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A B S T R A C T

Objectives. These studies examined
whether differences between self-reports
and proxy reports of disabilities reflect
proxy response biases or only respon-
dent selection factors.

Methods. The data were from the
National Health Interview Survey on
Disability (1994–1995, phases 1 and 2).
In study 1, reports of disabilities were
regressed on respondent status, self vs
proxy, and demographic factors. In
study 2, the ratios of the proportions of
self-reports and proxy reports of dis-
abilities were regressed on independent
lay ratings of observability of these dis-
abilities and their “interactional” nature.
In study 3, the disability reports for peo-
ple who differed in respondent status in
one phase but self-reported the same dis-
ability in the other phase were compared.

Results. In study 1, proxies under-
reported disabilities for people aged 18
to 64 years but overreported for people
65 years or older. In study 2, the ob-
servability and interactional scores ac-
counted for more than 60% of the vari-
ance of self and proxy differences in an
inverse relationship. study 3 confirmed
the basic findings of study 1.

Conclusions. Use of proxies in rep-
resentative surveys on disability intro-
duces systematic biases, affecting na-
tional disability estimates. (Am J Public
Health. 2000;90:1248–1253)

Federal representative household sur-
veys—notably, the National Health Interview
Survey (NHIS) and the Survey of Income and
Program Participation—are the main source
of national estimates of the prevalence of im-
pairments and disabilities. In these surveys,
when a household is selected for an interview,
the person who is contacted for the interview
provides responses—“proxy responses”—for
the entire household if the other family mem-
bers who are 18 years and older are not avail-
able at the time of the interview.Although this
interviewing strategy is more economical than
interviewing all individuals, it rests on the as-
sumption that the reference person would pro-
vide the same information that his or her fam-
ily members would provide. However, several
studies in the health domain have found dif-
ferences between self-reports and proxy re-
ports of health information.1–5

An early controlled study within the NHIS
provided evidence for consistent underreport-
ing by proxies of chronic conditions, doctor’s
visits, bed days, and other health-related esti-
mates.3,6 Other studies that examined self-
reports and proxy reports for elderly people
found evidence that proxies overreported im-
pairments.2,5 Although these studies did not in-
clude independent measures of the accuracy
of self-reports and proxy reports, the use of
self-reports as the standard for evaluating proxy
reports for adults capable of providing infor-
mation seems justified. Other studies have
found that self-responses are more accurate,7

and a recent study has shown that self-reported
health information can be a better prognostic
predictor of morbidity than physician-evaluated
morbidity.8

Self and proxy differences have rarely
been addressed in the context of disability,9 al-
though in the 2 major federal surveys measur-
ing disabilities, the NHIS and the Survey of
Income and Program Participation, the proxy
responses constituted more than 30% of all re-
sponses about adults. If self-reports and proxy
reports of disabilities are found to differ sys-

tematically, the national estimates of disabili-
ties will be affected.

In this article, we used data from the NHIS
Supplement on Disability, 1994 and 1995
(NHIS-D), to address the differences between
self-reports and proxy reports. This 2-part sur-
vey provided one of the richest sources of in-
formation about people with disabilities. In
phase 1, all respondents were asked some ques-
tions designed to “screen for” disabilities dur-
ing the same interview that included the set of
annual “core” questions. In phase 2, respon-
dents who reported disabilities in phase 1 were
followed up a year later, on average, for an ex-
tensive interview.

From a cognitive-processing point of
view, both the information available for self-
and other-judgments and the strategies of form-
ing these judgments can be different.10–13 When
making other-judgments, people may recall
behavioral information about the person but
cannot know the person’s internal states. For in-
stance, one expression of disability is the be-
havioral difficulty the person has. Although
this information may be available to other peo-
ple, the pain one may experience is mainly
available to oneself. This differential avail-
ability of information may lead to different
judgments about what constitutes a disabling
difficulty when one is answering for oneself
rather than for another person. In addition,
forming a judgment about another person may
be more inferential than forming a judgment
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about oneself. For instance, reports for other
people are likely to be based on estimation
strategies rather than on recollections of spe-
cific behavioral examples.14

Two factors are critical for understanding
differences between self-reports and proxy re-
ports of disabilities: the nature of the disabil-
ity and the age of the person for whom the dis-
ability is reported. Self-reports and proxy
reports should differ to a lesser extent for dis-
abilities that have immediate effect on inter-
action and are more observable. In fact, previ-
ous studies found that self and proxy
discrepancies are larger for reports of more
subjective psychosocial dimensions of illnesses
than for less subjective physical dimen-
sions.1,2,5,15 Because disabilities are strongly
associated with aging, when the behavioral ev-
idence for the disability is ambiguous or in-
sufficient, proxy respondents may consider the
person’s age to decide whether the person has
a disability. In the case of the same behavioral
evidence, proxies might be more likely to infer
that an elderly person has a disability than that
a young person does.

The main problem in studying differences
between self-reports and proxy reports in the
context of federal surveys is that respondents
are not randomly allocated to self or proxy sta-
tus.16 For instance, a higher reported disabil-
ity rate for self-respondents could mean either
that self-reports and proxy reports are based
on different information or that respondent se-
lection factors are involved. One might hy-
pothesize that people with disabilities are likely
to be elderly and retired or, if at working age,
to be unemployed. These are precisely the peo-
ple who are more likely to be at home and thus
to provide self-responses. That could account
for the finding that self-respondents are more
likely than proxy respondents to report dis-
abilities. We used 3 research strategies to ad-
dress the question of whether differences be-
tween self-reports and proxy reports of
disabilities reflect cognitive differences in re-
sponding or respondent selection factors.

If differences between self-reports and
proxy reports of disability reflect confounds
of the self- and proxy-respondent status with
relevant demographic factors, then these dif-
ferences should not appear when the analysis
adjusts for those factors. In the first study, we
used phase 1 data to examine the relation of
respondent status to disability reports after ad-
justing for demographic variables.

If the self and proxy differences reflect
response strategies based on different infor-
mation rather than demographic confounds,
then they should be systematically related to
the information necessary to conclude that a
person has a particular disability or the infer-
ences afforded by the behavioral manifesta-
tions of the disability. In the second study, we

tested whether informational aspects of differ-
ent disabilities predicted the pattern of self and
proxy differences found in phase 1. To do so,
we gathered lay judgments of how observable
and interactional the specific disabilities were.

Finally, we used data from both phases of
the NHIS-D to identify 3 groups of respon-
dents: (1) those who reported for themselves
in both phases (self-self), (2) those who re-
ported for themselves in phase 1 but for whom
proxy reports were given in phase 2 (self-
proxy), and (3) those for whom proxy reports
weregiven inphase1butwhoreported for them-
selves in phase 2 (proxy-self). The first group,
self-self, was used as a control group and was
compared with the other 2 groups. Specifically,
among people who self-reported a particular
disability in one phase, the reports of the same
disability were compared in the other phase
when their respondent status differed (i.e., self-
self and self-proxy in phase 2 and self-self and
proxy-self in phase 1). If the differences be-
tween self-reports and proxy reports of dis-
abilities reflected different response strategies,
then the reported disability rates should be
different.

Methods

Data Sources

The data for our studies came mainly from
phases 1 and 2 of the NHIS-D (1994–1995).17,18

The NHIS is a representative continuing na-
tionwide household survey. Data are collected
each week on a probability sample. Personnel
of the US Bureau of the Census conduct the
face-to-face interviews.

Study 1

Because only proxy responses are ob-
tained for respondents younger than 18 years,
the current analyses were limited to respon-
dents 18 years or older. The sample size for
that age group was 145007 in 1994 and 1995
combined. Respondents with unknown re-
spondent status (8.8%, N=12750) were ex-
cluded from the analyses, leaving a sample of
132257 respondents: 81840 self-respondents
(64582 were aged 18 to 64 years and 17258
were 65 years or older) and 50417 proxy re-
spondents (44422 were aged 18 to 64 years
and 5995 were 65 years or older).

Disability questions. Analyses were per-
formed on several sections of questions: sen-
sory limitations, mental health, functional lim-
itations, activities of daily living (ADL), and
instrumental ADL (IADL). From the questions
that screened for a disability, analytic variables
were created for each section. The sensory lim-
itations variable was based on 10 questions

about difficulty with seeing; hearing; commu-
nication; understanding; learning; dizziness;
balance; ringing, roaring, or buzzing in the
ears; sense of smell; and sense of taste. The
mental health variable was based on 7 ques-
tions about frequent depression, troubles with
making or keeping friends, getting along with
other people, concentrating, coping with day-
to-day stresses, frequent confusion, and pho-
bias. The functional limitations variable was
based on 8 questions about difficulties lifting,
walking up 10 steps, walking a quarter of a
mile, standing for about 20 minutes, bending
down, reaching up or reaching out, using fin-
gers, and holding a pen or pencil. The ADL
and IADL variables were based on reports of
the following circumstances applied to sets of
basic and secondary activities: getting help,
being reminded, experiencing difficulty, and
using special equipment. The ADL included
bathing or showering, dressing, eating, getting
in and out of bed or chairs, using the toilet, and
getting around inside the house. The IADL in-
cluded preparing own meals, shopping for per-
sonal items, managing money, using the tele-
phone, doing heavy work around the house,
and doing light work.

Analyses. For each of the above sections,
a summary variable was created to indicate
whether the respondent did or did not report a
disability. Respondents who reported 1 or more
specific disabilities were contrasted with
respondents who reported none. In logistic re-
gression analyses, the reports of disabilities
were regressed on respondent status and de-
mographic factors. In addition to the section
variables, eligibility status for phase 2, the Dis-
ability Followback Survey, was analyzed. Re-
spondents 18 years and older who were clas-
sified as eligible and thus as effectively having
a disability were contrasted with noneligible
respondents.

The initial analyses were adjusted for 11
demographic factors. However, because the
odds for the respondent status remained robust
after the first 8 factorswere included,only these
factors were used in the final analyses: age, sex,
race (coded asWhite or non-White), education
(years of schooling), family income (coded as
beloworabove$20000),employment (codedas
employed or unemployed), marital status, and
family size. (The parameter estimates for these
demographic variables are available on request
from the authors.) Separate analyses were per-
formed for respondents aged 18 to 64 years and
those 65 years or older. All analyses were
weighted for the probability of respondent se-
lection and adjusted for the survey design.

Study 2

Study 2 explored whether the pattern of
self and proxy differences at the level of the
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specific disability questions was systematically
related to lay judgments of how observable and
interactional these disabilities are. Twenty-seven
undergraduate students from the Department of
Psychology at New York University were re-
cruited for a study and asked to rate the 37 dis-
abilities that had been used to create the sum-
mary variables for study 1 on 2 scales. The
study was approved by the Human Subjects
Committee of New York University.

For the ADL and IADL sections, the
analyses were performed on the first ques-
tions about getting help from another person
in doing any of the activities. The disabilities
were worded in the same way as in the NHIS
questionnaire and rated on 2 scales: “How
likely is it that a family member living with the
person will notice this difficulty?” and “How
likely is it that a family member will consider
this as a serious difficulty?” (ranging from
0=not likely at all to 10=extremely likely).
Another group of 11 students classified the
37 disabilities into 2 categories: detectable
and directly affecting social interaction—“in-
teractional”—and not necessarily detectable
in social interaction—“not interactional.” The
ADL and IADL items were coded as inter-
actional because they referred to “getting
help.”

Analyses. The mean ratings for these 2
groups of participants were correlated with the
ratio of the proportions of self-respondents
who reported a particular disability and prox-
ies who reported the same disability. For in-
stance, “serious difficulty seeing” was reported
by 4.0% of self-respondents and by 2.3% of
proxies. The ratio of these 2 proportions, 1.74,
was used as a measure of the discrepancy be-
tween self-reports and proxy reports. In addi-
tion, for each disability, the ratio adjusting for
the survey design and demographic factors
was computed. In a logistic regression, the re-
port of each disability was regressed on the
respondent status and the demographic fac-
tors from study 1.The odds for respondent sta-
tus from these analyses were used as adjusted
ratios of self and proxy differences. For “seri-
ous difficulty seeing,” this ratio was 1.11. The
unadjusted and adjusted ratios were regressed
on the mean of the participants’ ratings of
disabilities.

It should be noted that the ratings mea-
sure informational properties of disabilities and
are not an attempt to model individual re-
sponses. They are used to predict a specific re-
sponse bias at the level of proportions. The
most important issue in such a procedure is the
ratings’ reliability and not their representa-
tiveness of a particular group of people. The
reliability measured at the level of participants
was high for all ratings: Cronbach α was 0.94
for “observability,” 0.89 for “seriousness,” and
0.91 for “interaction.”

Study 3

Respondents who were identified as hav-
ing a disability in phase 1 were followed up in
phase 2 of the NHIS-D, the Disability Follow-
back Survey. Thus, 3 groups of reference peo-
ple could be identified: (1) those who reported
for themselves in both phases (self–self), (2)
those who reported for themselves in phase 1
but for whom proxy reports were given in
phase 2 (self–proxy), and (3) those for whom
proxy reports were given in phase 1 but who re-
ported for themselves in phase 2 (proxy–self).
The sample size for the Disability Followback
Survey was 25805 (15265 self–self, 1081 self–
proxy, and 4061 proxy–self). The proxy–self
group was larger than the self–proxy group be-
cause every effort was made to reduce the num-
ber of proxy respondents in the Disability Fol-
lowback Survey. Either the remaining 5398
respondents had unknown respondent status
in one of the phases or proxies who reported in
both phases (it was not possible to establish
whether the same person served as a proxy
both times), or other people helped the re-
spondents to respond in phase 2.

Analyses. One section of the Disability
Followback Survey contained questions simi-
lar to the questions about functional limitations
and ADL and IADL difficulty from phase 1.
For the present analysis, we used only ques-
tions that either were worded in the same way
(for functional limitations) or referred to the
same activities (for ADL and IADL). The an-
alytic variables were created in the same way
as in study 1. Two comparisons were made.
For the self–self and self–proxy groups, among
respondents who reported functional, ADL, or
IADL limitations in phase 1, the self-reports
and proxy reports of the same disability in
phase 2 were compared. For the self–self and
proxy–self groups, the self-reports and proxy
reports in phase 1 were compared for respon-
dents who reported the same disability in
phase 2. In that way, the analysis controlled for
self-reported disability status. The disability
reports in the phase in which self- and proxy re-
spondents reported were regressed on the re-
spondent status in this phase and on the de-
mographic variables used in study 1.

Results

The age-specific proportions of reported
disabilities in Table 1 (columns 1 and 2) indi-
cate that respondent status affects the reports for
people aged 18 to 64 years but not for those
65 years or older. However, after adjustment
for demographic factors, a consistent pattern
across disabilities emerged. For respondents
aged 18 to 64 years, in all categories except
ADL, proxies underreported disabilities. In the

only exception, ADL, the difference was not
reliable. In contrast, for respondents 65 years
or older, in all categories, proxies overreported
disabilities. Because elderly respondents con-
stitute a substantially smaller group (17.6%)
than younger respondents, the overall effect
was proxy underreporting for all disabilities
except the arguably most severe, difficulty in
ADL and IADL.

Thus, the direction of the differences be-
tween self-reports and proxy reports varied not
only across age groups but also across dis-
abilities. Proxy respondents were less likely to
report functional limitations, sensory limita-
tions, and mental health problems than self-
respondents but more likely to report ADL and
IADL difficulties. The self and proxy status
also reliably predicted who was screened in for
phase 2 of the Disability Followback Survey.
These people were classified as having a dis-
ability and were followed up for detailed in-
formation about the nature of their impairment
and the barriers and accommodations affecting
their social participation. Even after control for
demographic factors, self-respondents were
1.23 times more likely to be included in phase 2
than persons described by proxy respondents.

Disabilities that directly affect interactions
with other people are more detectable than dis-
abilities not necessarily related to interactions.
For instance, among sensory limitations, proxy
respondents were more likely to report “diffi-
culty communicating” than self-respondents
but less likely to report “problems with bal-
ance.” We examined this pattern more sys-
tematically by comparing specific disabilities
in study 2. If self-reports and proxy reports dif-
fer systematically as a function of the observ-
ability and the degree of effect on interaction
characteristic of the disabilities, then these dif-
ferences should correlate with such ratings of
the disabilities.

As shown inTable 2, the mean classifica-
tions of the disabilities as “interactional” and
the observability ratings were highly correlated
with the size of differences between self-reports
and proxy reports of disabilities. The more in-
teractional and observable the disability, the
less the discrepancy between self-reports and
proxy reports. The correlation of the interac-
tional score with the unadjusted ratio was as
high as 0.81. The correlation was also high
(0.61) with the mean observability ratings.The
correlations with the ratings of “how serious
the disability is considered” were weaker but
in the same direction.As shown inTable 2, the
interactional and observability scores accounted
for more than 60% of the variance of the dif-
ferences between self-reports and proxy reports.

In study 3, self-reports and proxy reports
of functional, ADL and IADL limitations in
one phase for respondents who self-reported
the same disability in the other phase were
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TABLE 1—Weighted Rates of Eligibility for the Disability Followback Survey and Reported Disabilities as a Function of
Respondent Status and Age: National Health Interview Survey on Disability, Phase 1, 1994 and 1995a

Self-Reports Proxy Reports
(n=81840) (n=50417) Unadjusted Odds Adjusted Odds 95% CI

Eligibility for phase 2 (disability status)
18–64 y 18.5% 11.7% 1.72 1.39 1.33, 1.45
65 y or older 43.5% 41.9% 1.07 0.89 0.83, 0.97
All ages 23.6% 15.1% 1.74 1.23 1.19, 1.28

Sensory limitations
18–64 y 11.2% 7.3% 1.61 1.40 1.34, 1.47
65 y or older 32.2% 32.4% 0.99 0.86 0.80, 0.93
All ages 15.5% 10.1% 1.63 1.21 1.17, 1.25

Mental health problems
18–64 y 11.6% 5.4% 2.28 1.68 1.60, 1.77
65 y or older 15.4% 15.2% 1.02 0.73 0.67, 0.81
All ages 12.3% 6.5% 2.02 1.42 1.36, 1.48

Functional limitations
18–64 y 11.7% 5.4% 2.30 1.72 1.63, 1.81
65 y or older 37.2% 35.2% 1.09 0.86 0.80, 0.93
All ages 16.9% 8.8% 2.10 1.36 1.30, 1.43

Difficulty with IADL
18–64 y 6.1% 3.5% 1.75 1.23 1.14, 1.33
65 y or older 22.6% 25.4% 0.86 0.58 0.53, 0.64
All ages 9.4% 6.0% 1.62 0.91 0.86, 0.97

Difficulty with ADL
18–64 y 1.8% 1.3% 1.34 0.91 0.81, 1.03
65 y or older 8.0% 15.0% 0.49 0.32 0.28, 0.37
All ages 3.0% 2.9% 1.06 0.54 0.49, 0.59

Note. CI=confidence interval; IADL= instrumental activities of daily living; ADL=activities of daily living.
aAll analyses were performed on data weighted for the probability of selection and adjusted for the survey design. The odds were adjusted for

age, sex, race, education, income, employment, marital status, and family size.

TABLE 2—Unstandardized Regression Coefficients (and Correlations) of Mean
Lay Disability Ratings and Classifications as Predictors of
Differences Between Self-Responses and Proxy Responses: National
Health Interview Survey on Disability, Phase 1, 1994 and 1995

Ratio of Self-Reports and
Proxy Reports of Disabilities

Lay Disability Ratings Raw Ratio Adjusted Ratio

Observability −0.14 (r =−0.61*) −0.19** (r =−0.61*)
Seriousness −0.02 (r =−0.36**) −0.09 (r =−0.30)
Effect on social interaction −1.29* (r =−0.81*) −0.78* (r =−0.75*)
Explained variance R2 =0.70 R2 =0.63

Note. The observability and seriousness ratings were made on 2 scales, “How likely is it
that a family member living with the person will notice this difficulty?” and “How likely is it
that a family member living with the person will consider this as a serious difficulty?”
ranging from 0 (not likely at all) to 10 (extremely likely).

The interaction scores are mean classification scores of the 37 disabilities into 2
categories: “interactional” vs “noninteractional.” The adjusted ratio of self-reports and
proxy reports was computed in logistic regression adjusted for the survey design and
demographic variables (see note in Table 1).

*P<.01; **P<.05.

compared. The pattern of differences between
self-reports and proxy reports in phase 2 for
people who self-reported the disabilities in
phase 1 (Table 3) was similar to the pattern
found in study 1. For both functional and IADL
limitations, proxies underreported for people
aged 18 to 64 years relative to self-respondents.
As in the case of ADL in study 1, this differ-
ence was not reliable for people aged 18 to
64 years. For those 65 years or older, proxies

overreported both functional and ADL limita-
tions. The difference was not reliable for IADL.

It should be noted that the estimates of
the effect of respondent status were practically
unchanged by the inclusion of the demo-
graphic factors. The mean difference between
the unadjusted and adjusted odds was 0.02,
and the correlation was 0.97 (P<.0001). This
finding suggests that the 2 groups, self-self
and self-proxy with reported disabilities in

phase 1, had a very similar demographic com-
position, even though extra effort was made
to use self-respondents in phase 2.

An alternative analysis is to compare the
self-reports and proxy reports of disabilities in
phase1forpeoplewiththesameself-reporteddis-
abilities in phase 2.As in study 1 and the above
comparison,forpeopleaged18to64years,prox-
ies underreported functional and IADL limita-
tions,andthedifferenceforADLwasnotreliable
(Table 4).This was the case for all ages, too. For
those 65 years or older, the differences between
self-reports and proxy reports were not reliable
afteradjustment fordemographic factors.How-
ever, the general pattern across types of disabil-
ities and age groups was quite consistent with
thefindingsofstudy1andthecomparisonof the
self-self and self-proxy groups in study 3. The
correlationsof theadjustedoddswith thosefrom
thelattercomparisonswereboth0.94(P<.0001).

Discussion

The findings of the 3 studies provide con-
vergent evidence that differences between self-
reports and proxy reports of disabilities in na-
tionally representative surveys reflect different
response strategies rather than only respondent
selection factors. Study 1 showed that the ef-
fect of respondent status on reports of disabil-
ities was highly reliable, even after adjustment
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TABLE 3—Rates of Reported Disabilities in Phase 2 for Respondents With Self-Reported Disabilities in Phase 1 as a
Function of Respondent Status in Phase 2 and Age: National Health Interview Survey on Disability, Phases 1 
and 2, 1994 and 1995

Phase 2 Self-Reports Proxy Reports Unadjusted Odds Adjusted Oddsa 95% CI

Functional limitations
18–64 y 76.9% (2906) 63.1% (113) 1.94 2.01 1.45, 2.80
65 y or older 82.2% (2641) 88.5% (292) 0.60 0.64 0.45, 0.92
All ages 79.4% (5547) 79.6% (405) 0.99 1.19 0.94, 1.51

Difficulty with IADL
18–64 y 64.7% (1747) 53.9% (89) 1.57 1.57 1.13, 2.20
65 y or older 64.5% (1590) 61.5% (84) 1.13 1.12 0.86, 1.46
All ages 64.6% (3337) 58.5% (173) 1.28 1.29 1.05, 1.59

Difficulty with ADL
18–64 y 70.4% (501) 63.6% (35) 1.36 1.07 0.57, 2.04
65 y or older 78.5% (556) 91.2% (114) 0.35 0.39 0.20, 0.78
All ages 74.4% (1057) 82.8% (149) 0.61 0.71 0.46, 1.11

Note. CI=confidence interval; IADL= instrumental activities of daily living; ADL=activities of daily living.
aThe odds were adjusted for age, sex, race, education, income, employment, marital status, and family size.

TABLE 4—Rates of Reported Disabilities in Phase 1 for Respondents With Self-Reported Disabilities in Phase 2 as a
Function of Respondent Status in Phase 1 and Age: National Health Interview Survey on Disability, Phases 1 
and 2, 1994 and 1995

Phase 1 Self-Reports Proxy Reports Unadjusted Odds Adjusted Oddsa 95% CI

Functional limitations
18–64 y 69.9% (2906) 55.5% (587) 1.86 1.56 1.33, 1.82
65 y or older 75.2% (2641) 67.4% (370) 1.46 1.09 0.88, 1.37
All ages 72.3% (5547) 59.6% (957) 1.77 1.38 1.21, 1.56

Difficulty with IADL
18–64 y 53.6% (1747) 42.9% (333) 1.54 1.41 1.18, 1.67
65 y or older 60.6% (1590) 50.4% (200) 1.52 1.12 0.87, 1.43
All ages 56.7% (3337) 45.4% (533) 1.57 1.31 1.14, 1.51

Difficulty with ADL
18–64 y 25.9% (501) 20.8% (107) 1.34 1.09 0.84, 1.42
65 y or older 30.0% (556) 30.5% (85) 0.98 0.82 0.59, 1.12
All ages 27.9% (1057) 24.2% (192) 1.22 0.95 0.78, 1.17

Note. CI=confidence interval; IADL= instrumental activities of daily living; ADL=activities of daily living.
aThe odds were adjusted for age, sex, race, education, income, employment, marital status, and family size.

for demographic factors, which influence the
selection of respondents as self or proxy.
Study 2 showed that the differences between
self-reports and proxy reports were not ran-
domly distributed across disabilities but were
systematically related to lay judgments of how
interactional and how observable these dis-
abilities are. This systematic relation between
self and proxy differences and lay judgments
is predicted by a theory attributing these dif-
ferences to the different information available
to self-respondents and proxy respondents but
not by a theory attributing them to demographic
confounds. Finally, study 3 showed that self-
reports and proxy reports of disabilities dif-
fered, even when respondents were matched
on self-reported disabilities. The pattern of
these longitudinal data confirmed the pattern
found in study 1.

These findings taken together suggest that
self-reports and proxy reports of disabilities

differ systematically. The direction of this dif-
ference depends on the nature of the disability
and the age of the reference person. For
younger persons (i.e., 65 years or younger),
proxy respondents are likely to underreport
disabilities. For elderly people, proxy respon-
dents are likely to overreport disabilities. This
finding is consistent with previous controlled
small-scale studies.2,5 Presumably, because the
base rate for disabilities among the elderly is
higher, proxy respondents are more likely to
infer that a person from this age group has a
disability if they are given ambiguous or in-
sufficient information about the disability.

Our analyses and conclusions are limited
to cases in which the reference person is ca-
pable of providing responses but is absent at
the time of the interview. In cases in which the
reference person is judged unable to respond
(e.g., severe cognitive disabilities), the issues re-
quire different approaches.19 Although infor-

mation about the reasons for using proxies in
phase 1 was not collected, our general conclu-
sions about the effect of proxy reports on the
national estimates of disabilities should not be
seriously affected by not considering the cases
in which proxies reported because the refer-
ence person was not capable of responding. In
phase 2, only 10.9% of the sample, all of whom
had disabilities, was based on proxy reports
because of health or impairment reasons.

Unfortunately, in phase 1 of the NHIS-D,
detailed information about the proxy respon-
dent was not collected when the reference per-
son was older than 18 years, thus limiting the
research questions one can address. For in-
stance, the age of the reference person might in-
teract with the age of the proxy respondent to
produce even stronger response biases. Peo-
ple’s decisions about other people’s attitudes,
opinions, and behaviors are strongly influenced
by their own position.20 One’s age can serve as
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an anchor for the decision about what it means
to be disabled. In cases in which younger re-
spondents respond for elderly people (e.g., chil-
dren for parents), proxies’overreporting biases
can be expected to be even stronger. In a sim-
ilar vein, when elderly respondents report for
younger people, the underreporting biases
probably will be stronger.

Disabilities that require one-on-one help
or that are easily detectable in social interaction
are likely to be overreported by proxy respon-
dents because these disabilities are more likely
to be noticed by them, but other disabilities are
likely to be underreported. The pattern of self
and proxy differences across disabilities closely
resembles findings in personality psychology
on self–other agreement.21,22 This research has
shown that differences between self- and other-
ratings on personality traits are strongly related
to the observability of these traits. Relative to
others’ ratings, people rate themselves higher
on traits low in observability (e.g., engages in
personal fantasy) but lower on traits high in
observability (e.g., is verbally fluent).

Because most disabilities are less ob-
servable and most respondents in federal sur-
veys are younger than 65 years, the use of proxy
reports in such research will underestimate the
prevalence of disability in general and espe-
cially the prevalence of specific disabilities.
Our data seem to indicate that the best recom-
mendation is to avoid using proxy respondents
in household surveys on disability. However,
this is not realistic given the cost of nationally
representative surveys.6 A realistic and promis-
ing strategy is to try to model the expected dif-
ferences between self-reports and proxy re-
ports of disabilities and to adjust the disability
estimates for these differences. Use of simple
rating procedures, such as those in study 2, can
help to estimate the expected bias in aggre-
gated data from proxy responses and to explain
the dynamics leading to bias.

An interesting assumption to consider is
that the variance accounted by such procedures
is due to response biases and that the remaining
variance is due to true differences between self-
respondents and proxy respondents as well as
to possible sources of error. For instance, apart
from respondent status, the national estimate
of people with disabilities, aged 18 to 64 years,
is about 22714000. From the statistical analy-
ses on phase 1 data, it can be estimated that the
use of proxies underestimated this number by

about 2681000. Generalizing from study 2, it
can be argued that at least 60% of this under-
estimate (i.e., 1609000) is due to a proxy re-
sponse bias. The remaining 40% may be due
to true differences or sources of error. Thus, a
conservative estimate of the number of people
with disabilities, aged 18 to 64 years, adjusted
for a proxy bias should be 24323000.
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