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Does Self-Report Data on HIV Primary Care Utilization
Agree with Medical Record Data for Socially Marginalized
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Abstract

To test whether self-report data agree with medical record data in marginalized, HIV-infected populations, we
collected information about HIV primary care visits over a 6-month period from both sources. Patients were
drawn from a large study of engagement and retention in care conducted between 2003 and 2005. Self-report
data were collected in face-to-face interviews and medical records were extracted using a rigorous, standardized
protocol with multiple quality checks. We found poor overall agreement (weighted k¼ 0.36, 95% confidence
interval¼ 0.28, 0.43). Factors associated with disagreement included younger age (adjusted odds ratio for
20 versus 40 years¼ 1.25, 95% confidence interval¼ 0.98, 1.60), non-Hispanic black race=ethnicity (adjusted odds
ratio for non-Hispanic blacks versus non-Hispanic whites¼ 1.48, 95% confidence interval¼ 1.03, 2.13),
lower education (adjusted odds ratio for high school education, GED, or less versus some college or college
graduate¼ 1.43, 95% confidence interval¼ 0.96, 2.13), and substance use (adjusted odds ratio for any illicit
drug=heavy alcohol use in the past 6 months versus no use¼ 1.39, 95% confidence interval¼ 1.02, 1.90). These
findings do not support a conclusion that unconfirmed self-report data of HIV primary care visits are a sufficient
substitute for rigorously collected medical record data in studies focusing on marginalized populations. Use of
other data sources (e.g., administrative data), use of other self-reported outcome measures that have better
concordance with medical records=administrative data (e.g., CD4 counts), or incorporation of rigorous measures
to increase reliability of self-report data may be needed. Limitations of this study include the lack of a true gold
standard with which to compare self-report data.

Introduction

As advances in HIV treatment that reduce mortality
and improve quality of life increasingly become incor-

porated into clinical practice for HIV care, it is critical to
monitor their distribution in the population to ensure equi-
table and appropriate access. HIV-infected people first must
be engaged in the health care system to access these advances,
so making accurate documentation of HIV health services
utilization, particularly HIV primary care visits, also is es-
sential.1 This is especially important for monitoring HIV
treatment in socially and economically marginalized popu-
lations, for whom improvements in access to HIV primary
care is most greatly needed.2–8 However, in these populations,

medical record and services utilization data are challenging to
obtain because people often have inconsistent health insurance
coverage, use multiple health care providers, have irregular
health care utilization patterns, and the health care that is ac-
cessed is often obtained in resource-poor settings where elec-
tronic medical records are less frequently available. It might be
a reasonable task to obtain various forms of medical record
data when studying small samples of marginalized groups that
receive all their care from a single HIV primary care practice,
but it is much more challenging and expensive when studying
large samples that receive care from multiple providers. Thus,
researchers frequently rely on patients’ self-reports of their
health care utilization,3–10 even though this type of data is
prone to biases and other types of error.11–14
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For these reasons, understanding the degree to which self-
report data can be accurately obtained from large samples of
marginalized HIV-infected populations is essential. Few data
on the accuracy of patient self-report and patterns of mis-
classification across difference sources of data are available for
these groups. Most of the available data focus on the accuracy
of self-reported drug use behaviors or on self-reports of var-
ious behaviors collected from drug-using populations, or are
related to health care utilization behaviors other than primary
care visits.15–17 Although the validity of self-report visit data
has been evaluated previously,18,19 it is important to consider
this issue in marginalized populations specifically. Margin-
alized populations include substance users, mentally ill,
homeless, recently incarcerated, immigrants, ethnic=racial
minorities, and those who have low socioeconomic status for
other reasons. They are likely to have greater difficulty pro-
viding accurate reports of HIV service utilization than the
general population for the same reasons that researchers
are often forced to rely on these data: they are less likely than
the general population to be consistently engaged in health
care and may not return to the same source of care over time.6

Despite ongoing efforts to improve HIV=AIDS care in the
United States,20,21 these disparities in health care utilization
patterns continue to be documented and have been attributed
to both health care service delivery system issues22,23 and
social factors, such as competing priorities faced by margin-
alized populations.24,25 The complex patterns of health care
utilization of marginalized populations are likely to be more
difficult to remember and describe.

Understanding the relationship between self-report data
and other data sources on HIV health care utilization specif-
ically for marginalized populations is crucial to evaluate in-
terventions designed to improve their care and reduce
disparities in both health care services and outcomes that af-
fect these populations. Thus, in a large study of interventions
to improve engagement and retention in care among mar-
ginalized people with HIV across the United States who are at
risk of suboptimal HIV health care, we collected both patient
self-report and medical record information about HIV pri-
mary care visits. Medical records were extracted using a de-
tailed protocol with several validity checks built in. We
examined the relationship between self-report and medical
record data on HIV outpatient service utilization, and ex-
plored demographic and clinical predictors of disagreement.

Methods

Participants

Data for this study were collected as part of a multisite
initiative designed to evaluate the impact of outreach inter-
ventions on engagement and retention in health care for
marginalized HIV-infected men and women, who are fre-
quently considered medically underserved.8,26 The popula-
tions served were defined locally in each study site, and
included active substance users, the medically indigent,
commercial sex workers, people with mental illness, recently
incarcerated individuals, and homeless people. (See Rajabiun
et al.26 for a full description of the goals and methodology of
this study.)

Recruitment was conducted in 10 sites across the United
States from 2003 to 2005. HIV-infected people who enrolled in
local outreach programs were invited to join the study. Elig-

ibility criteria included HIV infection by self-report, at least 18
years of age, and ability to complete the interview in English
or Spanish. All participants gave informed consent, and each
study site obtained approval from their Institutional Review
Boards.

The sample for this analysis comprised participants from 9
of the 10 study sites because 1 site did not collect medical
records. Because this analysis focused on a comparison of self-
report and medical record data for information obtained
during the 6-month follow-up period, only people whose
medical record data were obtained and who were retained in
the study to the 6-month follow-up period were included in
this analysis. A total of 1045 participants were enrolled across
these sites; each site’s sample size ranged from 43 to 145 par-
ticipants. Across the sites, medical records were obtained from
988 (94.5%) participants, and, among this group, 694 (70.2%)
were retained in this study to the 6-month follow-up period.

Data Collection

Participants were administered comprehensive face-to-face
interviews at baseline and 6 months later, and medical records
were reviewed covering the period between baseline and the
6-month follow-up period using standardized forms and
systematic protocols. All self-report and medical record data
used in these analyses were based on data covering this same
6-month period.

Interviews were conducted using standardized instru-
ments and measures that have been previously validated in
similar populations. Participants were asked to report on so-
ciodemographic characteristics, substance use behaviors, HIV
risk behaviors, severity of their HIV disease, and HIV health
care service utilization. Sociodemographic data included age,
gender (female versus male), race=ethnicity (Hispanic, non-
Hispanic black, non-Hispanic white, and non-Hispanic other),
education (high school, GED, or less versus college or some
college), sexual orientation (heterosexual versus gay, lesbian,
or bisexual), housing status (stable housing versus unstable
housing, including doubling up with friends or family or
homeless), and health insurance status (any versus none).
Substance use behaviors were measured using a modified
version of the Addiction Severity Index.27 Subjects were asked
to report on use of illicit drugs and alcohol over the past
6 months, including heroin and=or nonprescribed opioid
medication use, crack=cocaine use, and heavy alcohol use
(defined as five or more drinks per day for men and four or
more for women).28 A combined variable was created to in-
dicate any illicit drug=heavy alcohol use versus no use over
the past 6 months. Participants were also asked to report on
injection drug use in the past 6 months. HIV sexual risk be-
haviors were measured using questions modified from the
Risk Assessment Battery29 including items on sex without a
male or female condom in the past 6 months and sex in ex-
change for money, drugs, food, or a place to stay (e.g., sur-
vival sex) in the past 6 months. Health status was measured
by asking participants to report the length of time they have
been HIV-positive and their most recent CD4 count. Self-
report HIV health care utilization was measured by asking
participants to report on number of visits to their HIV primary
care provider, defined as ‘‘care from the provider that most
frequently monitors CD4 count and viral load tests, and
prescribes HIV medication’’ and could include care from

838 SOHLER ET AL.



physicians, physician assistants, doctors of osteopathy, or
nurse practitioners in the past 6 months.

Medical records were requested from participants’ HIV
primary care providers. Participants were asked to report the
names and addresses of all of their HIV primary care pro-
viders. The protocol for retrieving medical records was rig-
orous. A letter was sent to the participants’ providers
requesting the necessary data. If no response was received a
second letter was sent, and=or telephone follow-ups were
made. If a response was still not received, a research assistant
went to the provider’s facility to request the medical records
in person. If after extensive attempts at collecting medical
records failed, these data were considered missing and these
participants were not included in the current analysis.

Since our study uses medical records as the standard against
which we compare self-report data, we made every effort to
ensure medical record reviews were conducted accurately.
Therefore, HIV health care utilization data were extracted from
medical records of HIV primary care providers. Primary care
visits, which were defined exactly as in the participant inter-
view, included visits to providers specializing in internal
medicine, family medicine, infectious disease, or obstet-
rics=gynecology. Visits to specialists such as ophthalmologists,
pulmonologists, and other providers that treat conditions sec-
ondary to HIV=AIDS were not included in this analysis.

A standardized medical record data extraction tool was
developed for the purpose of this study and used by all sites.
Data collection staff were required to have a sufficient level of
medical knowledge and were trained by members of the
multisite study coordinating center to extract medical record
data. Each site was given detailed instructions on medical re-
cord extraction and quality assurance protocol to be followed
for this study. Medical record extractors were supervised lo-
cally by an HIV clinician or senior evaluator. As a final quality
control measure, the multisite study coordinating center re-
viewed medical record data submitted from local sites during
the course of the study and contacted sites that were found to
have incomplete or unusual utilization patterns. The coordi-
nating center also conducted site visits, in which at least 10
medical records were selected at random and reviewed. Errors
were resolved by mutual agreements between the coordinat-
ing center and the specific site with regard to correcting pre-
viously collected data and improving the medical record
review process for the remainder of the study.26

Data analysis

Variable construction. Our main outcome variables for
these analyses were HIV primary care visits as obtained from
self-report and medical record data. For each data source, visits
were recoded as no visits, one visit, and two or more visits
during the 6-month follow-up period. The upper cutoff of two
or more visits was selected based on recommendations that
HIV-infected patients have at least two visits with their HIV
primary care provider during every 6-month period to ap-
propriately monitor CD4 count, medication adherence, and
other health conditions.3,30 We created separate categories for
no visits and one visit per 6-month period because some pro-
viders may argue that stable patients do not need more than
one visit per 6 months.

Analyses. Agreement between self-report and medical
record data on the number of HIV primary care visits was

evaluated using percent agreement and the weighted k sta-
tistic. Following Cohen, the k statistic is a chance-corrected
measure of agreement that indicates good agreement with a
value of 0.75 or greater, fair agreement with a value of 0.40–
0.74, or poor agreement with a value of less than 0.40.31

We additionally examined whether disagreement between
self-report and medical record data occurred systematically
by the sociodemographic, behavioral, or clinical characteris-
tics described above. We categorized participants as having
‘‘agreement’’ versus ‘‘disagreement’’ between the two data
sources and then assessed whether disagreement was asso-
ciated with any of the characteristics described above using w2

statistics. Participants’ self-report data were in agreement
with medical record data if the number of visits fell in the
same category (zero, one, or two or more) from both sources,
and were in disagreement if they fell in different categories.

Characteristics that were associated with disagreement at
p< 0.20 were included in multivariable regression analyses
that aimed to identify independent predictors of disagree-
ment between self-report and medical record data. To validate
our selection process for inclusion of specific characteristics in
our multivariable regression models and to control for pos-
sible collinearity between covariates, we also performed a
stepwise regression analysis. Entry criteria for socio-
demographic, behavioral, and clinical characteristics in this
step-wise analysis was also set at p< 0.20. The resulting
model from the step-wise analysis validated our selection
process of specific characteristics for our final model. The final
regression analysis was conducted using generalized esti-
mating equations, for clustering in the data by site. We present
the adjusted odds ratios and 95% confidence intervals of the
characteristics that were included in our final model.

Results

The mean age was 40 years (standard deviation [SD]¼
10.6). The sample was predominantly male (n¼ 415, 60.7%);
black or Hispanic (n¼ 537, 77.5%); had a high school educa-
tion, GED, or less (n¼ 524, 75.5%); was unstably housed
(n¼ 380, 54.8%); and was insured (n¼ 506, 73.0%). Most re-
ported engaging in some type of illicit drug or heavy alcohol
use in the past 6 months (n¼ 376, 54.3%). The mean time since
first HIV test was 8 years (SD¼ 6.2), and only a small pro-
portion (n¼ 84, 12.19%) were diagnosed within the past
6 months.

Of the 694 study participants, medical records indicated
that 518 people (74.6%) met generally recognized standards of
care by making at least two HIV primary care visits during the
previous 6-month period. Of those whose medical records
indicated that standards of care were not met, 101 people
made only one visit (14.6%), and 75 (10.8%) people made no
visits. Alternatively, self-report data indicated that 579 people
(83.4%) met standards of care. Of those whose self-report data
indicated that standards of care were not met, 79 (11.4%) re-
ported only one visit, and 36 (5.2%) reported making no visits.

Using visit data that were categorized as zero, one, or two
or more visits per 6-month period, the overall agreement be-
tween self-report and medical record data for HIV primary
care visits was 76.0% (weighted k¼ 0.36, 0.28-0.43, see Table
1). Using visit data that were categorized as having met
standard of care or not (at least two visits in a 6-month period
versus fewer than two visits), the overall agreement was
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79.3% (weighted k¼ 0.39, 0.37–0.47), (data not shown). Most
disagreement resulted in patients over-reporting visits com-
pared to medical record data.

Table 2 shows the percent disagreement between self-
report and medical record data by sociodemographic, be-
havioral, and clinical characteristics. Disagreement (at the
p< 0.20 level) was associated with younger age; female
gender; high school, GED, or less education versus some
college=college education; heterosexual versus gay, lesbian or
bisexual; illicit drug=heavy alcohol use; having been diag-
nosed with HIV within the previous six months; and having a
CD4 count< 350 mm=cells3. While disagreement was not as-
sociated with our four-category race=ethnicity variable at the
specified significance level, we observed a large difference in
the proportion with disagreement for non-Hispanic whites
and other race=ethnicity categories. We therefore conducted
additional tests to determine the statistical significance of
differences between non-Hispanic whites and each of the
other categories. As disagreement was associated with race=
ethnicity in the comparison between non-Hispanic whites and
non-Hispanic blacks at p< 0.20 level (data not shown),
race=ethnicity was included in our multivariable regression
analyses.

Table 3 shows the results of the multivariable regression
analyses, which indicated that age (adjusted odds ratio [AOR]
for 20 versus 40 years¼ 1.25, 95% confidence interval [CI]
0.98, 1.60), race=ethnicity (AOR for non-Hispanic black versus
non-Hispanic whites¼ 1.48, 95% CI 1.03, 2.13), education
(AOR for high school education, GED, or less versus some
college=college graduate¼ 1.43, 95% CI 0.96, 2.13), and sub-
stance use (AOR for any illicit drug=heavy alcohol use in the
past 6 months versus no use¼ 1.39, 95% CI 1.02, 1.90) were
independently associated with disagreement. The trend as-
sociations for younger versus older age and less versus
greater education with disagreement between self-report and
medical record data did not reach statistical significance at the
p< 0.05 level.

Discussion

In this heterogeneous sample of socially and economically
marginalized HIV-infected people recruited across the United
States for participation in interventions to improve en-
gagement and retention in HIV care, agreement between
self-report and medical record data for the number of HIV

primary care visits was poor based upon generally agreed
upon standards of evaluation of agreement (weighted
k¼ 0.36). The four factors associated with disagreement in-
cluded younger versus older age, non-Hispanic black versus
non-Hispanic white race=ethnicity, less versus greater edu-
cational attainment, and illicit drug or heavy alcohol use.

These data raise concern about whether HIV health services
research on HIV primary care visits in marginalized groups
can rely on self-report data, and raise question as to whether
such data from marginalized populations are directly compa-
rable to similar data collected from other populations. Previous
research examining HIV ambulatory care visits in populations
that were not selected for being in marginalized reported
findings different from ours. For example, two studies com-
pared self-report data to medical or billing records in samples
of well-educated white men.18,19 Both studies concluded that
self-reported ambulatory care visits were reasonably concor-
dant with medical or billing records, although one noted that
the concordance for ambulatory visits was lower than inpa-
tient visits and identified specific patterns associated with
underreports and overreports.19 However, data from previous
research of HIV-related ambulatory care visits in marginalized
groups were consistent with the present study.32

We found that even though our sample comprised people
with multiple social and economic disadvantages, illicit drug
or heavy alcohol use stood out as a factor that was associated
with lower agreement between self-report and medical re-
cords in terms of health services utilization data. It will be
important to explore reasons for this pattern, which might
include people who use illicit drugs or heavy alcohol have
greater difficulty accurately remembering and reporting their
health services utilization, medical records are less complete
for this group, and other reasons. We were also uncertain why
there was lower agreement in our sample for non-Hispanic
black patients compared with non-Hispanic white patients,
but speculate that it is possible that the poorer overall rela-
tionship with health care providers and the health care system
experienced by racial=ethnic minorities might influence the
way health care utilization is both remembered and reported
by the patients and recorded in medical records.33–35 Ad-
ditionally, there was a trend for younger and less educated
people within this marginalized HIV-infected populations to
have more disagreement between self-report and medical
record data ( p< 0.20). Previous research also found that illicit
drug users and people with less education were less likely to

Table 1. Agreement Between Self-Report and Medical Record Data on the Number

of HIV Primary Care Visits

Number of visits

0 1 �2

Medical records n (% of 694) n (% of 694) n (% of 694) Total

Self-Reports
0 19 (2.7) 11 (1.6) 6 (0.9) 36 (5.2)
1 12 (1.7) 32 (4.6) 35 (5.0) 79 (11.4)
� 2 44 (6.3) 58 (8.4) 477 (68.7) 579 (83.4)
Total 75 (10.8) 101 (14.6) 518 (74.6) 694

Overall percent agreement: 76.0%.
Weighted k (95% confidence interval): 0.36 (0.28, 0.43).
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have concordant self-report and medical record data asso-
ciated with various health care utilization behaviors.15,19 It
may be important to keep these specific characteristics in
mind when relying on self-report HIV health care utilization
data.

While disagreement included both people who reported
more and people who report fewer visits than were recorded
in medical records, in the majority of the cases participants
reported more medical visits with their HIV primary care

provider than we could confirm in medical records. There
could be several reasons for this particular pattern. First, the
participants in our sample may have misunderstood our
questions about primary HIV care visits and included other
types of medical visits in their self-reports. Because margin-
alized individuals tend to rely on acute care facilities more
than others, it is possible that they may inaccurately perceive
visits to these facilities as primary care visits.2,3 Second, par-
ticipants may have been influenced by social desirability bias

Table 2. Agreement Between Self-Report and Medical Record Data for Six Hundred Ninety-Four

Disadvantaged People with HIV on Number of HIV Primary Care Visits Over a Six-Month Period

Full sample

n (% of 694) % Disagreement p valuea

Demographic characteristics
Age

Younger than mean of 40 years 317 (45.7) 25.6 0.18b

At mean of 40 years or older 377 (54.3) 22.6
Gender

Female 269 (39.3) 28.3 0.03
Male 415 (60.7) 21.0

Race
Hispanic 131 (18.9) 22.1 0.22c

Non-Hispanic black 406 (58.6) 26.6
Non-Hispanic white 111 (16.0) 18.0
Non-Hispanic other 45 (6.5) 20.0

Educational level
High school, GED, or less 524 (75.5) 26.3 0.01
Some college or college graduate 170 (24.5) 16.5

Sexual orientation
Heterosexual 411 (60.4) 26.5 0.09
Gay, lesbian, or bisexual 269 (39.6) 20.8

Housing status
Stable (own home or apartment) 314 (45.2) 23.9 0.98
Unstable (doubled up or homeless) 380 (54.8) 24.0

Health insurance status
Any 506 (73.0) 24.9 0.34
None 187 (27.0) 21.4

Behavioral characteristics
Heroin=prescription opioids, past 6 months 89 (13.0) 29.2 0.19

None reported 595 (87.0) 22.9
Cocaine=crack, past 6 months 152 (22.3) 25.0 0.62

None reported 529 (77.8) 23.1
Heavy drinking, past 6 months 187 (27.4) 25.7 0.46

None reported 496 (72.6) 23.0
Illicit drug use=heavy drinking, past 6 months 376 (54.2) 26.3 0.11

None reported 318 (45.8) 21.1
Injection drug use, past 6 months 60 (8.8) 25.0 0.80

None reported 621 (91.2) 23.5
Unprotected sex, past 6 months 173 (24.9) 26.6 0.34

None reported 521 (75.1) 23.0
Survival sex, past 6 months 25 (3.6) 28.0 0.63

None reported 669 (96.0) 23.8

Clinical characteristics
Newly diagnosed HIV infection (<6 months) 84 (12.2) 15.5 0.05

Non-newly diagnosed HIV infection 605 (87.8) 25.1
CD4 count
<350 mm=cells3 357 (51.4) 21.6 0.14
�350 mm=cells3 337 (48.6) 26.4

ap value associated with w2 test of differences in sociodemographic, behavioral, and clinical characteristics by percent disagreement.
bp value associated with t test of differences in continuous values of age by percent disagreement.
cp value with an F test of differences across race=ethnicity categories by percent disagreement.
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and reported having made the two visits in the past 6 months
that providers typically encourage, even if those visits actu-
ally were never made. We acknowledge that this pattern
might have been the results of incomplete medical record
data, as well as we believe this is unlikely to fully explain our
findings. Our medical record extraction process was thorough
and included a number of quality control measures. Ad-
ditionally, while it is possible that medical records fail to
include all utilization information, medical visits by HIV-
infected people typically include writing a prescription, or-
dering laboratory tests, or receiving=reviewing the results of
laboratory tests, all of which typically require written orders=
confirmation by the physician. Therefore, while possible, it is
unlikely that HIV-related primary care visit data are com-
pletely missing from a large proportion of patient records.

Limitations of this study include the lack of a true gold
standard to compare self-report data with, making it impos-
sible for us to estimate the true amount of error in self-report
data by comparisons with medical record data or use our
findings to derive correction factors. Other data sources that
might be used to compare self-report data against, such as
clinic and insurance billing records, may also be problematic
for some measures of utilization.36,37 These data sources are
likely to be particularly problematic for populations that
suffer from inconsistent insurance coverage. In our sample,
although many people were likely to be eligible to receive
public health insurance due to poverty or AIDS-related dis-
ability, some people did not qualify. Additionally, eligibility
might have fluctuated over time for various reasons, such as
changes in employment. Therefore, to date, there are no data
indicating that any one source of HIV primary care visit in-

formation can be considered a gold standard for marginalized
populations. Furthermore, generally one cannot assume that
medical record data are necessarily more accurate than self-
report data. However, in this study, rigorous methods for
collecting and extracting medical record data were applied
that included a standardized protocol, didactic training, and
multiple quality checks. Therefore, although the medical re-
cord data collected in this study are not likely to be perfect,
they are less prone to error than the self-report data collected
in this study.

Despite the challenges associated with collecting medial
record data for HIV health services research among margin-
alized populations, this study does not support a conclusion
that unconfirmed self-report data are sufficiently valid sub-
stitutes for carefully collected medical record data. This is
based on the poor chance-corrected agreement between these
two data sources in our large, heterogeneous sample. If health
services researchers must rely on self-report data, they might
consider using outcome measures that have been shown to
have better concordance between self-reports and other data
sources than HIV primary care visits, such as CD4 count.15,32

Researchers should also rigorously incorporate known strat-
egies to increase the accuracy of self-reports, such as asking
redundant questions, confirming responses, and incorporat-
ing short recall periods.17

Acknowledgments

This research was supported by the Health Resources
and Services Administration (Grants H97HA00247 and
H97HA00191). These grants were funded through HIV=
AIDS Bureau’s Special Projects of National Significance.
Additional support was provided by the Center for AIDS
Research at the Albert Einstein College of Medicine=
Montefiore Medical Center funded by NIH AI-51519 and by
the Robert Wood Johnson Foundation’s Harold Amos Medi-
cal Faculty Development Program. The contents of this pub-
lications is solely the responsibility of the authors and does
necessarily represent the views of the funding agencies.

Author Disclosure Statement

No competing financial interests exist.

References

1. Uphold CR, Mkanta WN. Use of health care services among
persons living with HIV infection: State of the science and
future directions. AIDS Patient Care STDs 2005;19:473–485.

2. Cunningham WE, Sohler NL, Tobias C, et al. Health services
utilization for people with HIV infection: Comparison of a
population targeted for outreach with the U.S. population in
care. Med Care 2006;44:1038–1047.

3. Shapiro MF, Morton SC, McCaffrey DF, et al. Variations in
the care of HIV-infected adults in the United States: Results
from the HIV Cost and Services Utilization Study. JAMA
1999;281:2305–2315.

4. Knowlton AR, Hoover DR, Chung SE, et al. Access to
medical care and service utilization among injection drug
users with HIV=AIDS. Drug Alcohol Depend 2001;64:55–62.

5. Cunningham CO, Sohler NL, McCoy K, et al. Health care
access and utilization patterns in unstably housed HIV-
infected individuals in New York City. AIDS Patient Care
STDs 2005;19:690–695.

Table 3. Predictors of Disagreement Between

Self-Report and Medical Record Data

on the Number of HIV Primary Care Visits

for Six Hundred Ninety-Four Disadvantaged

HIV-Infected People

Independent variable AOR (95% CI)a p value

Age (20 years vs. 40 years) 1.25 (0.98, 1.60) 0.07b

Female vs. male 1.06 (0.70, 1.59) 0.79
Race=Ethnicity

Non-Hispanic white reference
Non-Hispanic black 1.48 (1.03, 2.13) 0.03
Hispanic 1.14 (0.80, 1.64) 0.46
Other 0.98 (0.43, 2.24) 0.97

High school, GED, or less
vs. college or partial
college education

1.43 (0.96, 2.13) 0.08

Sexual orientation (gay,
lesbian, or bisexual vs.
heterosexual)

0.97 (0.79, 1.18) 0.73

Illicit drug=heavy alcohol
use vs. none,
past 6 months

1.39 (1.02, 1.90) 0.04

Newly diagnosed with
HIV (< 6 months) vs.
not newly diagnosed

0.64 (0.34, 1.21) 0.17

aAdjusted odds ratio (AOR) and 95% confidence interval.
bAge was entered into the model as a continuous variable. The

comparison of 20 years vs. 40 years was presented to simplify the
interpretation of the AOR.

842 SOHLER ET AL.



6. Smith MY, Rapkin BD, Winkel G, et al. Housing status and
health care service utilization among low-income persons
with HIV=AIDS. J Gen Intern Med 2000;15:731–738.

7. Arno PS, Bonuck KA, Green J, et al. The impact of housing
status on health care utilization among persons with HIV
disease. J Health Care Poor Underserved 1996;7:36–49.

8. Booth RE, Kwiatkowski CF, Weissman G. Health-related
service utilization and HIV risk behaviors among HIV in-
fected injection drug users and crack smokers. Drug Alcohol
Depend 1999;55:69–78.

9. Solomon L, Frank R, Vlahov D, Astemborski J. Utilization of
health services in a cohort of intravenous drug users with
known HIV-1 serostatus. Am J Public Health 1991;81:1285–
1290.

10. Paleou A, Cheng DM, Kim T, et al. Substance abuse treat-
ment and receipt of liver specialty care among persons co-
infected with HIV=HCV who have alcohol problems. J Subst
Abuse Treat 2006;31:411–417.

11. Kahn KL, Liu H, Adams JL, Chen W-P, et al. Methodological
Challenges Associated with Patient Responses to Follow-up
Longitudinal Surveys Regarding Quality of Care. Health
Serv Res 2003;38(6 Pt 1):1579–1598.

12. Schwartz N. Self-reports. How the questions shape the an-
swers. Am Psychol 1999;54:93–105.

13. Bhandari A, Wagner T. Self-reported utilization of health
care services: Improving measurement and accuracy. Med
Care Res Rev 2006;63:217–235.

14. Wallihan DB, Stump TE, Callahan CM. Accuracy of self-
reported health services use and patterns of care among
urban older adults. Med Care 1999;37:662–670.

15. Korthuis PT, Asch S, Mancewicz M, et al. Measuring med-
ication: do interviews agree with medical record and phar-
macy data? Med Care 2002;40:1270–1282.

16. Killeen TK, Brady KT, Gold PB, et al. Comparison of self-
report versus agency records of service utilization in a
community sample of individuals with alcohol use disor-
ders. Drug Alcohol Depend 2004;73:141–147.

17. Del Boca FK, Noll JA. Truth or consequences: The validity of
self-report data in health services research on addictions.
Addiction 2000;95(Suppl 3):S347–S360.

18. Law MG, Hurley SF, Carlin JB, et al. A comparison of patient
interview data with pharmacy and medical records for pa-
tients with acquired immunodeficiency syndrome or human
immunodeficiency virus infection. J Clin Epidemiol 1996;
49:997–1002.

19. Weissman JS, Levin K, Chasan-Taber S, et al. The validity of
self reported health-care utilization by AIDS patients. AIDS
1996;10:775–783.

20. McKinney MM, Marconi KM. Delivering HIV services to
vulnerable populations: A review of CARE Act-funded re-
search. Public Health Rep 2002;117:99–113.

21. Walensky RP, Paltiel AD, Freedberg KA. AIDS drug assis-
tance programs: Highlighting inequities in human immu-
nodeficiency virus-infection health care in the United States.
Clin Infect Dis 2002;35:606–610.

22. Rumptz MH, Tobias C, Rajabiun S, et al. Factors associated
with engaging social marginalized HIV-positive persons in
primary care. AIDS Patient Care STDs 2007;21(Suppl 1)S30–
S39.

23. Turner BJ, Cunningham WE, Duan N, et al. Delayed medical
care after diagnosis in a US national probability sample of
persons infected with human immunodeficiency virus. Arch
Intern Med 2000;160:2614–2622.

24. Cunningham WE, Andersen RM, Katz MH, et al. The impact
of competing subsistence needs and barriers on access to
medical care for persons with human immunodeficiency
virus receiving care in the United States. Med Care 1999;37:
1270–1281.

25. Wong MD, Sarkisian CA, Davis C, et al. The association
between life chaos, health care use, and health status
among HIV-infected persons. J Gen Intern Med 2007;22:286–
1291.

26. Rajabiun S, Cabral H, Tobias C, Relf M. Program design and
evaluation strategies for the Special Projects of National
Significance Outreach Initiative. AIDS Patient Care STDs
2007;21(Suppl 1)S-9–S-19.

27. McLellan AT, Kushner H, Metzger D, et al. The fifth edition
of the Addiction Severity Index. J Subst Abuse Treat
1992;9:199–213.

28. NIAAA. Helping Patients Who Drink Too Much: A Clin-
ician’s Guide. Updated 2005 edition. http:==pubs.niaaa.nih
.gov=publications=Practitioner=CliniciansGuide2005=guide
.pdf (Last accessed August 27, 2009).

29. Metzger DS. The Risk Assessment Battery (RAB): Validity
and reliability. Presented at the Annual Meeting of the Na-
tional Cooperative Vaccine Development Group for AIDS.
October 30–November 4, 1993.

30. Department of Health and Human Services. The Panel on
Clinical Practices for Treatment of HIV Infection. Guidelines
for the use of antiretroviral agents in HIV-1-infected adults
and adolescents. October 6, 2005.

31. Fleiss JL. Statistical Methods for Rates and Proportions, 2nd
ed. New York: John Wiley & Sons, 1981.

32. Cunningham CO, Li X, Ramsey K, Sohler NL. A comparison
of HIV health services utilization measures in a marginal-
ized population: Self-report versus medical records. Med
Care 2007;45:264–268.

33. Geiger HJ. Racial and ethnic disparities in diagnosis and
treatment: A review of the evidence and a consideration of
causes. In: Smedley BD, Stith AY, Nelson AR, eds. Unequal
Treatment. Washington, D.C.: National Academies Press,
2003, pp. 417–453.

34. Boulware LE, Cooper LA, Ratner LE, et al. Race and trust
in the health care system. Public Health Rep 2003;118:358–
365.

35. Cooper LA, Beach MC, Johnson R L, Inui TS. Delving below
the surface: Understanding how race and ethnicity influence
relationships in health care. J Gen Intern Med 2006;21:S21–
27.

36. Steinwachs DM, Stuart ME, Scholle S, et al. A comparison of
ambulatory Medicaid claims to medical records: A reliability
assessment. Am J Med Qual 1998;13:63–69.

37. Walkup JT, Boyer CA, Kellermann SL. Reliability of Med-
icaid claims files for using in psychiatric diagnoses and
service delivery. Adm Policy Ment Health 2000;27:129–139.

Address correspondence to:
Nancy Lynn Sohler, Ph.D., M.P.H.

Department of Community Health and Social Medicine
Sophie Davis School of Biomedical Education

City College of New York
160 Convent Avenue

Harris Hall Room 400
New York, NY 10031

E-mail: nsohler@sci.ccny.cuny.edu

VALIDITY OF SELF-REPORT HIV HEALTH CARE UTILIZATION DATA 843




