JGIM

ORIGINAL ARTICLES

Older Patients Perceptions of “Unnecessary” Tests and Referrals

A National Survey of Medicare Beneficiaries

M. Brooke Herndon, MD'?, Lisa M. Schwartz, MD, MS'4?, Steven Woloshin, MD, MS'?,
Denise Anthony, PhD?#, Patricia Gallagher, PhD®, Floyd J. Fowler, PhD®,

and Elliott Fisher, MD, MPH'-?-3

WA Outcomes Group, Department of Veterans Affairs Medical Center, White River Junction, VT, USA; ?The Dartmouth Institute for Health
Policy and Clinical Practice, Dartmouth Medical School, Hanover, NH, USA; *Dartmouth Medical School, Hanover, NH, USA; “Department of
Sociology, Dartmouth College, Hanover, NH, USA; SCenter for Survey Research, University of Massachusetts, Boston, MA, USA.

CONTEXT: Unnecessary exposure to medical interven-
tions can harm patients. Many hope that generalist
physicians can limit such unnecessary exposure.

OBJECTIVE: To assess older Americans’ perceptions of
the need for tests and referrals that their personal
physician deemed unnecessary.

DESIGN: Telephone survey with mail follow-up in
English and Spanish, conducted from May to Septem-
ber 2005 (overall response rate 62%).

STUDY PARTICIPANTS: Nationally representative sam-
ple of 2,847 community-dwelling Medicare beneficiaries.
Main analyses focus on the 2,319 who had a personal
doctor (“one you would see for a check-up or advice if you
were sick”) whom they described as a generalist (“doctor
who treats many different kinds of problems”).

MAIN OUTCOME MEASURE: Proportion of respondents
wanting a test or referral that their generalist suggested
was not necessary using 2 clinical vignettes (cough
persisting 1 week after other flu symptoms; mild but
definite chest pain lasting 1 week).

RESULTS: Eighty-two percent of Medicare beneficiaries
had a generalist physician; almost all (97%) saw their
generalist at least once in the past year. Among those
with a generalist, 79% believed that it is “better for a
patient to have one general doctor who manages most of
their medical problems” than to have each problem
cared for by a specialist. Nevertheless, when faced with
new symptoms, many would want tests and referrals
that their doctor did not think necessary. For a cough
persisting 1 week after flu symptoms, 34% would want
to see a lung specialist even if their generalist told them
they “probably did not need to see a specialist but could
if they wanted to.” For 1 week of mild but definite chest
pain when walking up stairs, 55% would want to see a
heart specialist even if their generalist did not think it
necessary. In these same scenarios, even higher propor-

Electronic supplementary material The online version of this
article (doi:10.1007/s11606-008-0626-9) contains supplementary
material, which is available to authorized users.

Received August 6, 2007
Revised January 31, 2008
Accepted March 24, 2008
Published online July 1, 2008

tions would want diagnostic testing; 57% would want a
chest x-ray for the cough, and 74% would want “special
tests” for the chest pain.

CONCLUSIONS: When faced with new symptoms,
many older patients report that they would want a
diagnostic test or specialty referral that their generalist
thought was unnecessary. Generalists striving to pro-
vide patient-centered care while at the same time
limiting exposure to unnecessary medical interventions
will need to address their patients’ perceptions regard-
ing the need for these services.
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here is growing evidence that exposure to unnecessary

diagnostic tests and specialty referrals can lead to a
variety of harms. For example, patients living in regions with
more aggressive medical care tend to have worse health
outcomes and lower rates of patient satisfaction’, findings
which may be explained by iatrogenic harms (e.g., injuries
during testing, side effects of marginally effective treatments,
psychological harms of labeling, medical errors). As a result,
some hope that generalists will play a central role in limiting
patients’ exposure to unneeded medical interventions.

While the downsides of “too much” medical care may be
readily apparent to policy makers and clinicians, patients often
have a different perspective. Adult patients frequently arrive at
primary care visits with specific expectations that they will
receive further diagnostic testing or specialty referrals. The
reported prevalence of such expectations ranges from 26% to
67% for tests and 18% to 48% for referrals.?”® Patient
expectations clearly affect physician behavior.® Nonetheless,
doctors do not always meet their patients’ expectations,
sometimes for good reason.”'° For example, the physician
may not believe that further action is needed.

There has been little previous work on patients’ perceptions
of the need for tests and referrals that their physician does not
think are necessary. In 1 national survey, more than two thirds
of women said they would still want annual PAP screening even
if their doctor recommended doing it less often.'! To learn more
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about patients’ attitudes toward “doing less,” we used clinical
vignettes to ask a nationally representative sample of Medicare
beneficiaries what they would do if their generalist physician
said further testing or referral for a new symptom were not
needed.

METHODS

The survey questions presented are part of a larger survey to
assess variation in patients’ preferences for health care among
Medicare beneficiaries 65 and older. The aim of the current
study was to assess older Americans’ perceptions of the need
for tests and referrals that their personal physician deemed
unnecessary. The project was approved at the institutional
review boards at Dartmouth Medical School (Hanover, NH), the
University of Massachusetts, Boston, and by the Office of
Research Development and Information at the Centers for
Medicare and Medicaid Services (CMS).

Sample Selection

Our goal was to interview a nationally representative sample of
community-dwelling Medicare beneficiaries 65 and older. Our
sampling frame was 20% of the 2003 Medicare denominator
file (the most recent data available as of February 1, 2005) with
updated addresses and phone numbers. A probability sample
of 4,000 people who were Medicare beneficiaries in 2003 was
drawn as well as an oversample of 800 African Americans. The
selected sample identification numbers were matched to the
Centers for Medicare and Medicaid Services (CMS) current
beneficiary file to obtain current contact information. Those
found to be in long-term care facilities or deceased were
designated as not eligible and deleted from the sample.

Survey

To learn about older patients’ perceptions of the need for tests
and referrals that their generalist did not consider necessary,
we used 2 clinical vignettes—new chest pain when walking
upstairs and a cough after the flu (exact wording shown with
the results). We chose these clinical scenarios for 3 reasons:
many patients have experience with these symptoms; their
evaluation involves judgment calls by both physician and
patient; and in both cases the generalist might appropriately
manage the condition without further testing or referral.

We developed our survey in several phases. First, an expert
panel wrote a draft questionnaire. We then conducted cognitive
interviews with 10 patients in the target population to
determine whether the terms and concepts used were clear to
respondents. Cognitive interviews are intensive one-on-one
interviews with people in the target population to be surveyed.
These interviews are designed to learn if the terms and
concepts used in the survey questions mean the same things
to both respondents and investigators. The basic goal of the
cognitive interview is to find out whether the questionnaire is
likely to work as the survey designers intended. Cognitive
testing is very useful for identifying questionnaire problems
and revealing fixes for these problems before the survey goes
into the field.

Finally, we conducted a telephone pretest with 17 randomly
selected individuals to test the interview procedure and to

identify any problems with the interviewer/respondent inter-
actions. The final questionnaire was translated/backtrans-
lated into Spanish. The translation was done by an academic
translation center using the committee approach to transla-
tion. The complete survey is available on the JGIM website (see
online appendix).

Administration

The formal data collection protocol was specified by the
Centers for Medicare and Medicaid Services (CMS). The
selected individuals were sent 2 pre-notification letters, 1 from
CMS and 1 on Dartmouth Medical School letterhead. The
initial contact with a Medicare beneficiary was the CMS letter.
This letter outlined the purposes of the study, assured selected
individuals that their participation was voluntary and their
benefits would not be affected by their participation, and
provided them with a toll-free telephone number that they
could call to decline participation if they so desired. The follow-
up letter from the researchers provided similar information.

Telephone numbers were matched to addresses to the
fullest extent possible; interviewers called those numbers and
attempted to arrange to interview the selected individual. At
least 6 attempts were made to reach hard-to-reach persons.
The primary obstacle to telephone contact was inability to
identify correct phone numbers for 25% of the sample (despite
extensive use of directory assistance, telephone matching
services, and electronic directories). Also, some individuals
had trouble using the phone owing to hearing problems and
other logistical difficulties.

Those sampled persons for whom a good telephone number
could not be found or who were not reached by telephone were
sent a dual-language (English—-Spanish) mail version of the
same set of questions the interviewers were using. The initial
mailing of the questionnaire packet contained a $5 bill as an
incentive to participate. To be equitable, all those who had
responded by telephone were also sent $5. Non-respondents to
the mail survey were sent a reminder card and a second
questionnaire.

The telephone interview took about 20 minutes on average
to administer. It took a similar amount of time to complete the
self-administered questionnaire. This dual-language, mixed-
mode survey was fielded between March and October 2005.

Analysis

Main. The main analyses include the 2,319 respondents who
reported having a generalist personal physician. Because
African Americans were oversampled, all analyses incorporate
sampling weights so that estimates are representative of the
community-dwelling Medicare population. Specifically, we
used the SVY command series in STATA 8.0 (College Park,
TX). We used the chi-square test to compare differences in
proportions and t tests to compare means.

Patient Characteristics. We used multiple linear regression to
estimate the total number of tests and referrals desired (i.e.,
special heart tests, heart specialist referral, chest x-ray and
lung specialist referral) as a function of patient characteristics.
The total number of tests/referrals desired (a number from O to
4) was the dependent variable. The independent variables
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Sampling frame Community-dwelling non-HMO Medicare Beneficiaries

A 4

A 4

Random sample of 4,000 Medicare beneficiaries

Over-sample of 800 African American Medicare beneficiaries

v

v

3,840 Eligible beneficiaries

v

v

2,515 Completed surveys

A 4

160

47
113
NA

1,325
1,041
222
59

442
130
234

78

Ineligible 65
Deceased 13
Living in a nursing home 17
Did not self-identify as African-American 35
Non-respondents 403
Not reached by phone or mail 336
Refusals 37
Unable to complete interview 30
Language barrier 0
Do not have a generalist personal doctor 86
No personal doctor 24
Personal doctor a specialist 36
Not applicable 26

A

\4

735 Eligible beneficiaries

A

A\ 4

332 Completed surveys

A

Y

1,141 by phone
932 by mail

2,073 Has generalist personal doctor

246 Has generalist personal doctor
136 by phone
110 by mail

Final sample
2,319 community-dwelling non-HMO Medicare beneficiaries with a generalist personal doctor

v

Figure 1. Selection of survey sample.
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Table 1. Comparison of Demographic Characteristics of Survey
Respondents (Community-dwelling non-HMO Medicare
Beneficiaries who have A Generalist Personal Physician) with the
Medicare Population (the sampling frame)

Characteristics Sampling frame (%) Survey sample (%)

Age in years

65-69 28 21
70-74 25 27
75-79 21 24
80-84 15 18
85+ 11 10
Male 42 42
Race
Non-Hispanic White 86 86
Black 8 6
Hispanic 2 4
other 4 4

consisted of all the personal characteristics specified in Table 2.
For each level of each characteristic we calculated the adjusted
total number of tests and referrals desired by substituting the
sample mean for every other variable when solving the
regression equation (e.g., adjusted mean number of tests and
referrals desired for men was 2.36 vs 2.16 for women). For each
characteristic, we designated a reference category and graphed
the absolute difference (and its 95% confidence interval)
between each level and the reference category (e.g., women
desired 0.2 fewer tests and referrals than men).

RESULTS

Figure 1 details the steps we followed to arrive at our final
sample. Two hundred and twenty-five beneficiaries were
ineligible because they had either died or were living in nursing
homes (and for the oversample, if they did not self-identify as
African American). Out of 4,575 eligible patients, data were
collected from a total of 2,847 beneficiaries. Reasons for non-
response included: refusal to participate (n=259); patient
unable to complete interview (n=89); language barrier (n=3);
and failure to reach patient by either phone or mail after
numerous attempts (n=1,377). An additional 528 were exclud-
ed because they reported that they did not have a generalist
personal doctor.

For the overall survey (not just our sample of those with a
generalist personal doctor) 36% of surveys (n=1,384) were
completed by telephone and 29% (n=1,131) were completed by
mail for an overall response rate of 65% (calculated using the
American Association for Public Opinion Research RRI formu-
la'? that includes in the denominator all those who, despite
numerous attempts, were never contacted). A total of 1,041 of
the original sample were never contacted, so we have no
information about whether or not they are still alive and in a
private housing unit. Table 1 provides a comparison of our
sample with the sampling frame.

Eighty-two percent of respondents (n=2,319) had a gener-
alist physician, and almost all of these individuals (97%) saw
their generalist at least once in the past year. The mean age
was 76. Forty-two percent were men, 86% were Non-Hispanic
whites, and 79% were high school graduates (Table 2).
Respondents reported a wide spectrum of health status (about
one third reported fair to poor health, one third reported
excellent health). Most had frequent contact with the health

care system (42% had at least 5 office visits in the past year).
Eighty-six percent thought that their role in managing their
own illness was equally or more important than the doctor’s.
Among patients with a generalist personal physician, 79%
believed that it is “better for a patient to have one general
doctor who manages most of their medical problems” than to
have each problem cared for by a specialist. Nevertheless,
when faced with new symptoms, many reported that they
would want tests and referrals that their generalist doctor did
not think necessary (Fig. 2). For a cough persisting 1 week
after flu symptoms, 34% reported that they want to see a lung
specialist even if their generalist told them they “probably did

Table 2. Characteristics of Medicare Beneficiaries

Medicare patients with a
generalist personal doctor

(N=2,319)*
Demographics
Age in years
Mean 76
Range 65-102
Men 42%
Race
Non-Hispanic White 86%
Black 6%
Hispanic 4%
Other 4%
Education
<High school graduate 21%
High school graduate 60%
College graduate 19%

Health status
In general, how would you rate your overall health?

Excellent or very good 32%
Good 40%
Fair or poor 28%
Access to health care

Visited personal doctor in the 97%
past year

Mean number of office visits 3.7
in past year

Mean number of different 2.6

doctors seen in past year
Importance of financial issues in deciding whether or not to get
medical care

Very important 29%
Important 25%
Somewhat important 22%
Not important 24%

Patient role in health care
When you are ill, would you rate your role in managing the illness

as...
More important than doctor’s 14%
Equally important as doctor’s 75%
Less important than doctor’s 11%

How important do you think it is for patients to play a large part in
planning their own treatment?

Very important 54%
Somewhat important 36%
Not important 8%
Don’t know 1%
How confident are you that you can manage your health conditions?
Very 48%
Somewhat 43%
Not very 8%
No health conditions 2%

*To provide estimates representative of the community-dwelling Medi-
care population, calculations were weighted to account for the over-
sampling of African Americans
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Chest Pain

“Suppose you had a mild but definite chest
pain when walking up stairs for 1 week and
your regular doctor said you did not need

Cough

“Suppose you had one week of severe
cough after other flu symptoms and your
regular doctor said you probably did not

special tests/heart specialist referral but you
could have them if you wanted.” Would you

need a chest x-ray/lung specialist referral
but you could have them if you wanted.”

want... Would you want...

100 ~

30 74%
T
5 i
[}
S 5% 57%
5 60+
17
Q ]
<
%n 40 4 34%
=
Cﬁ -
=
ST

0
Special tests Heart specialist referral Chest x-ray Lung specialist referral

*Non-response to these items ranged from 2% to 3%

Figure 2. Elderly Americans with a generalist personal physician who would want a test or specialty referral that their doctor did not think was
necessary (N=2,319)*.

not need to see a specialist but could if they wanted to.” For 1
week of mild but definite chest pain when walking upstairs,
55% reported that they would want to see a heart specialist
even if their generalist did not think it necessary. In these same
scenarios, even higher proportions reported wanting diagnos-
tic testing; 57% wanted a chest x-ray for the cough, and 74%
wanted “special tests” for the chest pain.

Patients with a prior history of heart disease were no more likely
to want further heart testing (76% with heart disease wanted the
test vs 73% without heart disease, p=.15). But they were more
likely to desire a heart specialist referral (63% vs 53%, p<.001).

Figure 3 shows the mean number of tests and referrals
desired (after adjusting for all the patient characteristics)
according to patient characteristics. Men wanted more tests
and referrals than women. Those with worse health reported
wanting fewer than those in better health, although this
difference was not statistically significant. Desire for tests
and referrals also varied by race/ethnicity: the adjusted
number of tests and referrals wanted was 3.12 for Hispanics
who completed the Spanish version of the survey (the least
acculturated group), 2.69 for Blacks, 2.45 for Hispanics
completing the English survey, and 2.14 for Whites. As
expected, patients with higher health care utilization in the
past year—more office visits or different doctors seen—also
wanted more tests and referrals (although these differences did
not reach statistical significance) as did patients who perceived

their role in managing their own illness as equally or more
important than their doctors.

DISCUSSION

Our findings show that elderly Americans value generalist
physicians: more than 80% have a generalist physician and
about the same proportion say it is better to have 1 generalist
manage their problems than multiple specialists. This finding is
consistent with previous work.'® At the same time, our findings
suggest that older patients may hold fast to their ideas that more
tests and referrals are needed even when their generalist provides
advice to the contrary. In response to our vignettes, 30% to 75%
of patients said they would want a diagnostic test or specialty
referral that their generalist thought was unnecessary.

We think our findings reflect 2 things. First, there is a
growing consensus that high-quality primary care involves
shared decision making between physicians and their
patients.'* A central tenet of shared decision making is that
patients bring their own values and expectations to any
medical encounter. Older Americans clearly endorse this view.
Large majorities of Medicare beneficiaries said they see their
role in managing their own illnesses as being just as important
as that of their doctor, and 9 of 10 said they feel very or
somewhat confident in doing so.
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Absolute difference in mean number of test/referrals desired

(95% CI)
Mean number of . .
test/referrals desired Desiring fewer estreferrals Desiring more estreferrals
-1.5 -1 -0.5 a 0.5 1 1.5
Age (n)
65-69 (447 231 1
70-74 (572) 2.20 ——
73-79 (453) 234 ——
80+ (501) 2.15 —a—
Sex (1)
Male (853) 2.36 |
Female (1195) 2.16 —
Race (1)
Non-Hispanic white (1536) 2.14 |
Black (61) 2.69 ——
Hispanic-English survey (204) 2.45 H——l—
Hispanic-Spanish survey (61) 312 I # |
Education (1)
No high school (432) 2.31 !
High school (1167) 2.24 —ar
College (374) 217 —e—
Overall health (1)
Excellent (135) 2.42 ]
Very good (479) 230 —a—r
Good (787) 221 —_
Fair (487) 222 ——
Poor(23) 2.04 s
Number of office visits within the past year (n)
077 2.10 |
1-2 (438) 223 T
3-4(603) 2.18 ]
5+ (855 2.30 —_—
Number of different doctors within the past year (1)
0(om 2.00 |
1-2 (948) 2.23 -
3-4 (6349 2.29 H——
5+ (301) 2.27 i
Importance of finances in medical decisions (n)
Mot important (420) 2.16 ]
Somewhat important (420) 2.29 H——
Important (488 2.26 i
Very important (585 2.26 i
Importance of your role in managing illness vs MD’s role (1)
Less important (216) 2.03 |
Equally as important (1484) 225 —a—
More important (273) 2.35 ——
-1.5 -1 0.5 0 0.5 1 1.5

Desiring fewer iest/referrals Desiring more tesi/referrals

Figure 3. Desire for tests and referrals by patient characteristics (adjusted for all characteristics in Table 2), the mean number of the 4 possible tests or
referrals desired by patient characteristics (after adjusting for all characteristics in Table 2). The absolute differences within each patient characteristic
are presented graphically—this represents how many tests or referrals patients desired compared to the referent category (difference=0).
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Second, patients seem to be predisposed to want “more”
care. Studies have shown that many patients arrive at
appointments with an expectation that they will receive a
diagnostic test, a specialty referral, and or a prescription.
Table 1%>*° Research on patient attitudes toward cancer
screening tests have shown that most Americans think
standard screening tests are almost always a good idea and
cannot do much harm.'"'® Further, Americans seem resistant
to the idea of doing less. In a nationally representative survey
of Americans, most said that “if a physician recommended you
stop having or have less frequent [pap tests, mammograms,
psa tests, sigmoidoscopy/colonoscopy]” they would still keep
on having the tests as frequently as before.'®

Another key finding in our study was that desire for tests
and referrals varied significantly by gender and race. Women
reported wanting fewer tests and referrals than men. Data on
gender differences in patient expectations is limited. In a study
of 559 audio-taped office visits of patients with a mean age of
55, women made more requests than men.'® However, this
was a small study conducted among younger patients, using a
different methodology. Our study also showed that compared
to Whites, Blacks, and non English-speaking Hispanics
reported wanting more tests and referrals. These findings are
consistent with a previous study assessing patient perceptions
of the urgency of seeking care among an urban population.'”
However, our findings contrast with a waiting room study of
646 patients in 3 urban academic Internal Medicine practices,
which found that compared to Whites, Blacks and Asians were
less likely to prefer initial care by specialists.'® Differences in
both measurement approach and sampling strategy may
explain some of these differences.?°

The idea that offering less care can be interpreted by
patients as a withholding of valuable care (as opposed to
avoiding unnecessary or even dangerous care) may in part
explain why our findings varied by race and ethnicity. Previous
work has shown that patients from ethnic minorities may be
less likely to trust their physician.?°* These patients may in
turn be less likely to find reassurance in their doctors’ advice
that further tests and referrals are not needed.

Our study should be interpreted in light of several limitations.
First, as with any survey, there is the possibility of non-response
bias. Our findings could be biased if the most passive patients—
people who would accept physician recommendations without
question—were overrepresented among non-respondents. Our
response rate of 62% (65% for the national random sample and
45% for the African-American oversample) mitigates this con-
cern, and it should be noted that this is quite a good response
rate for a national survey. In addition, the demographic
characteristics of our sample are very close to those of the
sampling frame—20% of the 2004 Medicare denominator file
(see Table 1), suggesting that non-response was a random
phenomenon (at least with regards to these characteristics).

Second, some readers may be concerned about the use of
clinical vignettes to measure patients’ desire for tests and
referrals. We could not logistically study actual responses in a
real-time situation—and even if we could, contextual differ-
ences would make it extremely difficult to interpret the results.
In fact, this is the distinct advantage of using vignettes: all
respondents are exposed to the same situation, controlling for
differences in context.?® Further, it is reassuring that responses
to the vignettes demonstrated construct validity—more patients
reported a desire for tests and referrals for the potentially

serious symptom (chest pain) than for the relatively minor
symptom (cough after the flu). The combination of large sample
size and use of the clinical vignette allowed us to construct a
robust statistical model to make valid between-group compar-
isons, e.g., non-Hispanic White vs Black vs Hispanic.

Good physicians help patients get the care they need,
neither more nor less. Our findings suggest that generalists
striving to provide patient-centered care while at the same time
limiting exposure to unnecessary medical interventions will
face a difficult balancing act. It is not hard to understand
where patients’ enthusiasm for medical interventions comes
from. A host of sources, including disease promotion cam-
paigns, direct to consumer drug ads (and, increasingly, ads
from academic medical centers), and a media eager to tout the
newest health risk or miracle cure bombards them with the
message that more care is always better. All these forces push
in the direction of doing more. Generalists have the opportu-
nity to act as a countervailing force by working in a shared
decision-making mode to address their patients’ expectations
explicitly and by highlighting for their patients that good
medical decision making almost always involves considering
both the benefits and harms of interventions. If generalists
want patients to do less, they will need to do more.
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