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Objectives: To evaluate public opinion about participation in Alzbeimer disease
(AD) research and willingness to have a proxy-informed consent. Design: Cross-
sectional. Setting: A national survey of community-dwelling adults over the age of 50
and their spouse of any age. Participants: The 2006 wave of the Health and
Retirement Study (N = 1,517). Measurements: Willingness to participate in one of
Jour possible research scenarios and to bave a proxy-informed consent for AD
research. Results: Overall, 65.8% agreed to participate in AD research and 70.7%
agreed to proxy-informed consent. Relative to a minimal benefit and moderate risk
scenario, participants were more likely to favor participation in a moderate benefit
and minimal risk scenario and less likely to endorse a minimal benefit and severe
risk scenario. Those agreeing to participate in the study were more likely to agree to
proxy consent and to give leeway to a research proxy to go against their will.
Conclusions: Most participants view AD research favorably and are agreeable
toward participating in such research as well as toward baving a research proxy.
Participants are able to distinguish between studies of different levels of benefit and
risk. Nevertheless, over 50% agreed to a study of minimal benefit and severe risk.
Researchers and clinicians should be aware that those less agreeable toward AD
research are less interested in baving a research proxy. (Am J Geriatr Psychiatry 2009;
17:65-74)

Key Words: Dementia, ethics, caregiving, decision-making, informed-consent

Izheimer disease (AD) is a lethal condition af-
fecting a large segment of the population of
older adults." Because of the changing demograph-
ics, it is expected that by 2050, the prevalence of AD
will increase three-fold.> At the public level, the costs

of caring for individuals with AD are high and are
expected to account for 40% of the Medicare budget
by the year 2050.2 Yet, the emotional costs of AD are
even higher with a majority of caregivers of persons
with AD reporting high levels of burnout and de-
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pression.* Providing care to a person with AD also is
a substantial risk for increased morbidity and mor-
tality among caregivers.” Given these considerable
public health consequences, research on the treat-
ments and etiology of AD has expanded in the past
few decades and is expected to continue and increase
in size and magnitude until a cure for the disease is
found. Yet, to date, neither the etiology nor the treat-
ments of AD are well understood® and the scientific
community is expected to face extensive research
tasks in years ahead.

When enrolling individuals in research studies, the
first stage usually involves the assessment of deci-
sional capacity.”” Unlike cognitively intact individ-
uals, who are able to provide voluntary informed
consent before their participation in research, many
individuals with AD are unable to provide such
consent due to impaired decisional capacity,'®™*
whereas those at the moderate to severe stages of the
disease are most susceptible to impaired decisional
capacity, even individuals with mild cognitive im-
pairment have an impaired capacity to consent to
research.”” For those individuals who lack deci-
sional capacity, proxy decision regarding research
participation is the norm' in studies of minimal risk
or in studies of direct benefit to the individual."'* In
addition to proxy consent patient’s assent (i.e., vol-
untary cooperation with the study procedure) also is
required.'?

Although these guidelines are informative, they
are considered to be insufficient for several reasons'>;
there is no clear consensus on how to measure deci-
sional capacity'* or on how to define and measure
assent capabilities.'"* In addition, researchers have
shown that proxies usually make research decisions
to maximize patients” well being as opposed to a
substituted judgment.'”> Furthermore, the effec-
tiveness of research advance directives has been
questioned.'®

Given the ongoing and increasing need for AD
research and current unclear regulations concerning
the involvement of individuals with impaired deci-
sional capacity in research studies,'®> understanding
public opinions about involvement of cognitively im-
paired individuals in AD research is imperative and
has the potential for public policy implications. To
date, very few studies have directly evaluated atti-
tudes toward research involving proxy-informed
consent. The few studies conducted found that a
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majority expressed an interest in participating in AD
research should they lose their ability to con-
sent.'”'”'® However, among individuals with cogni-
tive impairment, those who had more impaired de-
cisional capacity were less willing to participate in
research.”” In addition, a majority viewed proxy-
informed consent favorably, especially under low
risk research scenarios, but support for proxy con-
sent declined for more burdened and risky scenarios,
with a substantial number of participants arguing
that individuals who lack decisional capacity should
not be enrolled in high-risk studies.'®'”'® Although
informative, these studies focused either on at-risk
populations, such as individuals with cognitive im-
pairment or family members of individuals with
AD,191718 o1 on those most involved with such re-
search, such as researchers in the aging field and
Institutional Review Board (IRB) members.'° Hence,
the present study provides complementary informa-
tion by reporting the public view on research involv-
ing individuals with AD.

The overall goal of this study was to obtain de-
scriptive data on public willingness to participate in
AD research and public attitudes regarding proxy-
informed consent. I also evaluated demographic and
clinical characteristics that explain variations in such
attitudes. Based on past research which has shown
that ethnic minorities are less likely to participate in
research,”’ I expected ethnic minorities to report less
favorable attitudes toward participating in AD re-
search, but had no prior hypothesis about ethnic
differences in attitudes toward proxy-informed con-
sent. In addition, given past research,’ 1 expected
cognitive functioning to be the best predictor of
proxy-informed consent with those of lower cogni-
tive performance being less willing to participate in
research and reporting a greater preference toward
proxy-informed consent. Last, I expected those more
willing to participate in AD research to report more
favorable attitudes toward proxy-informed consent
and to be more agreeable toward proxy decisions
that go against their preferences.

METHODS

The Health and Retirement Study (HRS) is a ran-
domly selected national sample of 23,000 individu-
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als, 50 years and older, and their spouse of any age
(Health and Retirement Study, [2006 Core, Early,
V2.0] public use dataset. Produced and distributed
by the University of Michigan with funding from the
National Institute on Aging [grant number NIA
U01AG009740], Ann Arbor, MI, 2007). Blacks, Lati-
nos, and residents of the state of Florida are over-
sampled. The HRS is sponsored by the National In-
stitute of Aging (grant number NIA U01AG009740)
and is conducted by the University of Michigan. The
study is reviewed and approved by the University of
Michigan’s Health Sciences IRB. Participants take
part in a biennial interview that covers a range of
topics including income, wealth, work, retirement,
health, healthcare utilization, etc. Most interviews
are conducted over the phone. All participants read a
confidentiality statement and gave oral or implied
consent by agreeing to participate in the interviews.
Participants receive $40 for their participation.

The present study focused on cross-sectional re-
sults from the year 2006. Because the present study
relies on publicly available data, analysis was not
subject to IRB review. Of the 18,469 respondents
who completed the core interview in the year 2006,
14,399 agreed to answer additional questions and
were randomized to one of 10 experimental mod-
ules. One of these modules evaluated attitudes
about proxy-informed consent for participation in
AD research. Overall, 1,517 respondents were ran-
domized for participation in this module. Of these,
48 respondents younger than 50 were excluded
from further analyses because individuals under
50 are not sampled randomly in the HRS. Proxy
interview respondents were not eligible to partic-
ipate in this module.

Measures

Outcome Variable

Willingness to Participate. Participants were
first given information about AD and AD research,
“AD is a brain disorder that usually affects old peo-
ple. People with AD slowly lose their ability to think,
to remember, and to perform daily tasks. Overtime,
they become totally dependent on others. 4.5 million
Americans have AD and there is no known cure. To
find effective treatments, researchers need to study
people with AD. But many people with AD are un-
able to make informed decisions about whether to
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take part in research and it is not clear if such persons
should be enrolled in research. We want to find out
your opinions about research with people with AD
who cannot make their own decisions.” Participants
were then randomized to receive one of four possible
research scenarios. Scenarios varied based on their
degree of risk versus benefit. See Table 1.

After scenario presentation participants were
asked, “Suppose you wanted to give a close family
member instructions for the future, in case you ever
became unable to make decisions for yourself.
Would you say you would want to participate in the
study?” Response options were yes (1) or no (0).
Those responding as do not know or refusing to
answer (N = 73) were classified as no, as this is
usually the case in real life.

Attitudes About Proxy-Informed Consent for
Participation in Alzheimer Research. Partici-
pants were asked whether our society should allow
their families to make the decision in their place, if
they could not make their own decisions about being
in studies like this one. Response options were yes
(1) or no (0). Those responding as do not know or
refusing to answer (N = 54) were classified as no, as
this is usually the case in real life.

Leeway to Proxy. Participants were asked,
“How much freedom or leeway would you give the
close family member to go against your preference
and instead [not enroll/enroll] you in the study?”
Response options were no leeway,' some leeway,’
and complete leeway.” Those responding as do not
know or refusing to answer (N = 61) were classified
as no leeway.

Predictors

Sociodemographic Variables. Age (50-60, 61—
70, and >70), gender, education (primary, secondary,
and tertiary), marital status (married, not married),
and ethnicity (White, Latino, Black, and other) were
gathered based on self-report.

Cognitive Functioning. Four tests (e.g., immediate-
and delayed-word recall, subtraction, and backward
count) were used to represent overall cognitive func-
tioning. The tests were modeled after the Mini-Men-
tal Status Examination, a standard geriatric dementia
screen.”"* The immediate- and delayed- recall tasks
involved hearing a 10-item list of words and recall-
ing the words immediately thereafter and 5 minutes
later. Each recall task yields a score between 0 and 10,
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TABLE 1. Willingness to Participate in Alzheimer Research and Attitudes Toward Proxy-Informed Consent Across Research
Scenarios

Research Scenario

Minimal Benefit Moderate Benefit
and Moderate
Across Scenario Risk Scenario*

Implicit Benefit
and Minimal Minimal Benefit and Moderate
Risk Scenario and Severe Risk Risk Scenario

Type (1,469)* (363) (382) (366) (358) Chi-square df p®
Willingness to
participate 44.4 3 <0.001
Yes (%) 65.8 66.5 76.4 53.3 66.1
Willingness to have
proxy 27.5 3 <0.001
Yes (%) 70.7 70.6 80.6 66.3 65.0
Amount of leeway
to pProxy 17.2 6 0.00
Not at all (%) 41.8 42.6 35.4 48.6 41.1
Moderate (%) 37.9 38.4 39.2 35.6 38.2
Complete (%) 20.2 18.9 253 15.9 20.5

*Minimal benefit and moderate risk scenario: “Researchers want to study the fluid that surrounds the brain in patients with Alzheimer. The
fluid is removed by a process called a lumbar puncture. In a lumbar puncture, a doctor inserts a long needle through the lower back into
the spinal canal. The patients are given numbing medicine but they may experience a small amount of pain. About 5% of patients get
headaches that go away with Tylenol. About 1% get a severe headache that requires a procedure which involves inserting a needle into
the lower back again. The study will not directly benefit these patients. But it may lead to better understanding of Alzheimer disease that
may help future patients.”

Moderate benefit and minimal risk scenario: “Researchers want to test a new drug to see how well it treats AD. One half of the subjects will
receive the new drug, and the other half of the subjects will get a sugar pill (that has no drug in it). The subjects will be randomly assigned (by
chance, like flipping a coin) to get either the drug pill or the sugar pill. The new drug can cause upset stomach in some people, and in rare cases,
bleeding in the stomach. The study may benefit some of these patients if the drug proves to be safe and effective. On the other hand, the drug
may not work and it has the risks that I mentioned.”

Minimal benefit and severe risk: “Researchers are developing a vaccine for Alzheimer disease. It involves getting one shot every 3 months (for
a total of five shots) and two lumbar punctures (in which a long, thin needle is inserted into the lower back to obtain fluid from the spinal canal).
In a previous study, 18 out of 300 persons (or 6%) who got the vaccine developed brain inflammation. This brain inflammation caused one or
more of the following symptoms: confusion, headache, sleepiness, vomiting, seizures, and difficulty with balance and speech. Seven of the 18
persons had permanent problems. However, in 60 out of 300 persons (or 20%), the vaccine seemed to help their symptoms slightly. Researchers
have now changed the vaccine to try to make it safer. The vaccine may directly benefit some patients who enter this study. On the other hand,
the vaccine may not work and could cause brain inflammation.”

Implicit benefit and moderate risk scenario: “Researchers want to begin testing a treatment for AD where doctors insert genetic material (DNA)
into the brains of Alzheimer patients using brain surgery. This is to be the first study of this kind involving humans and the main purpose is to
test its safety in just a few people, before moving on to larger studies. One risk of brain surgery is a 1%-4% chance of bleeding into the brain.
This is usually minor, but rarely it can cause serious harm. It is possible that gene transfer could make Alzheimer symptoms worse, cause brain
tumors or cause brain inflammation. No one knows how likely these risks are.”

“Number of unweighted observations per cell.

PChi-square analyses were conducted to identify variability across scenario type.

with 10 representing perfect performance. The sub-
traction task requires subtracting seven from 100 five
times. Score on this task ranges from 0 to 5, with five
representing perfect performance. The backward
count required counting backward from 20 to 10.
Perfect performance is scored 1 and a failure is
scored 0. Because scores are highly correlated with
each other, I used a composite score ranging from 0
to 26.

Participants were asked whether a doctor has ever
told them they have a memory disease. Those who
said yes were coded as having a memory diagnosis
(0 = no; 1 = yes).
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A subjective indicator of cognitive functioning was
based on participants’ rating of their memory (excel-
lent or very good = 1; good or fair or poor = 0).

Emotional Functioning. The CES-D is a com-
mon measure of depressive symptomatology that
has been used in a variety of population-based
study.”® The HRS uses eight items from the CES-D to
measure depressive symptomatology. A cutoff of
three and higher was used to represent depression
(1 = present) (0 = absent).**

Participants were asked whether a doctor has ever
told them they have emotional, nervous, or psychi-
atric problems (1 = yes) (0 = absent).
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Physical Functioning. Participants were asked
whether they received a medical diagnosis of differ-
ent cardiovascular risk factors, including: high blood
pressure, diabetes, heart condition, and stroke. A
composite score was calculated to represent no car-
diovascular risk factors (0) versus at least one risk
factor.!

Impairment in activities of daily living was dichot-
omized to represent no impairment (0) versus at least
one impairment.!

Analysis

I first ran univariate and bivariate descriptive sta-
tistics of all variables. Next, I ran two separate logis-
tic regression analyses with the following two out-
comes: a) willingness to participate in the study and
b) willingness to have a proxy consent. The third
analysis was an ordinal regression analysis with
amount of leeway one would give a proxy as the
outcome. To test the hypotheses of the present study,
ethnicity and cognitive functioning were entered into
all three regression analyses as potential predictors.
For the latter two analyses, willingness to participate
in the study also was entered as a potential predictor.
Age, gender, education, and scenario type were en-
tered into all regression analyses as covariates. All
other potential predictors (e.g., physical functioning,
emotional functioning, marital status) were entered
into the model only if bivariate relationship between
them and the relevant outcome variable yielded a
p <0.2.* In interpreting multivariate results, because
of the large sample size and the multiple compari-
sons, a more conservative estimation of p <0.01 is
used to indicate statistical significance. All analyses
were clustered, stratified, and weighted to account
for sampling design. All analyses were conducted
using STATA intercooled 8.

RESULTS

Descriptive Statistics

See Table 1. Overall, 65.8% said they would agree
to participate in the research scenario described to
them and 70.7% agreed to have a proxy-informed
consent. Twenty percent of respondents stated they
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would give their family members complete leeway to
go against their preferences and 37.9% stated they
would give some leeway. Scenario type was associ-
ated with willingness to participate in research and
to have a research proxy.

The largest age group was between 50 and 60 and
women constituted 57.8% of the sample. A vast ma-
jority was White, followed by Black, Latino, and
“other.” The majority of the sample had secondary
level of education or higher. See Table 2 for details.

Logistic Regression Results for Willingness to
Participate in Alzheimer Research

In addition to those variables that were selected a
priori (e.g., age, gender, education, ethnicity, cogni-
tive functioning, and scenario type), I entered phys-
ical functioning into this model. There was no evi-
dence of multicollinearity among covariates. Table 3
summarizes the results. Using a p <0.01 criterion for
statistical significance, the only significant predictor
of willingness to participate in research was scenario
type. Participants were more likely to endorse the
moderate benefit and minimal risk scenario and less
likely to endorse the minimal benefit and severe risk
scenario relative to a minimal benefit and moderate
risk scenario.

Logistic Regression Results for Willingness to
Have a Proxy-Informed Consent

In addition to those variables that were selected a
priori, depression, as evaluated by the CES-D also
was entered into this model. Using a p <0.01 crite-
rion for statistical significance, the only significant
variable was agreeing to participate in research. The
odds of agreeing to a research proxy were 9.42 higher
for those who had agreed to participate in research
relative to those who had refused. See Table 3.

Ordinal Regression Results for Leeway to Proxy

In addition to those variables that were selected a
priori, marital status, depression, and cardiovascular
risk were entered into this model. As shown in Table
3, the only significant predictor was whether or not
one had agreed to participate in research. Those
agreeing to participate in the research study also
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TABLE 3. Multivariate Models of Willingness to Participate in AD Research, Willingness to Have a Research Proxy, and
Amount of Leeway Given to Proxy (n = 1,469)

Predictors of Willingness Predictors of Willingness to Predictors of Amount of
to Participate in AD Have a Proxy-Informed Leeway Given to Proxy
Research® Consent” Decision®
Standard
OR 95% CI ¢ OR 95% CI P Beta Error P
Sociodemographic variables
Age
50-60
61-70 0.94 0.62-1.43 0.80 0.83 0.53-1.31 0.43 0.11 0.18 0.54
>70 0.91 0.59-1.40 0.68 1.24 0.79-1.93 0.32 0.37 0.16 0.03
Gender
Male (reference)
Female 0.70 0.52-0.92 0.01 0.81 0.55-1.21 0.31 0.27 0.13 0.04
Ethnicity
White (reference)
Latino 0.63 0.39-1.03 0.06 1.13 0.61-2.07 0.68 —0.23 0.35 0.51
Black 0.75 0.52-1.09 0.14 1.41 0.87-2.29 0.15 0.20 0.19 0.30
Other 0.32 0.10-1.05 0.06 1.30 0.39-4.27 0.65 0.13 0.55 0.80
Education
Primary (reference)
Secondary 0.94 0.47-1.89 0.87 1.30 0.45-3.72 0.61 0.44 0.29 0.13
Tertiary 1.15 0.55-2.32 0.69 1.57 0.52-4.79 0.41 0.22 0.31 0.47

Marital status
Not married (reference)
Married — — — — — — 0.38 0.15 0.01
Cognitive functioning
Cognitive performance
(range: 0-26) 1.01 0.98-1.05 0.31 0.98 0.95-1.01 0.35 0.01 0.01 0.35
Subjective memory
Good/fair/poor (reference)
Excellent/very good 1.06  0.81-1.38  0.63 1.44 1.00-2.06 0.04 0.34 0.14 0.02
Memory diagnosis
No (reference)
Yes 2.10 0.47-9.32 0.31 1.13 0.34-3.74 0.83 0.40 0.78 0.60
Emotional functioning
CES-D <3 (reference)
CESD =3 — — — 1.59 1.07-2.36 0.02 —0.04 0.18 0.82
Physical functioning
Cardiovascular risk
No (reference)
Yes 0.91 0.71-1.18 0.50 —0.13 0.13 0.32
Activities of daily living
Not impaired (reference)

Impaired 0.84 0.57-1.24 0.38 — — — — — —
Scenario
Minimal benefit and moderate risk
(reference)
Moderate Benefit and Minimal Risk 1.64 1.22-2.29 0.002 1.48 0.91-2.42 0.11 0.19 0.17 0.27
Minimal benefit and severe risk 0.58 0.40-0.84 0.005 1.13 0.71-1.80 0.57 —0.01 0.20 0.95
Implicit benefit and moderate risk 1.01 0.71-1.44 091 0.74 0.47-1.18 0.20 0.10 0.20 0.59

Willingness to participate in
Alzheimer research
No (reference)
Yes — — — 9.42 7.31-12.14 <0.001 2.04 0.14 <0.001

“Logistic regression. F (16,41) = 4.19, p <0.001.

bLogistic regression analysis. F (16,41) = 21.81, p <0.001.
“Ordinal logistic regression. F (18,39) = 13.7, p <0.001.
“Based on Wald Chi-square tests with 1 df.
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were more likely to give leeway to proxy to go
against their wish relative to those who refused.

DISCUSSION

The present study is the first national study to eval-
uate attitudes about participation in AD research and
research proxy. A majority of respondents were will-
ing to participate in AD research and even a larger
number of participants were willing to accept a re-
search proxy. Hence, current regulations that allow
older adults with AD to participate in research and
the practice of research proxy are endorsed by the
general public. The results also demonstrate that par-
ticipants are able to distinguish between studies of
different risk and benefit. They have a preference
toward studies that could potentially provide direct
benefits and a dislike toward studies of severe risk.

Nevertheless, in the present study, more than 50%
of respondents were willing to participate in a re-
search scenario of severe risk and minimal benefit.
This hypothetical research scenario was inspired by
the AB42 immunization trial that was prematurely
terminated after reports of meningoencephalitis.?®
Despite the disturbing consequences of this particu-
lar study as well as others and the requirement to
employ more stringent risk-benefit analysis in re-
search involving individuals with impaired capaci-
ty,'*'? there are still ongoing efforts to develop a
vaccine for AD* and other AD treatments.?® Further,
it is possible that at least some of these efforts will
result in unfortunate consequences, such as the ones
described above.”® This ongoing tension between the
ethical principle of nonmaleficence (i.e., do not inflict
harm intentionally) versus the principle of benefi-
cence (i.e., contribute to one’s welfare)*
fested by the dedication of the scientific community,
individuals with AD, and their caregivers toward
finding a cure for AD through continued clinical
trials. It is, however, important to note that in con-
trast to the AB42 immunization trial,?® in which the
exact risk-benefit analysis was not well established
before the conduct of the study, in the present study,
the risk-benefit analysis was explicitly presented to
participants with over 50% of them still agreeing to
this hypothetical trial of severe risk and minimal
benefit. Hence, the present results re-emphasize the
important role that IRBs and researchers alike should

are mani-
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play in protecting the safety not only of individuals
with impaired decisional capacity but also of the
general public.

The most prominent predictor of willingness to
have a proxy-informed consent and for the amount
of leeway provided to proxy to go against respon-
dent’s preference was whether or not one had agreed
to participate in AD research. Currently, there is no
clear consensus as to who can serve as a research
proxy and under what circumstances research with
individuals with impaired decisional capacity
should never be conducted.'”'? Given the present
results, this study raises the question of whether
those who had not assigned a research proxy in
advance should even be enrolled in AD research.

The standard of substituted judgment that re-
quires a proxy to make the same decision the indi-
vidual with impaired decisional capacity would have
made had he or she been competent® is most ac-
cepted in guiding proxy decision.”” Yet, in the
present study, over a quarter of the sample had
agreed to a proxy decision that completely contra-
dicted their research preferences. These results are
somewhat consistent with Karlawish et al.'> who
found that the standard of substitute judgment is
in disagreement with the view of individuals who
currently participate in AD clinical trials. Unfortu-
nately, the present study failed to evaluate public
opinion regarding other ethical standards that
could guide proxy decision, such as the standard
of best interest.”

Unexpectedly, there were no ethnic differences in
terms of willingness to participate in research or to
have a research proxy. This is surprising given the
well-documented lack of representation of ethnic mi-
norities in research studies.”® In the present study,
respondents were presented with hypothetical re-
search scenarios. Many factors, such as transporta-
tion, lack of financial resources, lack of trust in the
medical system, perceived discrimination, or lack of
knowledge may hamper the actual research partici-
pation of ethnic minorities in real life. These factors
are not accounted for in hypothetical case scenarios
such as these. Also, sampling bias could be present,
such that minorities more willing to participate in
research, in general, were more likely to participate
in the HRS in the first place.

The present study does not go without limitations
and, in many ways, raises more questions than an-
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swers. As already stated, the study is based on a
hypothetical case scenario and responses may not
reflect real-life behaviors. In addition, the scenarios
had failed to address the issue of life expectancy,
even though one’s willingness to engage in higher
risk research may increase as life expectancy de-
creases. The study also neglected the issue of assent-
a major factor in the involvement or lack of involve-
ment of individuals with decisional impairment in
research studies.'” By neglecting this topic, the study
fails to answer questions such as whether dissent
sufficient? Should active assent be required? And
what defines a meaningful assent? Further, the hy-
pothetical research scenarios did not systematically
vary in terms of degree of risk and benefit and the
differentiation between these scenarios was not
clear-cut. Nevertheless, it is important to note that
this is often the case in real-life, where a clear clas-
sification of risks and benefits is equivocal even
among IRB members.*® Second, the present study
was limited to those who were cognitively capable of
participating in the interview and, thus, those indi-
viduals with severe impairments were excluded
from the study. Hence, this study may fail to bring
the opinions of those individuals with cognitive im-
pairment who are the ones most affected by these

Ayalon

regulations. Finally, the study did not evaluate other
factors that could potentially impact one’s attitudes
toward proxy consent, such as the quality of family
relationship, or whether a respondent had a family
member with AD.

Nevertheless, this study is the first national sample
to evaluate public attitudes toward AD research. Re-
sults show that a vast majority views AD research
favorably and is agreeable both toward participating
in such research as well as toward having a research
proxy. The study also demonstrates that the public is
capable of distinguishing between studies of differ-
ent levels of risk and benefit, yet, is agreeable even
toward a study of minimal benefit and severe risk.
Finally, clinicians should be aware that those who
are less agreeable toward AD research also are less
interested in having a proxy or in giving leeway to
proxy to go against their will. Hence, the importance
of obtaining the assent and cooperation of individu-
als with dementia cannot be overstated.

Health and Retirement Study, public use dataset
(Core Early V2.0, September, 2007). Produced and dis-
tributed by the University of Michigan with funding from
the National Institute on Aging (grant number NIA
U01AG009740), Ann Arbor, MI.
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