
Policy experts and the majority of the American 
public seem to agree that there are serious prob-
lems with the health care system and that some 
form of fundamental change may be needed to 
ensure access to affordable, high quality care.2 
Policy experts point to the advantages of a 
restructured health care system built on a foun-
dation of structured, accountable care systems 
where providers can work closely with patients, 
directing them to the most appropriate and effec-
tive prevention, treatment, and care management 
options. There is an emerging consensus in the 
policy community about the central importance 
of “aligning incentives” so that providers, pay-
ers, the research community, and consumers are 
all focused on identifying and learning to use 
the most effective health care. What consumers 
have to say about this alignment, however, may 
determine what kinds of structural changes to the 
health care delivery system are politically feasible. 

In the broadest strokes, a “generic” description 
of the health system reforms that policymakers 
are debating would include three interrelated 
components working together to provide inte-
grated care.3 

• A foundation built on comprehensive care 
for patients of all ages, with an emphasis on 
disease prevention, health promotion, and 
shared decision-making. This includes the 
concept of “medical homes” where primary 
care providers take responsibility for coor-
dinating care across providers and settings. 
Medical homes would be pivotal for the 
systematic application of:

•  Evidence-based care, based on clinical 
care research (including preventive servic-
es, diagnostic and clinical treatments, drugs, 
devices, therapeutics, and care management 
protocols) and by methods and systems for 
disseminating this knowledge to providers 

and consumers and ensuring that it is inte-
grated into practice; supported by: 

•  Electronic health information systems 
that facilitate care coordination and provide 
information needed for quality improve-
ment and accountability as well as for 
performance–based payment that promotes 
the effective use of health care. 

The focus here is on health care delivery sys-
tem issues. Rather than asking about how the 
American public views reforms to increase 
coverage, or pay for increased coverage, the 
subject here is, at the broadest level: “What do 
we know about the kind of health care system 
Americans want,” or, in a negative formulation, 
“What changes to the health care system might 
the American public say are unacceptable?”  

Gauging support for anything having to do 
with health care is at least as risky as other 
areas of opinion research. Public opinion 
polls, surveys, structured town hall meetings, 
focus groups, and internet polls have identi-
fied underlying support for greater emphasis 
on primary care and preventive services, 
health promotion programs, shared decision-
making, health information systems and other 
components of proposed health care system 
reforms. There is also evidence of concern 
about the quality and trustworthiness of health 
care products and health providers, and about 
health care information sources; about how 
medical information will be used, including 
questions about privacy and confidentiality 
of personal medical records; about consum-
ers’ capacity and willingness to take on greater 
responsibility for making health care decisions; 
and about how changes in health care delivery 
could affect choice of providers and treatment 
options. 
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Public opinion research is imprecise and 
subjective. Results are subject to biases 
due to questions asked, question order, 
and to sample design. Respondents may 
be unrepresentative or they may not 
adequately represent the views of particu-
lar populations who may have a greater 
stake in the outcomes of policy changes. 
Questions that are posed with little or no 
context may yield ambiguous or meaning-
less responses. For consumers or potential 
consumers of health care, there are very 
different domains of interest revolving 
around health care in the abstract or in 
the here and now, particularly for people 
with serious health problems. The context 
provided for participants in qualitative and 
quantitative research can generate diametri-
cally different pictures of public response 
to various components of health reform 
proposals. Perhaps most important, things 
change. Information gathered at one point 
in time may no longer reflect public views 
just a few months later, especially when 
major changes in the economy or political 
environment entirely refocus the public’s 
attention.4  

The limitations of opinion research and 
other sorts of input do not, however, ren-
der this information useless. Over the past 
several years a variety of initiatives have 
employed qualitative and quantitative com-
binations of techniques to explore what 
people have to say about health care in 
greater depth than polls can provide. There 
are sound studies that provide insights into 
aspects of public views and preferences 
about health care and how it is delivered, 
and a growing body of literature examin-
ing how behavioral and economic theory 
interact in the domain of health care. 
Piecing together the wide range of seem-
ingly inconsistent findings may yield more 
than the sum of the parts. Developing a 
fuller understanding of values, preferences, 
concerns, and misconceptions about health 
care should not, however, be approached 
as a purely intellectual exercise. Rather, it is 
critical for policymakers as they shape leg-
islation and seek support for change from 
the public. Better understanding of values 
and preferences could help policymakers 

avoid potential problems both in designing, 
describing, and marketing reform propos-
als. History suggests that reform proposals 
can be derailed when interests groups are 
able to leverage evidence of public opposi-
tion to or concern about some sensitive 
issue or aspect of the reforms.5 

What Does The Public Say About 
Reforming Health Care?
A recent effort to understand Americans’ 
attitudes about health care initiated by the 
U.S. Congress provides a useful starting point 
for discussing public views about health care 
and proposed delivery system reforms. The 
Medicare Prescription Drug Improvement 
and Modernization Act of 2003 (The 
Medicare Modernization Act) created the 
Citizens’ Health Care Working Group and 
called on it to “engage in an informed nation-
al public debate to make choices about the 
services they want covered, what health care 
coverage they want, and how they are willing 
to pay for coverage.”6 

The Working Group began its exploration 
of public views about health care begin-
ning in the spring of 2005, and completed 
its work in late 2006. In addition to infor-
mation and views collected in hearings, 
town meetings, internet polls, other print 
polls, and written comments collected over 
more than a year, the Working Group also 
reviewed findings from more than 100 
public opinion polls and surveys, along 
with a wide range of research and journal-
istic materials. Based on the public input it 
reviewed, the Working Group developed 
recommendations that included creating 
new programs to promote community-
based and patient-centered care and to 
advance evidence-based practice, along 
with a systematic approach to integrating 
comparative effectiveness findings in the 
design of core benefits in a comprehen-
sive universal health care system. These 
Working Group sessions were, in some 
respects, a precursor to the community 
meetings about health care reform  
conducted throughout the United States 
by the Presidential Transition Team in 
December 2008. 

On average, people participating in the 
Working Group polls and meetings7 were 
more educated than the population as a 
whole, and, by definition, more motivated 
to engage in conversations about health 
reform (some sessions lasting four hours 
or more). However the 18 month effort 
provided a unique opportunity to look 
across a wide variety of inputs, includ-
ing meetings, polls, and secondary review 
of existing poll data. The input across all 
these sources was remarkably consistent, 
and also consistent with published research 
literature addressing public perceptions of 
and values regarding health care. The rich-
ness of the materials also provides context 
for interpreting other public opinion data 
and research, including several compre-
hensive state-based efforts to obtain public 
perspectives, and other public opinion and 
research studies addressing the three gen-
eral components of reform discussed here.8  

The Report on Health Care Community 
Discussions issued by the U.S. Department 
of Health and Human Services in March 
2009 that summarizes the findings from 
the community meetings held by the 
Transition Team provides additional con-
text, and additional evidence of the consis-
tency of public views about health care.9 

Working Group meetings always began 
with detailed discussions about health 
benefits and the services people thought 
should be provided, and how they thought 
that health care should be delivered. 
Across all the community meetings, and in 
the four sets of polls, there was strong sup-
port for a clearly defined, comprehensive 
benefits package. People at the meetings 
were strongly supportive of preventive 
services and wellness programs, which 
many thought should be part of any basic 
benefit package. More than 90 percent of 
poll respondents said that annual physicals 
and preventive care should be included in 
“basic” or “essential” services covered by 
health insurance.10  There was also sup-
port for a strong education component 
in health care, and for the need to begin 
health education and promote health lit-
eracy early, beginning in grade school. The 
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Transition Team meetings drew particular 
attention to the importance of preven-
tive care in keeping with the emphasis in 
President Obama’s health reform proposal 
presented during the election campaign. 
A lack of emphasis on prevention was 
the third most often selected of the “top” 
concerns listed in the participant survey, 
after costs of health insurance and costs of 
health care services, which were named the 
top concern of 31 percent and 24 percent 
of respondents, respectively. One in five 
(20 percent) of survey respondents picked 
prevention as the biggest problem in the 
health system, compared to 13 percent 
whose top concern was difficulty find-
ing health insurance due to a preexisting 
condition, and 12 percent who indicated 
that quality of care was their top concern 
among those listed.11 

In open-ended discussions, people often 
talked about the need for health care to be 
more secure, stable, transparent, and easy 
to navigate. Meeting participants at both 
the Working Group and the Transition 
Team meetings in fact raised, in various 
ways, all of the issues addressed by the 
Institute of Medicine’s domain of “patient-
centered care,” expressing concerns that 
health care needs to be “respectful of and 
responsive to individual patient prefer-
ences, needs, and values, and ensuring that 
patient values guide all clinical decisions.”12 
Meeting participants also raised specific 
concerns about being able to choose and 
maintain a stable, lasting relationship with 
a primary care provider. The Transition 
Team reported frequent pleas for changes 
that place a central focus on patients’ 
needs. As articulated by one group, “We 
want a system that encourages engagement 
between people and their primary care 
providers: that is patient-centered, which 
means meeting people where they are, as 
they are, and giving them the services that 
actually improve their health.”13 

In the Working Group polls, respondents 
were asked what was “most important to 
them and their families when it comes to 
getting health care.” Addressed this 

way, the importance of patient-centered 
care was secondary to cost. About 1 in 10 
chose “being able to get information about 
the quality of health services in order to 
make informed decisions about care for 
my family and me,” while 5 percent stated 
that “having health care providers who 
are respectful and communicate well” was 
most important. For another 23 percent, 
the ability to choose a personal physician 
(17 percent), a specialist (4 percent) or hos-
pital (1 percent) was most important. For 
almost everyone else, issues related to cost 
were the most important concern. Close 
to half of all poll respondents said that 
keeping down costs of premiums or out-
of-pocket costs for visits, drugs or other 
supplies was most important.  

Working Group sessions also focused on 
how the underlying problems with health 
care in the United States drive health care 
costs. At most of the sessions, participants 
talked about how complicated administra-
tive arrangements waste resources. Meeting 
participants set out specific concepts of 
system changes, ranging from the elimina-
tion of private insurance to greater use of 
information technologies to streamline 
health care. There was support for various 
approaches to promote greater personal 
responsibility. At some sessions, participants 
stressed the importance of making infor-
mation available to people that could help 
them better manage their health problems. 
There was also a lot of discussion—but not 
consensus—about providing incentives to 
get people to adopt healthier lifestyles. 

In the larger context of the discussions, 
however, there was a consensus that there 
is enough money being spent on health 
care already, so that the real problem is 
how to reorganize spending and improve 
system efficiency.14, 15 Views about the 
need for system reforms help to explain a 
seeming contradiction between willingness 
to pay more for comprehensive, universal 
health coverage and reticence about indi-
viduals paying more, or accepting limits, on 
the health care. The overriding message to 
the Working Group was concern, and 

at times, anger, about the lack of coverage 
for many, increasingly inadequate coverage 
for others, and the threat to access posed 
by increasingly unaffordable premiums 
and out-of-pocket costs even among those 
with “good” health insurance. In almost 
every meeting, and in the Working Group 
polls, a majority of participants said they 
would be willing to pay more to ensure 
that everyone has access to high-quality 
health care. This finding was consistent 
with other opinion research before and 
since these sessions.16 Similar values again 
emerged in the Transition Team meetings 
in late 2008. Analysis of the group meeting 
reports found a set of principles for reform 
revolving around the concepts of fairness, 
patient-centered and choice-oriented care, 
a need for simple and efficient care that is 
easier to navigate, and a need for care to be 
more comprehensive and less fragmented.17 

At the same time, people providing input 
to the Working Group on what sort of 
trade-offs they were willing to make to 
ensure affordable, high-quality care were not 
convinced that that they should be asked 
to trade off benefits or services for univer-
sal coverage. Rather, many believed that 
savings from streamlined administration, 
more efficient treatment, and less fraud and 
abuse, along with healthier life styles, would 
yield enough savings to pay for universal 
coverage. Asked about priorities for public 
spending to accomplish their stated goal 
of comprehensive coverage, participants 
focused on expanding coverage first, but 
there was also strong support for investing 
in public health programs to prevent disease 
and promote healthy life styles. Broadly, 
people expressed support for spending 
on programs generally related to access to 
care, ranging from programs to protect the 
public in the event of epidemics or disasters 
to safety net programs and guaranteeing 
that there are enough health care provid-
ers, especially in inner-city and rural areas, 
and for funding programs that eliminate 
problems in access to care or quality of care 
for minorities. Funding health information 
technologies and biotechnology research 
generally ranked relatively low compared to 
access-related priorities. 18 
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Other data consistent with the Working 
Group and Transition Team community 
meetings findings include a project con-
ducted in Arizona during the same time-
frame as the Working Group (late 2005) 
that used a group process methodology 
employing structured day-long dialogue 
sessions of about 40 consumers each to 
explore virtually the same issues as the 
Working Group meetings.19 Like many 
providing input to the Working Group, 
people participating in these dialogue ses-
sions were primarily concerned about 
cost and access to care. Nevertheless, the 
dialogue about what health care should be 
and how it should be delivered echoed the 
same themes—the need for stable, fairly 
comprehensive coverage and emphatic 
support for promoting preventive care and 
efforts to promote better health behav-
iors. The Oregon Health Values Survey 
conducted in late 2004 to provide input 
for the Oregon Health Policy Commission 
also found that respondents assigned the 
highest priority to preventive services 
among all the types of services that should 
be included in health coverage.20 Like the 
other projects seeking out what people 
want in health care, the Oregon initiative 
found that while people expressed support 
for patient-centered concepts, including 
involvement in decision-making and having 
a system that is easy to navigate, affordabil-
ity trumped other considerations.21  

Medical Homes
Public opinion surveys and polls also have 
found support for the concepts underlying 
the emerging construct of “medical homes.” 
Most Americans have a regular place or pro-
vider that they might identify as a medical 
home.22 The 2008 Commonwealth Survey 
of Public Views of the Health Care System 
found that 91 percent of American adults 
believe it is important or very important to 
have one place or one doctor responsible for 
a person’s primary care and for coordinating 
that care.23  There was also support for the 
notion of doctors and nurses working togeth-
er in teams as a means of improving patient 
care, and for doctors to practice in groups 
rather than on their own. Survey respondents 

indicated support for better coordination of 
care, and for new systems and technology to 
improve care coordination, efficiency, and 
quality, as discussed below. 24 

 A Harris Interactive poll commissioned 
by the Patient-Centered Primary Care 
Collaborative in fall 2008 asked respondents 
to consider a specific model of primary care 
medical homes as one part of health care 
reform proposals being debated in the 2008 
presidential election campaign. Poll partici-
pants were given the following description: 

The health care reform plan would also 
include support for a new primary care 
model, the Patient-Centered Medical 
Home. With Patient-Centered Medical 
Homes, consumers would choose a 
personal physician to coordinate all of 
a patient’s health needs and provide an 
individualized program of preventive care. 
This new primary care model features 
whole-person care, same-day appoint-
ments, better access to electronic health 
records that support enhanced quality and 
safety measures, and email consultations 
to strengthen the relationship between the 
patient and doctor.

When asked “if this health care reform 
plan included support for the Patient-
Centered Medical Home, how would that 
affect your support of this plan?,” about 
half of respondents indicated they would 
be more likely to support either presiden-
tial candidate’s health reform proposal if 
the medical home model were included.25 

Broad support for primary care in general, 
or specific concepts of medical homes 
does not, however, entirely square with 
other documented concerns about getting 
health care. As with other aspects of health 
care delivery, there is a divide between gen-
eral perceptions and personal experience. 
A survey conducted in March 2009, for 
example, found that a majority (52 percent) 
of adults said that coordination among 
health care professionals was “not a prob-
lem at all.”  This may have reflected 

relatively infrequent negative experiences 
with health care coordination. When asked 
whether, in the past two years, they had 
experienced a variety of problems, most 
had not. For example, 17 percent said they 
had to redo a test or procedure because the 
doctor did not have the earlier test results, 
10 percent had to come back because a 
health professional did not have their med-
ical information, and 9 percent had tried 
unsuccessfully to get two of their doctors 
to talk to each other.26 While these rates 
may be of great concern from a policy 
perspective, they are not nearly as salient to 
people on a day to day basis. 

A similar issue of perceptions versus expe-
rience is perhaps even more clear when it 
comes to obtaining preventive care or par-
ticipating in programs offering preventive 
screenings or in health promotion activities 
such as weight loss programs, smoking 
cessation, exercise, and so forth. The 2007 
EBRI Health Confidence Survey found, 
for example, that “employees’ comfort 
with wellness programs decreases sharply 
as the programs become more managed.”27 
The EBRI survey found high levels of 
“comfort” with employers offering lower-
cost opportunities for health screenings 
and other programs, but lower comfort 
levels with programs that send reminders 
about annual check-ups or screenings, and 
still less comfort with programs that tied 
employees’ participation in wellness pro-
grams to lower insurance premiums.28 Data 
from the 2008 Deloitte Survey of Health 
Care Consumers show broad general sup-
port for care management programs, health 
education, wellness programs, individual-
ized coaching, etc. but also that the percent 
reporting they were “interested” in these 
programs was far higher than the percent 
saying they would be willing to pay more 
to have access to these programs.29 The 
Deloitte survey report also noted that there 
appears to be a wide gap between reported 
interest in getting assistance in maintaining 
a healthy lifestyle and actually participat-
ing in programs designed to provide this 
assistance.30  
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Public support for preventive services or 
health promotion reflects personal values 
and preferences regarding health behavior 
in general (although not necessarily their 
own).31 But this support is also tied to 
a belief that better health behaviors can 
reduce health care costs, and therefore 
make health coverage more affordable. 
For example, a national survey conducted 
in 2005 found that 48 percent of respon-
dents strongly agreed, and another 32 per-
cent agreed with the statement, “A greater 
emphasis from insurance providers on 
regular medical check-ups and preventive 
services would decrease health care costs 
for everyone.”32 

In many of the Working Group meetings, 
participants voiced the belief that a greater 
focus on prevention, wellness, and educa-
tion will reduce total health care costs over 
time. In some (e.g. community meetings 
in Indianapolis, Baton Rouge, La., and 
Sacramento, Calif.), participants decided, 
after active discussions, that greater empha-
sis on prevention and/or wellness was 
the most important step that could be 
taken to reduce the costs of health care in 
America.33 Among participants expressing 
views about prevention and wellness, there 
were people who believed, sometimes quite 
strongly, that better health behaviors could 
generate enough savings to pay for univer-
sal health coverage, without need for any 
additional reforms in health care organiza-
tion or financing. 

The community meetings and dialogues 
also provide some insight into the danger 
of overstating support for restructuring 
primary care. Although there appears to 
be strong agreement that greater involve-
ment in one’s health care, focusing on 
prevention, and promoting better health 
behaviors are good things, there also is 
evidence of ambivalence about how far 
the health care system should go in offer-
ing incentives to guide personal behaviors. 
While Working Group meeting partici-
pants almost always said that some people 
should pay more for health coverage than 

others, support for using health behaviors 
as a criterion in setting premiums was lim-
ited. Between 20 and 30 percent of par-
ticipants in several meetings thought costs 
should be linked to health behaviors, but 
in the majority of sessions, fewer than 20 
percent supported that policy.34, 35

In the abstract, core concepts such as 
coordination, communication, and conti-
nuity resonate very well with the public. 
But for people attending the Arizona dia-
logues, and participants attending Working 
Group sessions around the country, there 
were lingering reservations. People wanted 
to know who, in a reformed “system,” 
would make decisions about the kinds 
of health care they would be encouraged 
to get, or be able to get, and where they 
would get that care. 

Public views of ongoing efforts to 
improve the coordination, quality, and 
effectiveness of health care may offer 
some notes of caution for policymakers. 
In the Working Group polls (posted in 
2006), about 1 in 5 respondents said that 
being able to pick their own personal phy-
sician (17 percent), specialist (4 percent), 
or hospital (1 percent) would be the single 
most important factor to them and their 
families if they were to have an oppor-
tunity to choose health care coverage.36  
More than one in three people respond-
ing to the Working Group’s Internet poll 
said they would be willing to pay a higher 
deductible in exchange for more choice 
of providers and services. 37 A survey 
conducted in October 2008 sponsored by 
the Partnership to Fight Chronic Disease 
found that people were most worried 
about coverage and cost issues, but about 
1 in 10 respondents identified choice of 
doctors as their greatest or second most 
important worry.38

Medical homes are intended to foster strong 
relationships between primary care doc-
tors and patients. This model gives primary 
doctors the lead role in guiding patients 

to appropriate specialty care providers. 39 
Systems than organize access to specialty 
care or diagnostic tests could look to some 
like “gatekeeping” (discussed below). There 
is some evidence that the public believes that 
current trends in coverage point to reduced 
consumer choice of providers over time 
(without reforms to the current system). The 
2008 EBRI Health Confidence Survey found 
that more than one-third of respondents 
were either “not too confident” or “not at all 
confident” about being able to have enough 
choice about who provides their medical 
care during the next 10 years.40 But polls 
conducted in 2004 and 2006 found that sup-
port for universal health care reforms also 
could be undercut by limits on choice of 
doctors. While 62 percent of adults polled in 
2004 said they supported a universal system 
(run by the government, supported by taxes, 
modeled on Medicare), 35 percent sup-
ported such reform if it meant limited choice 
of doctors. 41 A similar poll fielded in 2006 
found that 56 percent would support univer-
sal health insurance, declining to 28 percent 
if it meant limited choice of doctors.42

Recent data suggest that provider choice 
remains important to the public, but, quite 
logically, not quite as important as health 
care coverage and affordability. When 
asked the most important goal for the 
health care system, a 2007 survey designed 
to gauge opinion about children’s health 
coverage found that (among six stated 
goals for health care in the United States), 
41 percent selected “Providing basic 
health coverage to all Americans,” 32 per-
cent picked “Making health care afford-
able,” and 7 percent said “Making sure 
people can select their own doctor or hos-
pital of their choice.”43 But when asked 
to consider provider choice in particular, 
most people think choice is still impor-
tant. The 2008 Health Confidence Survey 
found that 52 percent of respondents 
rated the health care reform goal “Making 
sure that people can select the doctor 
or hospital of their choice” extremely 
important, 35 percent said it was very 
important, and another 11 percent said it 
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was important. In comparison, 63 percent 
said making health care more affordable 
was extremely important, 27 percent said 
it was very important, and 7 percent said 
it was important.44 

Effective, Evidence-Based Care
A variety of surveys and polls have 
shown that people are aware of, and con-
cerned about, the effectiveness of medi-
cal care. A 2007 Harris Interactive/Wall 
Street Journal poll, for example, found 
that 83 percent of respondents said that, 
based on what they know or had heard, 
they were sometimes or often concerned 
about people being over-treated, and 
concerned about getting too many treat-
ments or treatments that were more 
aggressive than was appropriate. Fifty 
percent were concerned that they person-
ally had received too many treatments or 
overly aggressive treatment. 45 Other polls 
have also shown that between one-quar-
ter and one-third of adults in the United 
States are concerned about unnecessary, 
inappropriate, or duplicative tests or 
treatments.46 More than one-third of the 
Transition Team community discussions 
about quality of care surfaced concerns 
about the overuse of medical services, 
and 20 percent raised concerns about 
medical errors.47

The public is also generally supportive 
of medical and health-related research.48 
A 2005 survey sponsored by an alli-
ance of health industry stakeholders, for 
example, reported that most Americans 
(70 percent) believed that “the health care 
services they receive are based on the best 
and most recent research available,” and 
95 percent believed that they should be 
so. That survey also found general sup-
port for greater investment in research, 
with 70 percent saying it was very impor-
tant, and another 26 percent saying it was 
important to invest in more research “to 
assure that there is a solid scientific base 
for health care.”49  

Four separate polls fielded by or for the 
Working Group also showed some, but 
measured, support for greater use of 
effectiveness research in guiding health 

policy. While participants were uncom-
fortable with limiting coverage of services 
overall, they expressed some support for 
limitations of coverage to services “with 
proven medical effectiveness.” Half of the 
Working Group’s Internet poll respon-
dents either agreed (36 percent) or strong-
ly agreed (14 percent) that health plans 
or insurers “should not pay for high-cost 
medical technologies or treatments that 
have not been proven to be safe and 
medically effective.” On the other hand, 
almost a quarter of all poll respondents 
disagreed (17 percent) or disagreed 
strongly (6 percent) with health plans/
insurers not paying for unproven treat-
ments. Close to one-third disagreed (21 
percent) or strongly disagreed (11 percent) 
with insurers not paying for treatments 
or technologies—even if proven safe or 
effective—if less expensive but equally 
safe and effective alternatives are available. 
50 A set of poll responses submitted by 
members of the Communication Workers 
of America showed somewhat lower levels 
of support for evidence-based restric-
tions on coverage than Working Group 
responses as a whole. Only 30 percent of 
the union members said they agreed or 
strongly agreed that plans should not pay 
for unproven technologies or treatments, 
while more than 40 percent said they were 
“neutral” on the subject. 51 There are a 
number of plausible explanations, but one 
that is consistent with the discussions in 
many of the community meetings would 
be that people who have relatively good 
employment-based health insurance may 
be more apprehensive about possible lim-
its on coverage. 

Similar evidence of support for the idea of 
coverage decisions being based on treatment 
effectiveness also appears in subsequent sur-
veys. In a 2006 national survey respondents 
were asked “If a doctor recommends an 
expensive new drug or medical treatment, 
do you think insurance companies should 
pay for it only if it’s been proven to be more 
effective than other, less expensive treat-
ments, or pay for it even if it has not been 
proven more effective than other, less expen-
sive treatments.” A majority, 62 percent, said 
that the insurer should only pay for it if it’s 

been proven to more effective, and 34 per-
cent said the insurer should pay for it even if 
it has not been proven more effective. 

52 A similar question, focusing on pre-
scription drugs, was included in a 2008 
survey. Asked, “If a doctor recommends 
an expensive new drug, do you think 
insurance companies should always pay 
for it, or should they only pay for the new 
drug if it has been proven more effective 
than existing treatments,” 58 percent of 
respondents said that insurance compa-
nies should pay only after the drug was 
proven effective, while 38 percent said 
they should pay for it. However a survey 
conducted in March 2009 found greater 
public concern about the use of evidence 
in coverage decisions. Asked whether 
insurance companies should have to pay 
for expensive treatments that have not 
been proven more effective than other 
less expensive options, more than half (56 
percent) said “yes.”53 

Other data show limited support for 
expanding comparative effectiveness 
research. A 2006 survey showed that 
around 60 percent of the population sup-
ported the establishment of an agency for 
comparative effectiveness.54 However, 
the poll did not give detailed informa-
tion about whether people would support 
effectiveness research if it limited their 
treatment options or affected the costs 
of treatment alternatives. Further, the 
program described in the survey would 
review only new technologies and drugs 
to compare them to available alternatives; 
the survey does not ask about broader 
application of comparative effectiveness 
research to the full range of existing drugs 
and technologies.55 In December 2008, a 
revised question addressed the same topic 
more broadly. When asked about support 
for the creation of a new, independent 
federal scientific body to “decide whether 
approved new medical technologies and 
drugs should be covered by insurance, 
based on whether they are proven to 
 be more effective than existing, less 
expensive treatments,” 66 percent said  
they would be in favor, compared to 
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31 percent expressing opposition. But 
on a follow-up question prefaced by the 
statement that “This might mean that 
in some cases, treatments for drugs rec-
ommended by a person’s own doctor 
wouldn’t be covered by their health insur-
ance,” support and opposition reversed 
—63 percent said they would oppose the 
establishment of such an organization, 
while 32 percent said they would still sup-
port it.”56  Additional polling indicated 
underlying concern about who would be 
making recommendations about which 
tests and treatments should be covered. 
While a majority (55 percent) of those 
surveyed in March 2009 said they would 
place a great deal or fair amount of trust 
in a panel of experts from an independent 
scientific agency, trust levels dropped to 
41 percent when the phrase “appointed by 
the federal government” was added to the 
description of the entity.57

Tying effectiveness to consumer costs 
could raise similar concerns. “Value-
based” systems provide financial incen-
tives—lower premiums or coinsurance 
—to use more effective services, or enroll 
in health plans that are found to provide 
more effective care, based on “evidence-
based” criteria that payers and provid-
ers agree upon. There are not many of 
these programs currently, and there is a 
great deal of variation among those that 
are in place.58 National surveys cannot 
provide direct evidence regarding public 
views about satisfaction or experiences 
with these programs.59 Available evidence 
regarding willingness to trade off cost ver-
sus access to particular medical treatment 
options provides only a limited perspec-
tive on values and preferences. A national 
poll conducted in 2007 asked respondents 
a set of questions about health care pri-
orities. Respondents were asked to think 
about health care reform and specifically 
their own situation, then to pick which 
was the most important to them from a 
list. The responses suggest that some con-
cept of “best medical treatment” is highly 
valued. Having coverage was picked most 
often (29 percent); “Having access to 
the best medical treatment” was next (24 
percent). Improving quality and reducing 

medical errors ranked third (17 percent), 
followed by lowering cost (14 percent), 
then maintaining choices (12 percent). A 
series of tradeoff questions then allowed 
respondents to indicate their preferences 
by choosing between two statements 
trading preferences. Significantly more 
agreed with the statement, “Making sure 
I have access to the best medical treat-
ment is more important to me”(68 per-
cent) than “Lowering health care costs 
is more important to me” (36 percent). 
Respondents also favored “best treat-
ment” over “knowing I will always have 
health coverage” by a small margin of 51 
percent to 46 percent.60

It is not obvious, however, what “best 
medical treatment” actually meant to 
people responding to particular poll items, 
nor what it might mean to the American 
public when it is discussed in the abstract. 
The 2006 Health Care in America Survey 
suggests that in the public’s view, “better” 
medical care is multidimensional, with gen-
eral concerns about issues of effectiveness 
and quality intertwined with overall satis-
faction with people’s own current ability 
to get care they need when they need it.61 
Most respondents (76 percent) rejected the 
notion that more expensive doctors pro-
vide better medical care. Just under half  
(47 percent) said they believe that expen-
sive new drugs, treatments, and medical 
technology produce better results than 
older, less expensive alternatives, 43 per-
cent did not believe this, and 10 percent 
said they did not know if they believed it.62  

Other evidence suggests that “best” is 
not primarily an issue of clinical effec-
tiveness. Some possible insights can be 
drawn from a series of Wall Street Journal/
Harris Interactive surveys that asked 
whether people believe there are fair and 
reliable ways to assess care provided by 
medical groups. The surveys have found 
that respondents are generally favorable 
toward a variety of assessments such as 
data on patient satisfaction, providing rec-
ommended preventive services, indicators 
of appropriate management of chronic 
disease, and assessments by medical 
accrediting and professional boards. The 

percent of people saying these methods of 
assessing quality are fair has also increased 
somewhat over time.63 The assessment 
method or measure rated “fair” most fre-
quently in the 2008 survey is patient satis-
faction surveys (rated fair by 76 percent of 
respondents); the frequency of preventive 
screening tests is deemed fair by 69 per-
cent, and medical tests that measure how 
well doctors are managing patients with 
chronic conditions by 68 percent.64 

Support for “pay for performance” based 
on quality assessment, however, is lim-
ited in this same survey. Only 38 percent 
favored health insurance plans paying more 
to hospitals and medical groups which have 
been shown to provide better care and less 
to those that have not (the comparable 
figure in the 2006 survey was 33 percent). 
The 2006 version of this survey also asked 
respondents if they would be willing to 
pay more for insurance that covered them 
to go to hospitals and medical groups that 
have been shown to provide “superior 
medical care” based on the set of measures 
described in the survey. While the major-
ity thought the measures were fair, only 14 
percent said they would be willing to pay 
significantly more to be able to go to hos-
pitals or medical groups deemed superior 
on a composite measure.65, 66  

Data from surveys conducted earlier in 
this decade suggest that the public percep-
tions of “best treatment” may be as close-
ly tied to choice (and coverage) of treat-
ments as they are to assessments of quality 
based on measures accepted by the health 
care community. As noted above, there 
is some evidence that being able to get 
specialty care is very important to some 
people. Forty-two percent of respondents 
to a 2005 Harris Interactive poll said they 
would be very willing or somewhat will-
ing to pay the full cost of a doctor’s visit 
(when the visit would not covered by their 
insurance) in order to get specialized treat-
ment or service from the doctor.67 

Views about specialty care are also affected 
by people’s own health care needs and cir-
cumstances. Survey data examining percep-
tions of managed care found that people 
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with greater health care needs were less 
comfortable than healthier enrollees with 
cost containment strategies that limit choic-
es that could affect their ability to obtain 
services that are important to them.68 

Out-of-pocket cost, however, can focus 
public attention on treatment options. The 
2008 EBRI Health Confidence Survey 
found that, among people who reported 
increased health costs in the past year, 63 
percent said costs led them to talk to the 
doctor carefully about treatment options 
and costs.69 The survey also found that 
more than half of all respondents reported 
that they often or always asked doctors 
about why tests were needed (74 percent), 
the risks of treatments or side effects of 
medications (66 percent), and about the 
success rates of treatment options (51 
percent); just over a third (36 percent) 
reported asking about less costly treat-
ment options or medication when visiting 
a doctor.70  

While this does not necessarily indicate a 
growing appreciation of evidence-based 
medical decision-making, it does indicate 
that some consumers are focusing on the 
concepts underlying comparative effec-
tiveness research. 

Health Information Technology
The concept of applying health informa-
tion technology to increase health care 
efficiency and quality, like the concepts of 
evidence-based, well-coordinated, patient-
based health care, scores highly in public 
opinion polls. But the gap between general 
views and particular concerns about health 
information is, again, worth considering.71 

In the abstract, electronic health records 
and the use of information technology 
in doctors’ offices have public support. 
The Democracy Corps poll cited earlier 
found that 16 percent of likely voters said 
they would be much more likely, and 33 
percent somewhat more likely to vote for 
a candidate for Congress who advocated 
adopting electronic medical records to 
improve efficiency and cut costs.72 The 
Commonwealth Fund 2008 survey found 
that almost 9 in 10 adults thought that it 

is important, or very important, for doc-
tors to use computerized medical records, 
have electronic access to medical and lab 
tests, and be able to share information 
electronically with other doctors in order 
to improve patient care.73, 74 

A national survey sponsored by the 
Markle Foundation in 2008 found that 79 
percent of the public believe that using 
online patient health records would pro-
vide major benefits to individuals by help-
ing them manage health care and health 
services. This survey focused on internet-
based personal health records that could 
be used in a variety of ways. More than 8 
in 10 thought that electronic records could 
improve individuals’ and their families’ 
ability to check for mistakes in their health 
records, track health-related expenses, 
avoid duplicate tests or procedures, keep 
doctors informed of their health status, 
move from doctor to doctor, manage the 
health of family members, or get treat-
ments tailored to the user’s health status.75  
But while people indicate general support 
for online electronic medical records, the 
majority of those surveyed said they were 
not interested in joining a free online per-
sonal health patient health record system.  
The most common reason was concern 
about privacy and confidentiality—an 
issue that also threatens support for prac-
titioner/office-based electronic medical 
records systems.

EBRI surveys have consistently found that 
Americans have a generally favorable view 
of centrally-maintained electronic medical 
records systems that can be shared among 
providers, but that they also worry about the 
confidentiality of these systems. Although 
levels of confidence in the confidentiality of 
electronic medical records have increased 
somewhat since 2005, the 2008 Health 
Confidence survey found that 62 percent 
said they were not confident that the records 
would remain confidential.76  

The Harris Interactive organization and 
Wall Street Journal conducted several dif-
ferent surveys that included questions 
about electronic medical records in 2005 
and 2006. For example, a 2005 Wall Street 

Journal/Harris Interactive survey reported 
that “while the majorities of online adults 
believe that electronic medical records 
have the potential to improve quality 
and cost-effectiveness of health care, an 
equally large percentage is concerned 
about potential privacy issues associated 
with the use of these records.” The survey 
also found that many express interest in 
communicating with physicians online, 
but they are unlikely to support paying for 
that service.77 

In the 2007 Wall Street Journal poll admin-
istered by Harris Interactive, the focus 
was on the public’s level of confidence 
that their physicians and other health care 
providers have a complete and accurate 
picture of their medical history, and how 
electronic information systems could 
address gaps in information. In that online 
poll, 60 percent of respondents believed 
that benefits outweighed the privacy risks 
of electronic medical records. The sur-
vey also found that 63 percent agreed or 
strongly agreed that electronic medical 
records can significantly reduce the fre-
quency of medical errors, and 55 percent 
agreed or strongly agreed that the use of 
electronic medical records can significantly 
reduce health care costs. The percent 
agreeing that electronic medical records 
can reduce errors increased from a survey 
administered in 2006, but declined for the 
question about reducing costs (62 per-
cent in 2006 compared to 55 percent in 
2007). The percent agreeing (strongly or 
somewhat) that electronic medical records 
make it more difficult to ensure patients’ 
privacy decreased from 61 percent in 2006 
to 51 percent in 2007.78

Variations in responses in public opin-
ion polls that address electronic medical 
records may point to the importance of 
both context and wording of the ques-
tions. For example, several of the Harris 
Interactive online surveys were conducted 
with input from a leading national expert 
on privacy issues, Dr. Alan Westin. In the 
2006 survey developed with Dr. Westin, 
there was a series of questions addressing 
how people would want to be involved 
in a transition to an electronic records 
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system, what they would be able to do 
with these systems, and possible benefits 
and risks, including a set of questions 
explaining privacy law and regulation. 
Respondents were asked the following:

Supporters of the new patient electronic 
record system say that strong privacy 
and data security regulation will be 
applied. Critics worry that these will 
not be applied or will not be sufficient. 
Overall, do you feel that the expected 
benefits to patients and society of this 
patient electronic medical record system 
outweigh potential risks to privacy, or 
do you feel that the privacy risks out-
weigh the expected benefits?

The plurality, 42 percent, thought that priva-
cy risks outweigh expected benefits, 29 per-
cent that expected benefits outweigh poten-
tial risks, and 29 percent were not sure.79 

Concern about how the public might 
respond to efforts to promote electronic 
medical records led the Institute of Medicine 
to ask Dr. Westin to design a survey to 
examine public views on privacy and health 
research. The survey was part of a larger 
project that included a review and analysis 
of previously published national surveys 
conducted since 1993. Like the previous 
survey conducted with Harris Interactive, 
the 2007 IOM survey found that the public 
had serious concerns about the security and 
confidentiality of personal health informa-
tion in electronic records systems. More 
than half (58 percent) of survey respondents 
agreed with the statement, “The privacy of 
personal medical records and health informa-
tion is not protected today by federal and 
state laws and organizational practices.”80 In 
a presentation to the IOM in early 2008, Dr. 
Westin concluded that public concerns about 
health information privacy and security pose 
a “make-or-break” issue for the transition 
to an information-based, restructured health 
care system.81 In an editorial piece discuss-
ing this survey and other public opinion data 
on electronic medical records, Humphrey 
Taylor, Chairman of the Harris Poll, empha-
sized, however, that because electronic 
medical records are not yet common, public 
opinion polls are not measuring what people 

think about electronic health information 
systems per se. Rather, the surveys are picking 
up “public reactions to ideas and benefits 
they that never previously thought about, but 
which they view in the light of their general 
concerns about protection of the confiden-
tiality and privacy of their sensitive medical 
information.”82

Lingering fears about confidentiality sur-
faced again in a 2008 Harris Interactive 
Survey, where, among respondents who 
had heard about medical records being lost 
or stolen, seven percent believed that they 
or a family member may have had their 
personal medical records lost or stolen. 
Respondents also believed that computer-
ized medical records were far more likely 
to be stolen than paper records. While the 
poll may not provide an accurate estimate 
of the incidence of breaches of medical 
information, it does suggest that a lot of 
people believe that there are some poten-
tially serious risks as well as benefits associ-
ated with electronic medical records.83 

Concerns about electronic health informa-
tion were evident yet again in a 2009 survey 
that found that 34 percent of respondents 
were not at all confident, and another 25 per-
cent were “not too confident” that personal 
medical records and information stored elec-
tronically and accessed online would remain 
confidential. Further, while most thought 
that medical records kept electronically 
that could be shared online would improve 
quality of care nationally and for their own 
families, few in this survey believed that the 
electronic systems would lead to reduced 
health costs. More than a third thought 
electronic health information would result in 
higher costs of care for their families and for 
the country.84 

Public Opinion And Health Care 
Decisions: What Really Matters?
Although there is generalized support for 
proposed health care system reforms in 
public opinion data, there are also some 
reservations that cut across the different 
dimensions of proposed system reforms. 
The ways that messages about health 
care are conveyed to the public obviously 
affect perceptions. But, people have views 

about their own health care that may or 
may not differ from their views about the 
health care system. One of the more con-
sistent, often discussed findings across the 
entire range of public opinion research on 
health care is that Americans have serious 
concerns about the health care system as 
a whole, but are generally happy with their 
own health care.85 Both reflect people’s 
experiences as well as concerns about the 
future. Although Americans report bar-
riers to care, problems with communica-
tion, lack of coordination among provid-
ers, and administrative inefficiencies, the 
majority—who have health insurance and 
have a regular doctor or place where they 
go for care—are mostly happy with what 
they have86, and worry about losing it. 
People want to know how reforms will 
affect them now as well as in the future.87

Context is critical in interpreting public 
opinion data regarding health plans in 
particular. There are important differences 
between current proposals and the man-
aged care models that generated some 
intense “backlash” from consumers in the 
1990s. These include, but are not limited 
to, the emergence of more credible and 
accountable systems and information to 
support shared decision-making and care 
management. Growing concern about 
health care costs and access to care may 
also have increased the public’s willingness 
to look beyond concerns about care man-
agement. As costs or the threat of losing 
coverage altogether increase, people may 
be more willing to accept limits on pro-
vider choice. Data from the Community 
Tracking Survey show that among adults 
(age 18-64) with employer-sponsored 
health coverage, those saying they would 
be willing to accept a limited choice of 
physicians and hospitals to save money on 
out-of-pocket health costs increased from 
51 to 59 percent from 2001 to 2003.88

The public may, given the increasing costs 
of health care and insecurity of insurance 
coverage, give less emphasis to concerns 
about constraints on health care options 
than in the past, at least in the initial polls. 
But unsatisfactory answers to consumers 
about their concerns could tarnish pro-
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posed reforms even if there is general sup-
port for changing the health care system. 
In addressing these concerns, the policy 
community can turn to a variety of work 
examining how people have responded 
to previous efforts to restructure health 
care. This includes both direct evidence 
and work addressing centrally important 
concepts such as “trust” and “choice” that 
shape public perceptions of health care. 

Some Lessons From The  
Recent Past
Although the current vision of a high-
performing health system presents a new, 
innovative approach to restructuring health 
care, it incorporates some key components 
of what could be termed “good” managed 
care. Consistent with opinion data cited in 
the previous section, research has shown 
that consumers place high value on primary 
care they receive from health plans, including 
having primary care providers play a key role 
in identifying medical problems and coordi-
nating referrals. But while consumer satisfac-
tion with primary care providers is generally 
high, a subset of consumers perceive some 
care management arrangements as barriers 
to needed specialty care. A study of patients 
enrolled in a range of managed care plans 
in California conducted in the late 1990s 
found that most preferred to seek initial con-
tact from primary care doctors for a set of 
medical problems, but about one in four also 
indicated that they thought that their primary 
care physician interfered with their ability to 
see specialists. Views about barriers to spe-
cialty care were highly correlated with actual 
experience getting referrals. The authors con-
cluded, moreover, that the emphasis on spe-
cialty care that has shaped Americans’ health 
care values and preferences could undermine 
system reforms. “The challenge in the United 
States,” they suggested “is to create practice 
arrangements that promote a first-contact 
and coordinating role for primary care physi-
cians without simultaneously casting primary 
care physicians in the role of rationer of spe-
cialty care.”89

An analysis of managed care backlash by 
Robert Blendon, Sc.D., and colleagues 
drew on a review of 20 national public 

opinion data sets from 1995 and 1997, 
as well as a survey designed specially to 
explore views about the managed care 
field in late 1997. Consistent with other 
research, this analysis found that people 
were generally happy with their own 
health care, regardless of whether it was 
managed care or traditional coverage. 
There were also widespread concerns 
about managed care. Much of this con-
cern centered on aspects of managed care 
that could limit access to or payment for 
care. More than half of the respondents 
to the 1997 survey (59 percent) thought 
managed care plans made it harder for 
people who are sick to see specialists, 
51 percent said that managed care had 
decreased quality of care for people who 
are sick, and 55 percent of people enrolled 
in managed care said they were at least 
somewhat worried that if they were sick, 
their health plan would be more worried 
about saving money than about the best 
medical treatment. In their analysis of the 
survey results and previous survey find-
ings, Blendon et al. suggested that two 
major factors might be driving public 
backlash against managed care. The first 
was a relatively high level of dissatisfaction 
based on actual experiences with managed 
care, including access to specialists, tests, 
and waiting times. Related to this was a 
fear, based on reports of rather rare but 
very serious problems, that people were 
not adequately protected from this sort of 
thing happening to them.90

Dramatic examples of people suffering very 
bad outcomes associated with managed care 
practices described by Blendon 10 years ago91 
may also remain in play. Even one major 
news story, such as a $120 million judgment 
in 1999 against a health plan that denied 
coverage for certain aspects of treatment 
recommended for a cancer patient (who sub-
sequently died), appeared to galvanize what 
a Los Angeles Times reporter labeled “public 
outrage against HMOs.”92 Because serious 
illness and very large medical bills are rela-
tively rare, many people’s views of managed 
care have been based not on their own per-
sonal experience, but rather on reports from 
“what they hear or see or read about.” 93 In 

the United Kingdom, the National Institute 
for Health Care and Clinical Excellence 
(NICE)—often cited as a possible model 
for advancing comparative medical effective-
ness research in the United States— recently 
faced a storm of public protest when it 
denied coverage for a new drug for a patient 
with kidney cancer that had spread to his 
lung.94  

Whether reported abuses by managed 
care organizations are accurate or biased 
is, arguably, not all that important when 
assessing the potential effects of public 
opinion on health policy. For policymak-
ers, the goal is to help health providers 
and insurers decide on the best treatment, 
and align insurance and payment incen-
tives accordingly. Decisions that reflect 
the best available evidence will deny  
payment for some treatment options.95  
A letter to the editor in The New York 
Times article reacting to provisions of both 
the Obama and McCain health care pro-
posals that called for accelerated programs 
of comparative effectiveness research 
illustrates a view that the available evi-
dence suggests may be common:

Apparently economists and both 
Senators Barack Obama and John 
McCain think that there are too many 
unnecessary expenses in our health care 
system. My question is, “Unnecessary” 
according to whom? A bean counter 
at some insurance company? An unap-
proachable government bureaucrat? 

I’m sure that there are many high-cost 
and low-success-rate procedures that 
are statistically unnecessary, but if one 
of those procedures represents the only 
chance of survival for a friend or rela-
tive, it will seem very necessary to me. 

There is no question that we spend a lot 
of money on health care in this country. 
Let’s not rule out the possibility that we 
are getting our money’s worth.96

Research on managed care identified a 
generic problem with “restrictions on 
consumer choice.” This label encompasses 
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a complicated set of problems associ-
ated with barriers to obtaining the latest 
diagnostic and therapeutic care, but also 
to access to providers, specialists, or hos-
pitals. An array of surveys and in-depth 
research shows that restrictions on choice 
of physicians, or perceptions that choices 
are restricted97 is associated with lower 
satisfaction with health care, including lev-
els of trust in health providers.98 Research 
also suggests that concerns about “choice” 
are more closely related to being able to 
pick, or pick among, providers than to 
choice of health plans.99

Investigations into the factors associated 
with issues of choice, satisfaction, and 
trust also confirm that concerns about 
primary care and access to specialty care 
can differ a great deal among population 
groups. While differences in populations’ 
views about health care can be lost in 
public opinion data, there is enough evi-
dence to suggest that these differences 
may be important for policymakers. 

There is clear evidence that people with 
disabling conditions as well as those in 
generally poor health—in both man-
aged care and fee-for-service plans such 
as Medicare100—have greater concerns 
about access to providers and the special-
ized treatment they need than healthier 
people.101 While there is only limited 
generalizable data at this point, compara-
tive effectiveness research is also likely to 
be a special concern to people with seri-
ous illnesses or disabilities. The National 
Working Group on Evidence-based 
Health Care, a consortium of patient and 
disease advocacy organizations convened 
by Mental Health America, has called for 
an active role for consumers and patients 
in all stages of research development, 
translation, implementation, and oversight 
of evidence-based health care.102 Soon 
after the passage of the economic stimu-
lus package in early 2009, which included 
substantial funding for comparative 
effectiveness research,103 the Partnership 
to Improve Patient Care (formed in 
November 2008) announced plans to 
“amplify the voice of the partnership’s 

diverse members, including people with 
disabilities, racial and ethnic communities, 
and the elderly, among others,” to ensure 
that the research “does not become the 
basis for denying patients access to the 
care they need.”104

There is also evidence that not everyone 
wants the same choices, or wants to make 
a lot of choices at all when it comes to 
making decisions about the actual process 
of health care. Researchers investigating 
data from the 2002 General Social Survey 
found that there were great variations in 
preferences for participation in medical 
decision-making. Women were more likely 
than men to prefer a “patient-directed” 
approach105 people who reported being 
in generally excellent health reported a 
preference for being more involved in 
seeking information to help direct their 
own health care, as did people with more 
education. Older patients (independent of 
health status) were more likely to state a 
preference for physician-directed care.106 

Differences in experiences with health 
care could influence how people feel 
about potential changes to the way health 
care is delivered. The 2002 General Social 
Survey found that African-American and 
Hispanic respondents107 were more likely 
to prefer that doctors decide about treat-
ment than white respondents.108  Data 
compiled for the National Healthcare 
Disparities Report, however, show that 
minorities are somewhat less satisfied with 
their interactions with health care provid-
ers.109,110 Using data from the Medical 
Expenditure Panel Survey, the report pres-
ents scores on a composite measure that 
combines information on patient-provider 
communication reflecting whether provid-
ers listen carefully, respect what patients 
have to say, and spend enough time with 
patients. The 2004 data show a small but 
significant gap between black and white 
respondents, with 11.3 percent of blacks 
reporting poor communication, compared 
to 9.0 percent of whites, and higher for 
Hispanics than for non-Hispanic whites 
(12.2 percent compared to 8.7 percent).  

Public opinion provides a somewhat dif-
ferent perspective on values and percep-
tions about health care than national panel 
surveys. In particular, available opinion 
data show that while minority populations 
are more likely to express concerns about 
general problems with access and quality 
of care, they too are generally happy with 
their own health care providers and the 
care they receive from them. Although it 
was conducted almost a decade ago, the 
Kaiser Family Foundation’s 1999 survey 
on this topic illustrates some important 
aspects of public perspectives. Whereas 
the survey found significant differences in 
perceptions of discrimination and dispa-
rate treatment of minorities among white, 
African American, and Latino respon-
dents, respondents’ ratings of care actually 
received (including tests, treatments,  
and communication) were generally  
similar. Asked to assign an overall letter 
grade to their regular doctor or provider,  
47 percent of white respondents, 48 per-
cent of African Americans and 43 percent 
of Latinos awarded A’s (for “Excellent”); 
only 2 percent of each group gave their 
provider a D or F. On the issue of com-
munication, one question was “Did the 
doctor or provider explain things in a 
way you could understand?” Among 
Respondents, 92 percent of white, 91 per-
cent of African American, and 88 percent 
of Latino respondents said “yes.” 111 But 
when asked about their last visit to a doc-
tor or health provider, white respondents 
were less likely to report that there were 
any tests or treatments that they felt they 
needed but did not get (11 percent), com-
pared to 16 percent for African American, 
and 19 percent for Latino respondents.112 

Differences in perceptions regarding access 
to appropriate treatment could be related 
to distinct differences in trust of health 
care providers and other groups involved 
in health care. The 1999 Kaiser survey data 
showed that about two-thirds of white 
respondents said they trusted doctors 
and other health care providers most (51 
percent) or almost all (16 percent) of the 
time. The figure was just about half among 
African Americans (37 percent most of 
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the time and 17 percent almost all of the 
time) and Latinos (34 percent most, and 
16 percent almost all of the time). African 
Americans and Latinos were, on the other 
hand, more likely to say they trusted 
Medicaid or Medicare to do what is best 
for patients than white respondents.113 If 
these differences are still reflective of pub-
lic perceptions, responses to health reform 
proposals that affect how providers interact 
with patients might be expected to vary 
across racial and ethnic lines. 

The Role Of Research In 
Advancing Reform 
Several areas of research might help iden-
tify both potential pitfalls and possible 
directions for reform of the health care 
delivery system.  

  One category of potential work to 
support reform is relatively short-
term, focused, work drawing on social 
marketing expertise. New research 
could provide very important insights 
on what people are most concerned 
about or perceive as risks associated 
with changes in how care is organized 
or delivered. The goal, however, could 
be to better understand how, based 
on these perceptions and concerns, 
to craft language or illustrations, or 
devise broader education strategies, 
that can either address these concerns 
or, at minimum, provide a basis for 
designing formats for informed, dis-
passionate public discussion. 

This could involve qualitative research 
(e.g. focus groups) on values, preferences, 
and level of understanding of health care, 
as well as targeted surveys to anchor the 
focus group findings with representative, 
generalizable data. It could also include a 
new application of interactive game-based 
exercises, where people sort through evi-
dence, options, etc. and tell researchers 
how their health care should be struc-
tured. The research could fill important 
gaps in understanding of consumer values 
and preferences related to coverage, treat-
ment options, and choice of providers.  

The upfront work required to build inter-
active exercises could also advance our 
understanding of how to present informa-
tion about care integration, and use of 
comparative effectiveness research, etc. to 
consumer audiences, and gain insight into 
how individuals might view restructuring 
of care systems when presented with clear, 
unbiased information. 

This type of methodology could be 
applied in different types of activities, 
e.g. having people design health care for 
the future in the abstract, based on medi-
cal or other needs, preferences, scientific 
evidence, or other criteria, while balanc-
ing competing goals (access, convenience, 
cost, etc.), or having people design the 
health care they want for themselves and 
their families, balancing access to par-
ticular types of providers and services 
with potentially limiting factors, including 
restrictions related to medical evidence or 
value or efficiency.

  A second line of research could draw 
on an array of recent literature in 
behavioral economics and psychol-
ogy as well as health services research. 
Economists and psychologists have 
focused the research communities’ 
attention on limitations, or adverse 
consequences, of some aspects of 
consumer choices related to health 
insurance and health care.114 

In principle, reforms focused on better 
care coordination and evidence-based 
practice could define better choice sets. 
Additional research could explore whether 
different reform models can reduce frus-
trations associated with choice, or help 
people make better health care decisions. 
The concept of managed consumer-
ism, for example, is drawn from lessons 
learned from managed care backlash as 
well as from problems associated with 
market-based approaches. While managed 
care encountered resistance associated 
with constraints on “choice,” consumer/
market approaches emphasize choice and 
self management, but do not adequately 
protect more vulnerable populations.115 

Additional work could lay out how  
managed consumerism, or other models 
of care that integrate choice, financial 
incentives, and quality oversight  
would—from the perspective of  
consumers—work in, or be models for, a 
reformed “high-performing” system. 

Research on how different populations 
may deal with reforms emphasizing shared 
decision-making and health care self-man-
agement could also be useful for planning 
and evaluating system reforms over the 
longer term. For example, research has 
examined frustrations that Medicare ben-
eficiaries face when trying to sort through 
choices among health plans, supplemental 
insurance coverage, and prescription drug 
plans options.116 Research on insurance 
choices highlights the extent to which 
making choices based on complex techni-
cal information can be particularly prob-
lematic for elderly or disabled people. 
Choosing a plan can involve finding, if it 
exists, and analyzing, if the information is 
relevant and complete, complicated infor-
mation on benefit design, out-of-pocket 
costs, formularies, etc. Problems sorting 
through treatment options may be even 
more difficult to the extent that these 
decisions often need to be made when 
people are experiencing health problems. 

 Understanding consumer perspectives 
on the use of comparative effectiveness 
research in other counties, including Canada, 
Australia, the United Kingdom, and the 
Netherlands, could also be instructive. For 
example, political scientists have applied the 
concept of agency theory in research on 
public views about the legitimacy of differ-
ent approaches to national health reforms.117 
New work might explore the extent to 
which people accept or at least acquiesce to 
evidence-based limits on coverage admin-
istered by, for example, health plans versus 
public insurance systems. This work might 
also examine the factors that could increase 
the acceptability of agency in health care, e.g. 
if people are comfortable with structured 
choices if they believe the system will allow 
them flexibility when they need it, that the 
process for making choices is understand-
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able and less anxiety-inducing than before, 
and they trust the criteria that are used to 
structure their choices. This research could 
also explore how Americans’ limited trust in 
institutions, including insurers, government, 
and “science” in general affects views about 
health care.

Conclusion 
When it comes to health care, perhaps 
even more than many other areas of 
public policy, concerns about change are 
personal. There is underlying support for 
improved coordination of care, better 
communication between patients and pro-
viders, less interference in the care process 
by third party administrators, and, in the 
abstract, having an infrastructure that 
allows everyone to navigate the care they 
need more easily. There is only limited 
evidence to support the view that people 
will react positively to any changes that 
result in, or appear likely to result in, their 
choices being constrained, even if limits 
would increase health care quality and 
effectiveness.   

What differences in preferences about 
interacting with health care providers 
might mean in terms of public reaction 
to proposals to restructure health care is 
not obvious. People who generally trust 
providers to direct their health care deci-
sions may have fewer problems accepting 
evidence-based clinical recommendations. 
People with more resources and educa-
tion may be receptive to systems that 
emphasize collaborative decision-making. 
Or, people who are not comfortable with 
approaches to health care predicated on 
involvement in managing one’s health 
care could be resistant, or threatened, by 
reforms. People with the time, resources, 
and ability to research their health care 
might not like the limitations on choice 
that would accompany more systematic 
application of evidence-based clinical 
practice. But one way or another, the 
health system reforms that the Congress 
debates could elicit questions or concerns 
that policymakers will need to address. 
Some might be: 

•  What does more care coordination 
and management mean—to me and 
my family—compared to how it is 
now, especially when it comes to mak-
ing decisions about choice of provid-
ers and access to specialty care?

•  Who is going to decide what is good, 
or acceptable, health care? What are 
the roles and responsibilities of con-
sumers, doctors, health plan admin-
istrators, employers, health insurance 
companies, or the government when 
it comes to decisions about treatment 
options? 

•  How will medical homes, insurers, 
consumers, or others use, and protect, 
personal health information? 

Reforming health care ultimately comes 
down to the issue of trust. Many experts 
believe that reforming health care in the 
United States does not just imply, but 
requires constraining consumer and pro-
vider choices. So the root question, in 
terms of public opinion, is how can poli-
cymakers craft reforms, and then explain 
them to the public, in ways that convince 
enough people that the reforms are in 
their best interests? 

Predicting how public opinion might 
affect the direction of health reform 
efforts, or possibly undermine major legis-
lative reforms, is probably not sound prac-
tice. Evidence works somewhat differently 
in opinion research than in some other 
areas of social science research. 

First, salient information is generated and 
disseminated very quickly. Second, a prepon-
derance of evidence is not necessarily the 
deciding factor. Isolated incidents, whether 
true or not, can take on great importance. 
Third, more than one interpretation of public 
opinion data can be (at least in part) correct. 
Data can be, and often are, taken out of con-
text to support a point. 

The vagaries of public opinion pose diffi-
cult challenges to health service researchers 
who are committed to generating informa-
tion and methods that can help policymak-
ers fix the problems undermining health 
care in the United States. If history is a 
guide, the debate about health care reform 
will include many public discussions which 
begin with an “expert” declaring the “The 
American people do/do not want a health 
care system that... [fill in the blank].” Such 
pronouncements, if incorrect or biased, 
undermine the legitimacy of the field.  

A more subtle threat comes from the misuse 
of research findings to influence public opin-
ion. Polls consist of short responses to sim-
plified statements about complicated issues. 
Policymakers want to explain changes in 
ways that will resonate with the public’s val-
ues and preferences. There is a risk, however, 
that establishing support for reforms that the 
research community believes are crucial may 
lead to biased polling, just as biased polling 
has been used to feed opposition to reforms. 
The public may support reforms based on 
values and beliefs that are supported by 
sound research—health promotion and 
disease prevention have real benefits, care 
coordination and shared decision-making 
have benefits, health care can be delivered far 
more effectively. But support in polls does 
not mean that the public has the information 
it would need to make good choices about 
policy. If people believe that prevention and 
better health behaviors, comparative effec-
tiveness research, and health information 
technology are great ideas because they will 
reduce health care costs sufficiently to pay 
for comprehensive universal coverage with-
out any need for increased revenues, there 
is a problem. Research is not being used 
fairly—some of what research has deter-
mined, based on evidence, is being used to 
support reforms, while other research find-
ings are being set aside, intentionally or not. 
To have a truly balanced debate about struc-
tural reforms, the public needs to know what 
the research community knows. If the goal 
is to have an evidence-based health care sys-
tem, people need to understand and respect 
research on health care. 
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