy 
working well,” he added.

Ginsburg closed by noting that adopting new 
reimbursement methods will require creativ-
ity. “We need to think about how we are going 
to transition to a reformed Medicare payment 
system,” he said. “We can think about how to 
make the new payment units attractive to pro-
viders, perhaps selecting candidates for early 
participation. We need to think about how we 
can blend fee-for-service with the new pay-
ment units. And we also need to think about 
how we can engage patients with incentives 
to choose the high-value providers.

“From a societal perspective, is it a good idea 
for Medicaid programs and private payers 
to follow Medicare methods? I’d say yes,” he 
added. “This would provide clearer and stron-
ger incentives to providers so that providers 
investing to improve their delivery of care in 
response to the new Medicare methods would 
have a bigger payoff because they would ben-
efit from their services to Medicaid patients 
and privately insured patients as well.”
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Fowler: Achieving Savings from Reform

Fowler said that, ideally, reforms should foster 
patient-centered care. “I think that some of 
the payment systems and reforms that we are 
looking at certainly just want to take the first 
step of making sure the incentives are patient 
centered,” she said. “Right now, we know that 
they are not. But we do not want to penalize 
patients for something that would presum-
ably not be considered their fault while 
rewarding behavior for patients for taking 
better care of themselves. How you do that, 
in social policy and with federal tax dollars, 
is another question.”

Before making any changes that would involve 
penalties for poor health or rewards for good 
health, the committee is likely to focus on 
other issues that require attention, Fowler 
added. “From Senator Baucus’ perspective, 
there is so much waste and maybe overuse in 
the system, as well as underuse. But we have 
to address both.”

The final speaker on the panel was Liz Fowler, 
who explained the role the Senate Finance 
Committee is playing in moving toward health 
reform. “Capitol Hill is paying a lot of atten-
tion to these issues and, in fact, engaging at 
a level of depth that maybe folks out here do 
not realize. We are hoping to move forward on 
delivery system reform and payment reform, 
and we are in the process of starting to work 
with the Congressional Budget Office,” she 
said. Committee Chair Senator Max Baucus 
(D-Montana) has been exploring ways to 
achieve savings from reforming Medicare and 
the committee hopes to move forward with 
some of these ideas in 2009 as part of compre-
hensive health reform, she added. 

In particular, the committee is considering 
ways to promote value-based purchasing in 
health care, to provide incentives to foster 
care coordination and to reward primary care, 
she said, adding that it is also considering 
comparative effectiveness research and health 
information technology. 
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